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Patient engagement (or patient and public involvement) in health research is becoming a requirement for
many health research funders, yet many researchers have little or no experience in engaging patients as
partners as opposed to research subjects. Additionally, many patients have no experience providing input on
the research design or acting as a decision-making partner on a research team. Several potential risks exist
when patient engagement is done poorly, despite best intentions. Some of these risks are that: (1) patients’
involvement is merely tokenism (patients are involved but their suggestions have little influence on how research is
conducted); (2) engaged patients do not represent the diversity of people affected by the research; and, (3) research
outcomes lack relevance to patients’ lives and experiences.

Qualitative health research (the collection and systematic analysis of non-quantitative data about peoples’ experiences
of health or illness and the healthcare system) offers several approaches that can help to mitigate these risks. Several
qualitative health research methods, when done well, can help research teams to: (1) accurately incorporate patients’
perspectives and experiences into the design and conduct of research; (2) engage diverse patient perspectives; and, (3)
treat patients as equal and ongoing partners on the research team.

This commentary presents several established qualitative health research methods that are relevant to patient
engagement in research. The hope is that this paper will inspire readers to seek more information about qualitative
health research, and consider how its established methods may help improve the quality and ethical conduct
of patient engagement for health research.

Abstract

Background Research funders in several countries have posited a new vision for research that involves patients and
the public as co-applicants for the funding, and as collaborative partners in decision-making at various stages and/or
throughout the research process. Patient engagement (or patient and public involvement) in health research
is presented as a more democratic approach that leads to research that is relevant to the lives of the people
affected by its outcomes. What is missing from the recent proliferation of resources and publications detailing
the practical aspects of patient engagement is a recognition of how existing research methods can inform
patient engagement initiatives. Qualitative health research, for example, has established methods of collecting
and analyzing non-quantitative data about individuals' and communities’ lived experiences with health, illness
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and/or the healthcare system. Included in the paradigm of qualitative health research is participatory health
research, which offers approaches to partnering with individuals and communities to design and conduct
research that addresses their needs and priorities.

Discussion The purpose of this commentary is to explore how qualitative health research methods can inform and
support meaningful engagement with patients as partners. Specifically, this paper addresses issues of: rigour (how can
patient engagement in research be done well?); representation (are the right patients being engaged?); and, reflexivity
(is engagement being done in ways that are meaningful, ethical and equitable?). Various qualitative research methods
are presented to increase the rigour found within patient engagement. Approaches to engage more diverse patient
perspectives are presented to improve representation beyond the common practice of engaging only one or two
patients. Reflexivity, or the practice of identifying and articulating how research processes and outcomes are
constructed by the respective personal and professional experiences of researchers and patients, is presented
to support the development of authentic, sustainable, equitable and meaningful engagement of patients as
partners in health research.

Conclusions Researchers will need to engage patients as stakeholders in order to satisfy the overlapping
mandate in health policy, care and research for engaging patients as partners in decision-making. This paper
presents several suggestions to ground patient engagement approaches in established research designs and
methods.

Keywords: Qualitative methods, Qualitative health research, Patient-oriented research, Integrated knowledge

translation, Patient engagement, Patient partners, Patient and public involvement

Background

Patient engagement (or patient and public involvement)
in research involves partnering with ‘patients’ (a term
more often used in Canada and the US, that is inclusive
of individuals, caregivers, and/or members of the public)
to facilitate research related to health or healthcare ser-
vices. Rather than research subjects or participants, pa-
tients are engaged as partners in the research process.
This partnership is intended to be meaningful and on-
going, from the outset of planning a research project,
and/or at various stages throughout the research
process. Engagement can include the involvement of pa-
tients in defining a research question, identifying appro-
priate outcomes and methods, collecting and
interpreting data, and developing and delivering a know-
ledge translation strategy [1].

The concept of engaging non-researchers throughout
the research process is not new to participatory health
researchers, or integrated knowledge translation re-
searchers, as the latter involves ongoing collaboration
with clinicians, health planners and policy makers
throughout the research process in order to generate
new knowledge [2, 3]. Patients, however, are less fre-
quently included as partners on health research teams,
or as knowledge users in integrated knowledge transla-
tion research teams compared to clinicians, healthcare
managers and policy-makers, as these individuals are
perceived as having “the authority to invoke change in
the practice or policy setting.” (p.2) [2] Recent

requirements for patient engagement by health research
funders [4—6], ,and mandates by most healthcare plan-
ners and organizations to engage patients in healthcare
improvement initiatives, suggest that it would be pru-
dent for integrated knowledge translation (and indeed
all) health researchers to begin engaging patients as
knowledge users in many, if not all, of their research
projects.

Training and tools for patient engagement are being
developed and implemented in Canada via the Canad-
ian Institutes for Health Research (CIHR) Strategy for
Patient Oriented Research (SPOR) initiative, in the US
via Patient Centered Outcomes Research Institute
(PCORI), and very practical resources are already avail-
able from the UK’s more established INVOLVE Advis-
ory Group [5-7]. What is seldom provided by these ‘get
started’ guides, however, are rigorous methods and
evidence-based approaches to engaging diverse patient
perspectives, and ensuring that their experiences, values
and advice are appropriately incorporated into the re-
search process.

The purpose of this commentary is to stimulate
readers’ further discussion and inquiry into qualitative
health research methods as a means of fostering the
more meaningfully engagement of patients as partners
for research. Specifically, this paper will address issues
of: rigour (how do we know that the interpretation of
patients’ perspectives has been done well and is ap-
plicable to other patients?); representation (are
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multiple and diverse patient perspectives being
sought?); and, reflexivity (is engagement being done
ethically and equitably?). This commentary alone is
insufficient to guide researchers and patient partners to
use the methods presented as part of their patient engage-
ment efforts. However, with increased understanding of
these approaches and perhaps guidance from experienced
qualitative health researchers, integrated knowledge trans-
lation and health researchers alike may be better prepared
to engage patients in a meaningful way in research that
has the potential to improve health and healthcare experi-
ences and outcomes.

What can be learned from methods utilized in qualitative
health research?

There is wide variation in researchers’ and healthcare
providers’ openness to engaging patients [8]. Often, the
patients that are engaged are a select group of individ-
uals known to the research team, sometimes do not re-
flect the target population of the research, are involved
at a consultative rather than a partnership level, and are
more likely to be involved in the planning rather than
the dissemination of research [9-11]. As a result, patient
engagement can be seen as tokenistic and the antithesis
of the intention of most patient engagement initiatives,
which is to have patients’ diverse experiences and per-
spectives help to shape what and how research is done.
The principles, values, and practices of qualitative health
research (e.g., relativism, social equity, inductive reason-
ing) have rich epistemological traditions that align with
the conceptual and practical spirit of patient engage-
ment. It is beyond the scope of this commentary, how-
ever, to describe in detail the qualitative research
paradigm, and readers are encouraged to gain greater
knowledge of this topic via relevant courses and texts.
Nevertheless, several qualitative research considerations
and methods can be applied to the practice of patient
engagement, and the following sections describe three of
these: rigour, representation and reflexivity.

Rigour: Interpreting and incorporating patients’
experiences into the design and conduct of research
When patient engagement strategies go beyond the inclu-
sion of a few patient partners on the research team, for ex-
ample, by using focus groups, interviews, community
forums, or other methods of seeking input from a broad
range of patient perspectives, the diversity of patients’ ex-
periences or perspectives may be a challenge to quickly
draw conclusions from in order to make decisions about
the study design. To make these decisions, members of
the research team (which should include patient partners)
may discuss what they heard about patients’ perspectives
and suggestions, and then unsystematically incorporate
these suggestions, or they may take a vote, try to achieve
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consensus, implement a Delphi technique [12], or use an-
other approach designed specifically for patient engage-
ment like the James Lind Alliance technique for priority
setting [13]. Although the information gathered from pa-
tients is not data (and indeed would require ethical review
to be used as such), a number of qualitative research prac-
tices designed to increase rigour can be employed to help
ensure that the interpretation and incorporation of pa-
tients’ experiences and perspectives has been done sys-
tematically and could be reproduced [14]. These practices
include member checking, dense description, and constant
comparative analysis. To borrow key descriptors of rigour
from qualitative research, these techniques improve
“credibility” (i.e., accurate representations of patients’
experiences and preferences that are likely to be under-
stood or recognized by other patients in similar situa-
tions — known in quantitative research as internal
validity), and “transferability” (or the ability to apply
what was found among a group of engaged patients to
other patients in similar contexts — known in quantita-
tive research as external validity) [15].

Member checking

Member checking in qualitative research involves “tak-
ing ideas back to the research participants for their con-
firmation” (p. 111) [16]. The objective of member
checking is to ensure that a researcher’s interpretation of
the data (whether a single interview with a participant,
or after analyzing several interviews with participants)
accurately reflects the participants’ intended meaning (in
the case of a member check with a single participant
about their interview), or their lived experience (in the
case of sharing an overall finding about several individ-
uals with one or more participants) [16]. For research in-
volving patient engagement, member checking can be
utilized to follow-up with patients who may have been
engaged at one or only a few time points, or on an
on-going basis with patient partners. A summary of
what was understood and what decisions were made
based on patients’ recommendations could be used to
initiate this discussion and followed up with questions
such as, “have I understood correctly what you intended
to communicate to me?” or “do you see yourself or your
experience(s) reflected in these findings or suggestions
for the design of the study?”

Dense description

As with quantitative research, detailed information about
qualitative research methods and study participants is
needed to enable other researchers to understand the
context and focus of the research and to establish how
these findings relate more broadly. This helps re-
searchers to not only potentially repeat the study, but to
extend its findings to similar participants in similar
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contexts. Dense description provides details of the social,
demographic and health profile of participants (e.g., gen-
der, education, health conditions, etc.), as well as the set-
ting and context of their experiences (i.e., where they
live, what access to healthcare they have). In this way,
dense description improves the transferability of study
findings to similar individuals in similar situations [15].
To date, most studies involving patient engagement
provide limited details about their engagement
processes and who was engaged [17]. This omission
may be done intentionally (e.g., to protect the
privacy of engaged patients, particularly those with
stigmatizing health conditions), or as a practical con-
straint such as publication word limits. Nonetheless,
reporting of patient engagement using some aspects
of dense description of participants (as appropriate),
the ways that they were engaged, and recommenda-
tions that emanated from engaged patients can also
contribute to greater transferability and understand-
ing of how patient engagement influenced the design
of a research study.

Constant comparative analysis

Constant comparative analysis is a method commonly
used in grounded theory qualitative research [18]. Put
simply, the understanding of a phenomenon or ex-
perience that a researcher acquires through engaging
with participants is constantly redeveloped and re-
fined based on subsequent participant interactions.
This process of adapting to new information in order
to make it more relevant is similar to processes used
in rapid cycle evaluation during implementation re-
search [19]. This method can be usefully adapted and
applied to research involving ongoing collaboration
and partnership with several engaged patient partners,
and/or engagement strategies that seek the perspec-
tives of many patients at various points in the re-
search process. For example, if, in addition to having
ongoing patient partners, a larger group of patients pro-
vides input and advice (e.g., a steering or advisory commit-
tee) at different stages in the research process, their input
may result in multiple course corrections during the de-
sign and conduct of the research processes to incorporate
their suggestions. These suggestions may result in refine-
ment of earlier decisions made about study design or con-
duct, and as such, the research process becomes more
iterative rather than linear. In this way, engaged patients
and patient partners are able to provide their input and
experience to improve each step of the research process
from formulating an appropriate research question or
objective, determining best approaches to conducting the
research and sharing it with those most affected by the
outcomes.

Page 4 of 8

Representation: Gathering diverse perspectives to design

relevant and appropriate research studies

The intention of engaging patients is to have their lived
experience of health care or a health condition contrib-
ute to the optimization of a research project design [20].
Development of a meaningful and sustainable relation-
ship with patient partners requires considerable time, a
demonstrated commitment to partnership by both the
patient partners and the researcher(s), resources to fa-
cilitate patient partners’ engagement, and often, an indi-
vidual designated to support the development of this
relationship [17, 21]. This may lead some research teams
to sustain this relationship with only one or two patients
who are often previously known to the research team
[17]. The limitation of this approach is that the experi-
ences of these one or two individuals may not ad-
equately reflect the diverse perspectives of patients that
may be affected by the research or its outcomes. The no-
tion of gaining ‘the patient perspective’ from a single or
only a few individuals has already been problematized
[22, 23]. To be sure, the engagement of a single patient
is better than none at all, but the engagement of a
broader and diverse population of patients should be
considered to better inform the research design, and to
help prevent further perpetuation of health disparities.
Key issues to be considered include (1) how engagement
can be made accessible to patients from diverse back-
grounds, and (2) which engagement strategies (e.g., ran-
ging from a community information forum to full
partnership on the research team) are most appropriate
to reach the target population [24].

Making engagement accessible

Expecting patient partner(s) to attend regular research
team meetings held during working hours in a board-
room setting in a hospital, research institute or univer-
sity limits the participation of many individuals. To
support the participation and diversity of engaged pa-
tients, effort should be made to increase the accessibility
and emotional safety of engagement initiatives [25]. A
budget must be allocated for patient partners’ transpor-
tation, childcare or caregiving support, remuneration for
time or time taken off work and, at the very least, cover-
ing expenses related to their engagement. Another con-
sideration that is often made by qualitative health
researchers is whether brief counselling support can be
provided to patients should the sharing of their experi-
ences result in emotional distress. There are some re-
sources that can help with planning for costs [26],
including an online cost calculator [27].

Engagement strategies
Patient partners can be coached to consider the needs and
experiences of people unlike them, but there are other
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methods of engagement that can help to gain a more ful-
some perspective of what is likely a diverse patient popula-
tion that is the focus of the research study. In qualitative
health research, this is known as purposeful or purposive
sampling: finding people who can provide information-rich
descriptions of the phenomenon under study [28]. Engage-
ment may require different approaches (e.g., deliberative
group processes, community forums, focus groups, and pa-
tient partners on the research team), at different times in
the research process to reach different individuals or popu-
lations (e.g., marginalized patients, or patients or caregivers
experiencing illnesses that inhibit their ability to maintain
an ongoing relationship with the research team). Engage-
ment strategies of different forms at different times may be
required. For example, ongoing engagement may occur
with patient partners who are members of the research
team (e.g., co-applicants on a research grant), and intermit-
tent engagement may be sought from other patients
through other methods that may be more time-limited or
accessible to a diverse population of patients (e.g., a
one-time focus group, community forum, or ongoing on-
line discussion) to address issues that may arise during vari-
ous stages of the research or dissemination processes. The
result of this approach is that patients are not only con-
sulted or involved (one-time or low commitment methods),
but are also members of the research team and have the
ability to help make decisions about the research being
undertaken.

Engagement can generate a wealth of information from
very diverse perspectives. Each iteration of engagement
may yield new information. Knowing when enough infor-
mation has been gathered to make decisions with the re-
search team (that includes patient partners) about how
the research may be designed or conducted can be chal-
lenging. One approach from qualitative research that can
be adapted for patient engagement initiatives is theoretical
saturation [29], or “the point in analysis when...further
data gathering and analysis add little new to the
conceptualization, though variations can always be discov-
ered.” (p. 263) [18]. That is, a one-time engagement strat-
egy (e.g., a discussion with a single patient partner) may
be insufficient to acquire the diverse perspectives of the
individuals that will be affected by the research or its out-
comes. Additional strategies (e.g., focus groups or inter-
views with several individuals) may be initiated until many
patients identify similar issues or recommendations.

Engagement approaches should also consider: how pa-
tients are initially engaged (e.g., through known or new
networks, posted notices, telephone or in-person recruit-
ment) and whether involvement has been offered widely
enough to garner multiple perspectives; how patients’
experiences are shared (e.g., community forums, formal
meetings, individual or group discussions) and whether
facilitation enables broad participation; and finally, how
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patients’ participation and experiences are incorporated
into the research planning and design, with patients hav-
ing equal decision-making capacity to other research
team members. Several publications and tools are avail-
able that can help guide researchers who are new to pro-
cesses of engaging patients in research [24, 30-34], but
unfortunately few address how to evaluate the effective-
ness of engagement [35].

Reflexivity: Ensuring meaningful and authentic
engagement

In qualitative research, reflexivity is an ongoing process
of “the researcher’s scrutiny of his or her research ex-
perience, decisions, and interpretations in ways that
bring the researcher into the process and allow the
reader to assess how and to what extent the researcher’s
interests, positions, and assumptions influenced inquiry.
A reflexive stance informs how the researcher conducts
his or her research, relates to the research participants,
and represents them in written reports,” (p.188—189)
[16]. The concept of reflexivity can be applied to re-
search involving patient engagement by continually and
explicitly considering how decisions about the research
study were made. All members of the research team
must consider (and perhaps discuss): (1) how patient
partners are invited to participate in research planning
and decision-making; (2) how their input is received
relative to other team members (i.e., do their suggestions
garner the same respect as researchers’ or providers’?);
and, (3) whether engaged patients or patient partners
feel sufficiently safe, able and respected to share their ex-
periences, preferences and recommendations with the
research team.

Ideally, reflexivity becomes a practice within the re-
search team and may be operationalized through regular
check-ins with patients and researchers about their com-
fort in sharing their views, and whether they feel that
their views have been considered and taken onboard.
Power dynamics should also be considered during pa-
tient engagement initiatives. For example, reflecting on
how community forums, focus groups or interviews are
to be facilitated, including a consideration of who is at
the table/who is not, who speaks/who does not, whose
suggestions are implemented/whose are not? Reflexivity
can be practiced through informal discussions, or using
methods that may allow more candid responses by en-
gaged patients (e.g., anonymous online survey or feed-
back forms). At the very least, if these practices were not
conducted throughout the research process, the research
team (including patient partners) should endeavor to re-
flect upon team dynamics and consider how these may
have contributed to the research design or outcomes.
For example, were physicians and researchers seen as
experts and patients felt less welcome or able to share
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their personal experiences? Were patients only engaged
by telephone rather than in-person and did this influence
their ability to easily engage in decision-making? Reflexive
practices may be usefully supplemented by formal evalu-
ation of the process of patient engagement from the per-
spective of patients and other research team members [36,
37], and some tools are available to do this [35].

A note about language

One way to address the team dynamic between re-
searchers, professional knowledge users (such as clini-
cians or health policy planners) and patients is to
consider the language used to engage with patients in
the planning of patient engagement strategies. That is,
the term ‘patient engagement’ is a construction of an in-
dividual’s identity that exists only within the healthcare
setting, and in the context of a patient-provider dy-
namic. This term does not consider how people make
decisions about their health and healthcare within a
broader context of their family, community, and culture
[22, 38]. This may be why research communities in some
countries (e.g., the United Kingdom) use the term ‘pa-
tient and public involvement’. Additionally, research that
involves communities defined by geography, shared ex-
periences, cultural or ethnic identity, as is the case with
participatory health research, may refer to ‘community
engagement.” Regardless of the term used, partnerships
with patients, the public, or with communities need to
be conceived instead as person-to-person interactions
between researchers and individuals who are most af-
fected by the research. Discussions with engaged pa-
tients should be conducted early on to determine how to
best describe their role on the team or during engage-
ment initiatives (e.g., as patient partners, community
members, or people with lived experience).

Tokenism

Tokenism is the “difference between...the empty ritual
of participation and having the real power needed to
affect the outcome,” (p.2) [39]. Ongoing reflection on
the power dynamic between researchers and engaged
patients, a central tenet of critical qualitative health re-
search [40, 41], can increase the likelihood that engage-
ment involves equitable processes and will result in
meaningful engagement experiences by patients rather
than tokenism [36, 42]. Patient engagement initiatives
should strive for “partnership” amongst all team
members, and not just reflect a patient-clinician or
researcher-subject dynamic [43]. To develop meaningful,
authentic and sustainable relationships with engaged pa-
tients, methods used for participatory, action or
community-based research (approaches that fall under
the paradigm of qualitative inquiry) provide detailed ex-
periential guidance [44]. For example, a realist review of
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community-based participatory research projects re-
ported that gaining and maintaining trust with patient
or community partners, although time-intensive, is foun-
dational to equitable and sustainable partnerships that
benefit communities and individuals [45, 46]. Addition-
ally, Chapter Nine of the Canadian Tri-Council Policy
Statement on Research involving Humans, which has to
date been applied to research involving First Nations,
Inuit and, Métis Peoples in Canada [47], provides useful
information and direction that can be applied to working
with patient partners on research [48].

Authentic patient engagement should include their in-
volvement at all stages of the research process [49, 50],
but this is often not the case [10]. .Since patient partners
are not research subjects or participants, their engage-
ment does not (usually) require ethics approval, and they
can be engaged as partners as early as during the sub-
mission of grant applications [49]. This early engage-
ment helps to incorporate patients’ perspectives into the
proposed research before the project is wedded to par-
ticular objectives, outcomes and methods, and can also
serve to allocate needed resources to support patient en-
gagement (including remuneration for patient partners’
time). Training in research for patient partners can also
support their meaningful engagement by increasing their
ability to fully engage in decision-making with other
members of the research team [51, 52]. Patient partners
may also thrive in co-leading the dissemination of find-
ings to healthcare providers, researchers, patients or
communities most affected by the research [53].

Conclusion

Patient engagement has gained increasing popularity, but
many research organizations are still at the early stages of
developing approaches and methods, many of which are
based on experience rather than evidence. As health re-
searchers and members of the public will increasingly
need to partner for research to satisfy the overlapping
mandate of patient engagement in health policy, health-
care and research, the qualitative research methods
highlighted in this commentary provide some suggestions
to foster rigorous, meaningful and sustained engagement
initiatives while addressing broader issues of power and
representation. By incorporating evidence-based methods
of gathering and learning from multiple and diverse pa-
tient perspectives, we will hopefully conduct better patient
engaged research, live out the democratic ideals of
patient engagement, and ultimately contribute to re-
search that is more relevant to the lives of patients;
as well as, contribute to the improved delivery of
healthcare services. In addition to the references pro-
vided in this paper, readers are encouraged to learn
more about the meaningful engagement of patients in
research from several key texts [54—56].
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