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Abstract

Engagement in health research is increasingly practised worldwide. Yet many questions remain under debate
in the ethics field about its contribution to health research and these debates have largely not been informed by
those who have been engaged in health research. This paper addresses the following key questions: what should
the ethical goals of engagement in health research be and how should it be performed? Qualitative data were
generated by interviewing 22 people with lived experience, members of the public, and engagement managers
about power sharing in health research. Thematic analysis of study data identified the following five themes: the
value of engagement in research, ideal engagement, tokenistic engagement, terms to describe those engaged,
and engagement roles in research. The paper presents that data and then considers what insights it offers
for what engagement should look like—its ethical goals and approach—according to those being engaged.

Keywords: ethics; engagement; involvement; health research; participation; power

Introduction

Engagement in health research is increasingly being performed globally. Research institutions, interna-
tional research ethics guidelines, and funding bodies now promote, or even mandate, engagement as an
ethically and scientifically essential component of health research.! For example, grantees of the UK
National Institute of Health Research’s Global Health Research programme are “expected” to involve
patients and the public in the planning, implementation and evaluation of their research.’

Yet many questions remain about the contribution of engagement to health research. A lack of
consensus exists about what the ethical goals of engagement in health research should be and what
approaches should be used to perform it. Many ethical goals, spanning the instrumental, intrinsic, and
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transformative, have been ascribed to engagement.’ Engagement activities can be used for instrumental
goals—to gain community “buy-in,” to increase study enrolment, or to ensure smooth research
operations.* Engagement can secure intrinsic goals like showing respect or ensuring a sense of inclusion.”
It also has “the potential to redress past harms; compensate for or resolve existing differences in power,
privilege, and positionality; allow for marginalised voices and experiences to be represented in the
production of scientific knowledge; and ensure that research is relevant and impactful.”® So far, no
consensus exists on whether the ethical goals of engagement in health research should span the intrinsic,
instrumental, and transformative in all studies or on whether the same ethical goals should apply in
different types of health research (e.g., genomics, clinical, health systems).”

Several types of engagement are used in health research projects: community control, partnership,
consulting, and informing. Richard R. Sharp and Morris W. Foster describe a spectrum of power sharing in
health research, from community dialogue through community consultation and approval to full part-
nership, where the latter implies the greatest community empowerment.® Community-based participatory
research and other participatory research approaches are often utilized in public health research. They
advocate for equal partnerships between researchers and communities by ensuring equitable contributions,
recognition of community expertise, shared decisionmaking, and subsequent community ownership of
research findings.” It has been argued that engagement as partnership should be employed in public health
research,'? but whether this should (always) occur in that and in other types of health research remains a
matter of debate. Participatory approaches in biomedical and genomics research are not regular practice.'’
In community-controlled research, decisionmaking is shared but under the guidance of community
partners or it is driven by community organizations with consultative input from researchers.'?

Numerous terms are used to describe engagement—involvement, participation—and those who are
engaged—consumers, patients, service users, lay people, citizens, the public, and communities. These
terms influence what individuals are perceived to be able to contribute, to know, and to be entitled to
decide and, thus, fundamentally affect whether what those engaged say is heard.!* Unsurprisingly, given
the lack of consensus around ethical goals, approaches, and terms, high amounts of variability exist in
how engagement is defined, designed, and applied in collaborative health research.

This paper addresses the following key questions: what should the ethical goals of engagement in
health research be and how should engagement be performed? These questions remain the focus of
significant debate in the ethics field and need to be informed by those being engaged. Very little literature
exists that documents the voices and perspectives of people with lived experience and members of the
public to inform ongoing debates.!* In this paper, the terms “people with lived experience” and
“members of the public” are primarily used. Their use reflects two key perspectives that people who
are engaged bring to research studies: (1) the lay/public/citizen perspective and (2) the patient/
community/service user perspective. The former refers to individuals who do not use the services or
have the condition being researched. The latter refers to individuals who use the particular service being
studied, have the condition being researched, or are from the community under study. In other words,
they have lived experience of health systems, an illness, or community membership.

Why are such perspectives essential to document and use to inform ethical debates and guidance on
engagement in health research? First, the most robust ethical guidance is informed by both theory and
practice—in this case, the perspectives of those with key insights and experience of engagement in health
research. This means not only researchers but also people with lived experience, engagement managers, and
members of the public. If the latter voices are not captured, they are largely absent from ethics discourse and
a key source of information is excluded or missing. Second, talking with them about engagement in health
research addresses epistemic injustice and helps democratise knowledge within the ethics field.

As part of a qualitative study on sharing power in health research, the views of people with lived
experience, members of the public, and engagement managers were captured on the following matters:
what the value of engagement in research is, what ideal and tokenistic engagement look like, what terms
they prefer to describe themselves, and the spectrum of their roles in research. The paper presents that
data and then considers what insights it offers for what engagement should look like—its ethical goals
and approach—according to those being engaged. In interviews, participants were asked about health
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research generally. It is beyond the paper’s scope to consider whether the identified ethical goals should
apply to engagement in all types of health research or vary by field, or whether the ideal engagement
approach proposed by interviewees applies generally or should be specified for different types of studies,
but the value of exploring such questions in the future is recognized.

Methods

In-depth interviews were chosen as the primary method in this study because they allow for the rich
details of key informants’ experiences and perspectives to be gathered. 22 semi-structured interviews
were conducted with key informants in two main categories:

1) People with lived experience and members of public who are or have been involved in health
research (18).
2) Engagement practitioners or managers who work in health research (4).

Involved in research was defined as having a role setting research priorities, collecting and analyzing
research data; initiating and helping to design research projects; and/or disseminating research findings.
This may have included conducting interviews with study participants; going to meetings to discuss a
research project’s topic and questions, design, and/or protocol; being on advisory groups or steering
committees for particular projects; or delivering findings of a research project at conferences. Thus,
individuals who had solely been involved in research as participants were not interviewed for this study.

Sampling was initially purposive; potential participants with lived experience who had been involved
in health research were identified in the UK and Australia through BP’s existing networks. In Australia,
snowball sampling and posting information about the study on the Research4Me'* Facebook group were
then used to identify additional interviewees. In the UK, information about the study was sent out on a
university’s patient and public involvement email listserv and this generated the remainder of inter-
viewees. In total, seven interviewees were recruited through networks and fifteen were recruited through
snowball sampling.

Participants were from Australia and the UK because engagement in health research is prominent in
both countries, though it is more established in the UK. It was thought that participants from these
countries would thus have ideas and experiences related to engagement in health research and that UK
interviewees might potentially have different ideas and experiences relative to Australian interviewees
that would be important to describe.

In total, five men and seventeen women were interviewed. Twelve interviewees live in the UK and
ten in Australia. Interviews with Australian participants were carried out from March to August 2018.
Interviews with UK participants were carried out from October to December 2018. Interviewees had
lived experience of several chronic illnesses as well as several forms of disability (cognitive, psychosocial,
and physical). They had been involved in a range of types of health research: biomedical, clinical, public
health, health services, mental health, and disability research. Interviews continued until data saturation
was achieved.

During interview, individuals were first asked what roles they had taken up in health research and
what terms they had heard used to describe those engaged. They were then asked about their perspectives
and experiences sharing power in health research projects in the context of those roles. For example,
interviewees were asked: What is necessary for people like yourself to meaningfully participate in health
research? When people like you are involved in health research, what is important to sharing power over
a given project with them?

Interviews were transcribed verbatim and thematic analysis was undertaken by two coders in the
following five phases: initial coding framework creation, coding, inter-coder reliability and agreement
assessment, coding framework modification, and final coding of entire dataset.'®

Ethical approval for the study was obtained from the University of Melbourne Human Ethics
Advisory Group.
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Table 1. Value of Engaging People with Lived Experience and Members of the Public in Health Research

Value of engagement Description

Enhancing health research priority-  Preventing research with few/minimal gains from being performed, for example
setting and funding allocation new research in an over-researched area.

Directing money to research in under-researched areas; Identifying which of
researchers’ ideas for projects are the most crucial.

Providing a different perspective Looking at proposed research projects from a unique perspective that academic
and medical researchers do not usually have:

“We’re looking to see how a particular solution, a diagnostic, a new drug, a
treatment plan, how it’s going to affect not just the actual condition itself but
the wider person, you know, the whole person... what’s the person going to
have to do to actually access the new treatment or the new diagnostic. Is it
gonna put them out? How is the treatment going to, if it’s a treatment, how is it
going to affect maybe other conditions they've got.”

Making research projects’ design Helping ensure research projects are relevant, formulating better research
better and more effective questions, and improving research methods, including community
engagement (patient and public involvement) components.

Facilitating better dissemination of ~ Translating research findings and their implications for service delivery and

project findings to the public and patients so that a nonacademic audience understands them; Spreading
nonacademic audiences findings to a wider audience.

Breaking down hierarchies of Shifting research culture away from traditional hierarchies of knowledge that
knowledge in research privilege the “expert” knowledge of researchers over the knowledge of people

with lived experience and members of the public: “It also fundamentally shifts
the culture within our researchers as they get to know people and respect people
to not think well | know everything and you know nothing.”

Directing money to research in under-researched areas; Identifying which of
researchers’ ideas for projects are the most crucial.

Empowerment Gives those engaged competences and confidence: “It just makes you feel like
yeah I've got the skills, I've got the expertise, | can make things happen, things
can influence because of me.”

Makes those engaged feel like they have a lot of support from likeminded people.

Helps those engaged to stand as independent researchers.

Building relationships Helps those engaged to build relationships and meet other people in the same
community.
Opening doors Leads to other opportunities in research such as more engagement roles or

employment: “The association it gives you with a particular university, it actually
in a way conveys power on you...I think that’s the big thing particularly for
communities where you know they are constantly underemployed or it’s really
hard to get work.”

Making those engaged feel valued “It [being engaged as part of the research team] filled me with so much warmth.”

Results

Five themes identified were: the value of engagement in health research, ideal engagement, tokenistic
engagement, the language of engagement, and roles. Each is discussed below.

Value of Engagement in Health Research

Nine main benefits of engaging people with lived experience and members of the public in health
research were identified by interviewees (Table 1). The first five benefits in Table 1 describe the value of
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engagement for health research; the latter four describe the value of engagement for those engaged. Only
UK participants identified “enhancing health research priority-setting and funding allocation” as a
benefit. This likely reflects the fact that three-quarters of UK participants had roles on funding panels for
health research, which was not a common role for Australian interviewees to have.

Ideal Engagement

Interviewees affirmed that it was important to engage with the diversity of a society or community,
especially those who are hard to reach and different to research team members. They called for:

Trying to get people in who are as wide a cross section of everyone who you might research that you can,
especially people not like you whether that’s people of colour, people who have minorities, sexualities,
people who are disabled, people who don’t speak English, whatever. But the people that are gonna think
of the things that you don’t think of, which is mostly the people that are least like you, and unfortunately
that often means it’s the people that are hardest to research, or hardest to pull in as co-designers.

It was ideal to start engagement from priority-setting and resource allocation by funders, especially when
deciding what research gets done with public money:

Quite a few charities and so on that certainly started down that route where they did the PPI [patient
and public involvement] bit almost first of all just to find out what the crucial topics were amongst the
patients and public, then they went back and said right which of these can we make into a really good
research topic.

Within individual research projects, it was ideal to begin engagement at the planning and brainstorming
phase prior to putting in grant applications. People with lived experience and members of the public
should be responsible for or be part of setting research topics and questions, rather than coming on board
to research projects that already have key parameters determined.

Involving people with live experience and members of the public was also recommended to occur in
all stages of research projects by several interviewees. However, an engagement manager felt that it was
ideal to only involve them in stages where they could make a difference and where their expertise was
relevant.

Interviewees discussed it being ideal to involve people with lived experience and members of the
public as decisionmakers: “We’re all gonna make a decision and your vote and your say is equal to some,
the person who works in a senior position.” An interviewee further suggested it would be ideal if
“community researchers” were able to lead and direct health research projects.

Engagement should occur in local spaces that are convenient for people with lived experience and
members of the public to get to and that they feel comfortable in, rather than at universities, hospitals, or
locations at quite a distance from where they live. No differences were observed between the UK and
Australian interviewees’ perspectives on ideal engagement.

Tokenistic Engagement

Two core and related dimensions of tokenistic engagement were described by interviewees: feeling like
engagement was a tick box exercise and feeling used. A tick box exercise could occur when those engaged are
purposefully selected because they are known very well to the research team and will agree with everything
they say. It could also occur where people with lived experience and members of the public’s level of
participation is informing or certain types of consulting. Consultations where people are invited to attend
meetings but are not expected or encouraged to say anything is one type of tokenistic engagement. Those
engaging them do not truly want to hear their opinions and ideas: “I was shy at first but I quickly discovered I
was a token... they’d be quite happy if I sat there with my mouth shut the whole time.” Consultations that
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occur after most or all parameters of the research project are set so that those engaged can endorse decisions
that have already been made by others is another type of tokenistic engagement. In such consultations,
input from people with lived experience and members of the public is disregarded, unless it agrees with what
has already been decided, and/or very few changes are made based on it.

Thus, tick box exercises generally mean that people with lived experience and members of the public
are excluded from decisionmaking. Others decide which parts of the research project they’ll be part of,
who is consulted, and whose input is used:

All the power is, all exactly on one hundred percent on one end of the equation. It’s not participatory
in the sense that we usually use the word in English. It’s more accurately described as consulting.

Tokenistic engagement makes those engaged feel used. This can happen when it is a tick box exercise. It
can also occur when people with lived experience and members of the public feel like they have been
engaged primarily to enhance the credibility or fundability of a particular research project. For example,
when their involvement is about the “cultural cache of getting right group on board.” No differences were
observed between the UK and Australian interviewees’ perspectives on tokenistic engagement.

Language of Engagement
Many terms were used by interviewees to refer to who was being engaged in health research, including:

« Consumer advocate

o Expert consumer

« Patient partner/expert

« Lay advisor

« Public contributor

« Patient representative

o Interested member of the public
« Citizen scientist

« Community researcher

« Disability researcher

Preferred terms varied by interviewee and included: patient partner, consumer/patient advocate, expert
patient, community researcher, public contributor, lay representative, lay advisor, citizen scientist, and
expert patient. Nonpreferred terms were patient, consumer, and community researcher:

I think consumers belong at Woolworths [supermarket chain].

The term co-researcher establishes a hierarchy between what is a university researcher and what is a
co-researcher with lived experience. To me this kind of language does not speak to us being colleagues
and being seen in an equal light. It does not level out the playing field. In fact, I find because this
language is not neutral it highlights that we are yet to be seen as competent to navigate a university
structure, much like our fellow academic staff and researchers.

Although the terms used varied considerably, their definitions had the following four dimensions:
perspective, representation, purpose, and background. The terms described individuals as bringing one
of two types of perspectives to health research—namely, the lay/public/citizen perspective or the patient/
service user/community perspective. Depending on their perspective, those engaged represent their com-
munity, the public, or patients that receive a particular service or have a particular condition and advise other
members of the research team from that perspective. Their purpose is to advise from a perspective that is not
academic or clinical (researcher or doctor) on research projects’ design and the implications of proposed and
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funded research projects for the patient, family and wider community. In terms of their background, the
terms referred to individuals who are external to universities and research institutions. They can either have
a science or medical background or have no science or medical background. They can be either new to
engagement or an expert, with a lot of engagement experience in health research.

Engagement Roles

Several types of roles for people with lived experience and members of the public who are engaged in
health research were described (Table 2). Roles on funding panels, priority-setting processes, and
university committees that review projects pregrant submission were not mentioned by Australian
interviewees. The community researcher role may be less common in the UK.

A hierarchy or pyramid of different engagement roles was described by an interviewee from the
UK. Board member positions were at the top, followed by being on funding panels, next being a
co-applicant, a co-researcher, and then being on research advisory groups or steering committees. Being
part of focus groups was at the bottom of the pyramid.

Discussion

This section discusses what insights study findings offer for what engagement should look like—its
ethical goals and approach—according to those being engaged. The value of engagement described by
interviewees (Table 1) speaks to engagement potentially serving instrumental, intrinsic, and transfor-
mative ethical goals, most of which have been identified in existing ethics literature.'” Notably, however,
enhanced health research priority-setting and resource allocation by funders is an instrumental value of
engagement identified by interviewees that is not typically attributed to engagement in the ethics
(or community-based participatory research) literature. This goal was identified by the UK interviewees,
who, in contrast to Australian interviewees, had experience being on funding panels.

Empowerment is a transformative goal identified by interviewees that is less commonly identified in
the ethics literature, but it has been proposed as an important goal if engagement is to challenge unequal
power dynamics between researchers and those engaged.'® More often, strengthening skills or capabil-
ities for participants or communities has been identified as an ethical goal for engagement,'? but skill-
building in itself comprises only one aspect of empowerment. Future research could explore in more

Table 2. Interviewees’ Roles in Health Research

Role Description

Board position Member of charity/philanthropic foundation board

Funding panel member Review and score grant applications

Priority-setting process Part of health research priority-setting process, e.g. for the James Lind Alliance

participant

Co-applicant Named on grant application. Role consists of reviewing study design, including
engagement aspects, but generally does not mean performing data collection and
analysis

Community researcher Part of the research team but role varies; Individuals can be part of performing data

collection only or involved in more stages of the research project: formulating the
research questions, designing the study, data collection, data analysis, and
dissemination

Steering or advisory Review grant applications before they are submitted to funders; Advise once projects are
group member funded and throughout project
Focus group participant Meet and talk to researchers about set research topics and/or projects; these are often

one-time events
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depth how those engaged in health research are or would like to be empowered to develop a better
understanding of what empowerment should mean in the engagement context.

Making research projects’ design better and facilitating better dissemination are consistent with
instrumental ethical goals such as improving the ethical and scientific quality of research, ensuring the
relevance of research, and increasing the likelihood of research having a long-term impact. Providing a
different perspective and breaking down hierarchies of knowledge in research are consistent with the
transformative ethical goal of democratising knowledge.?’ Building relationships and feeling valued are
consistent with intrinsic goals for engagement.

The value of engagement described by interviewees in this study also largely aligns with the value
ascribed to participatory research approaches. Cargo and Mercer (2008) identify such approaches’ value
as making studies more relevant to local needs and concerns; generating local ownership, empowerment,
and capacity building through active participation; and enhancing dissemination by better reaching
diverse audiences.”! Wallerstein and Duran (2010) further speak to community-based participatory
research’s capacity to help break down hierarchies of knowledge. They note that

[t]he challenge of evidence is difficult to overcome, as researchers are often perceived as experts with
the power of empirically tested scientific knowledge. CBPR has championed the integration of
culturally based evidence, practice-based evidence, and indigenous research methodologies, which
support community knowledge based on local explanatory models, healing practices, and pro-
grams.22

The ideal approach to engagement described by interviewees would advance many if not all of the
aforementioned ethical goals, including transformative ones. Yet the proposed approach differs from
what often occurs health research practice in several ways. First, interviewees affirmed the importance of
engaging the diversity of a society or community, including the hard to reach. Lauren Ellis and Nancy
Kass (2017) found that Patient-Centered Outcomes Research Institute investigators in the United States
usually engaged patients who they already knew or identified patients by referral from those in their
professional network. It was rare for the investigators to report using systematic recruitment processes
with sociodemographic diversity as a goal.”® In global health research, although most individuals
recruited for engagement activities are part of the research population or host community, they are
not necessarily members of disadvantaged groups within it.>*

Second, interviewees felt that engagement should start early in the research process: during priority-
setting and resource allocation by funders and prior to grant submission for individual projects. In
practice, most engagement activities take place after grants are awarded.”® Third, interviewees called for
being engaged as decisionmakers, rather than as consultants who provide input or simply being
informed. In global health research, engagement seems to focus more on promoting consultation.’®
In Patient-Centered Outcomes Research Institute projects, some researchers engaged patients to provide
reactions and advice, whereas others described situations where patients were more equal decision-
makers.?”

Interviewees’ description of ideal engagement does, however, align with core features of community-
based participatory research and other participatory research approaches. Such approaches call for
diverse perspectives (i.e., all segments of the community potentially affected by the research) being
represented and that participation occur in all phases of research projects, including when setting the
research topic and questions.?® At the same time, community-based participatory research has other
principles that interviewees did not mention (e.g., action, long term relationships). Additionally,
community-based participatory research primarily focuses on the project level, whereas interviewees’
recommendations were that ideal engagement includes but goes beyond that level to comprise roles for
people with lived experience and members of the public in research governance and at institutional,
funding, and national levels. For example, they believe ideal engagement encompasses involvement in
priority-setting and resource allocation at the funding level. Future research can further explore what
such roles should look like.
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Of the engagement roles described by interviewees, being funding panel members, priority-setting
process participants, co-applicants, and community researchers seem potentially more likely to achieve
ideal engagement. Other roles like being part of an advisory or focus group would still be useful; they are
often key to building the experience needed to take on roles higher in the hierarchy and can still advance
certain ethical goals of engagement. However, if the majority of roles for people with lived experience and
members of the public are being advisory or focus group members, this seems inconsistent with the type
of engagement that interviewees wanted to occur. A shift is therefore likely needed in many countries. In
Australia, for example, engagement roles on funding panels are rare.

This study also provides more information on what tokenistic engagement and, in particular, features
of “tick box exercises” look like from the perspective of people with lived experience and members of the
public. Ideal engagement was, of course, preferable to interviewees, but, at a minimum, engagement
approaches should avoid having features of tick box exercises and making those engaged feel used.

Although the paper speaks to ethical goals and ideal approaches to engagement in health research, it is
not yet clear that the same ethical goals and approaches should apply in all types of health research. It is
possible that different goals and/or approaches should be used in different types of health research. What
engagement should look like for engagement in genomics research studies may look somewhat different
to what it should look like for engagement in public health research studies. Future research should seek
to capture the views of people with lived experience and members of the public on these matters.

Finally, this study demonstrates that a plethora of terms continue to be used to describe those engaged
in health research. Preferred terms varied considerably amongst interviewees, suggesting that it is
perhaps best to ask those engaged as individuals or as a group (when several people are engaged
together) what term they would like to be called. Future research could usefully explore how the various
terms restrict or expand what those engaged are perceived to be able to contribute, to know, and be
entitled to decide in health research.

There were no differences between the UK and Australian interviewees’ responses in regards to ideal
and tokenistic engagement. UK interviewees identified an additional value offered by engagement in
health research. They also described additional engagement roles for people with lived experience and
members of the public based on their experience on funding panels and as part of James Lind Alliance
priority-setting processes.

There were several limitations to this study. Interviewees were recruited from Australia and the UK
only. Although engagement in health research is increasingly common in both these countries, there are
other countries where engagement is frequently occurring, including in low and middle-income
countries. Future research should seek to access their insights and experiences.

The interviewee sample had fewer men than women, members of the public than people with lived
experience, and individuals living in urban than rural areas. The diversity of interviewees is also
somewhat unclear, as the study did not collect demographic data about interviewees. UK interviewees
self-selected themselves to participate after information about the study was sent out on a university’s
patient and public involvement listserv. That listserv in itself was not thought to be exceptionally diverse
by the engagement practitioner who runs it. Lack of diversity was identified as a problem for engagement
in health research as a whole by interviewees. Nonetheless, interviewees had lived experience of a range of
disabilities (cognitive, psychosocial, and physical) and chronic illnesses. Several mentioned being of non-
Caucasian ethnicities such as African, Hungarian, and Indigenous. In terms of age, Australian inter-
viewees spanned younger ages (20s and 30s) to retirement age. UK interviewees were generally older but
not all were retired.

Conclusions

This study describes the views of people with lived experience, members of the public, and engagement
managers from Australia and the UK on engagement and sharing power in health research. Their
insights suggest several ethical goals, spanning the instrumental, intrinsic, and transformative, are
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appropriate for engagement in research. Although goals related to priority-setting, allocating funding,
and empowerment are not as commonly discussed in the ethics literature, this study indicates they may
be valuable aims of engagement practice. It further suggests an ideal approach to undertaking engage-
ment means engaging the diversity of a society or community, including the hard to reach, as decision-
makers from the start of the research process.

These goals and ideal engagement approach may be best advanced where those engaged have the roles
of funding panel member, priority-setting process participant, co-applicant, and/or community
researcher. A shift in engagement practice and the roles commonly available to people with lived
experience and members of the public are likely needed in many countries to achieve the proposed
engagement ideal, as such roles and practices are not yet common in most countries.
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