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Abstract.
Objective. Consumer and community engagement (CCE) in research is increasingly valued in a contemporary

healthcare environment that seeks to genuinely partner with consumers and the wider community. Although there is
widespread agreement at research governance levels as to the benefits of CCE in research, there is little available
research-based guidance as to how best to proceed with CCE organisationally and how to manage and overcome
barriers. The aim of this narrative review was to draw together the available research, review findings and relevant

governance-related material and to discuss these in light of a case series among research-engaged consumers in order to
chart a practical way forward.

Methods. A narrative literature review about CCE in research was conducted. Following this, a case series among

seven consumerswho had been engaged as partners in health researchwas conducted. Finally, the lived experience of these
consumers was explored against the findings of the narrative review.

Results. In all, 121 papers were identified and reviewed, 37 of which were used to inform the content of this paper.

The most important benefits of CCE to both consumers and healthcare researchers were related to improvements in trust
between consumer and researchers, and the increased relevance and ethics of research agendas ultimately pursued.
Barriers to CCEwere found to be pragmatic, attitudinal and organisational. Enabling factors that capitalise on the benefits
and help address the barriers to meaningful CCE are outlined and discussed in light of a case series conducted among

research-engaged consumers in Australia and internationally.
Conclusion. Best practice standards, organisational commitments and resources are needed to improve the status quo

in Australia and to provide health research end-users with research outcomes that better align with their priorities and

needs.

What is known about the topic? Consumer and community engagement (CCE) in research is increasing in prevalence

and is likely to be beneficial to both consumers and healthcare providers and researchers.
What does this paper add? Following review of the available research findings and governance statements about CCE,
enabling strategies are presented in light of a case series among Sydney-based research-engaged consumers.
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What are the implications for practitioners? Barriers to consumer and community engagement can be overcome
if well understood and tackled organisationally. The potential benefits of shifting to a fully consumer- or
community-engaged healthcare research environment are multifactorial and represent a paradigm shift in favour of
evidence-based patient and family-centred care.
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Introduction

Healthcare consumers and providers have been seeking closer
partnerships under patient- and family-centred frameworks for

someyears now.1,2 There is an increasing body of evidence that has
linked a patient–provider partnership approach to care and clinical,
cost and patient satisfaction outcomes.3–5 Providers have been

seeking to blend individual patient preference with research
findings and clinical expertise to provide care that is evidence
based since the early 1990s.6More recently, however, attention has

shifted to the engagement of healthcare consumers in the work of
generating research findings, thus extending the scope of the
patient–provider partnership approach beyond care provision to the
development of the evidencebases that informbest care practice. In

this sense, the promotion of consumer and community engagement
(CCE) in research can be seen to represent the joint aspirations of
consumers and providers. It aligns the two movements that have

influenced healthcare in recent decades, namely patient- and
family-centred care (PFCC) and evidence-based practice.

Consumer engagement is the active public involvement in

research priority setting, question development, methodological
choice and translational inquiry.7 Underpinning published defi-
nitions of CCE in research is language that emphasises research
being conducted with or by community members, not research

that is conducted on, to or about them.8 Engaging consumers and
communities in health andmedical research is now a core goal of
both speciality-specific and primary health research communi-

ties around theworld. Australian, European andNorthAmerican
funders now increasingly require evidence of CCE in any
successful research grant submission.9,10

Beyond the conceptual alignment of PFCC and evidence-
based practice, there are imperatives driving such a fundamental
shift in the way best practice in healthcare research is understood

and actioned by its practitioners and prescribed by its funders.
Howe7 highlights moral, methodological and policy reasons for
CCE in research. In the moral context, the ‘nothing about us
without us’ principle sums up this imperative. It is now widely

accepted that involving consumers and community members in
the prioritisation, conduct and governance of any activity that
affects their health and quality of life outcomes is simply the right

thing to do. More practically, consumer engagement in method-
ology development has the potential to positively affect study
design choice, recruitment rates and the flow of study processes.

CCE is likely to lead to better quality studies.11 In policy terms,
increased engagement has the potential to positively affect
community ownership of research findings, translation of those
findings (e.g. into practical solutions) and community benefits.

Although the reasons for a contemporary focus on CCE in
research are substantial and persuasive, there remain to date
limited examples of published research projects that reflect

genuine and robust consumer–provider coproduction.12 This

may be due to a lack of awareness among healthcare researchers
as to the potential benefits associatedwith greater CCE7 or a lack
of clarity about how best to proceed under a consumer- or

community-engaged approach. It may also be due to under-
reporting of CCE-related aspects of published project work,13

potentially caused by a lack of explicit guidance from journals to

authors regarding the inclusion of CCE aspects of projects in
submitted manuscripts. Research on how best to engage con-
sumers and communities and the effects arising from such

activities is increasing, although still modest. There are as yet
fewAustralian studies on CCE in research, although interest and
commitment levels are high, as evidenced by the inclusion of
CCE-related goal setting in many key strategic groupings14,15

and the positioning of CCE as an essential criterion in competi-
tive mainstream research grant schemes. Against this back-
ground, the present paper reviews the CCE literature with an

emphasis on findings that shed light on the benefits, barriers and
enablers of CCE in research.

The aim of this review was to identify the key themes

regarding CCE in health and medical research. This paper
investigates the following questions: (1) what are the benefits
of consumer engagement in health and medical research; and
(2) what are the barriers and enablers to meaningful consumer

engagement in health and medical research?

Methods

A literature review was conducted in August 2018. The data-
bases and search engines used included Cumulative Index to
Nursing and Allied Health Literature (CINAHL), MEDLINE,

EMBASE and Google Scholar. The search terms and strategy
are given in Box 1. Articles that specifically addressed at least
one of the following elements of consumer, community and

stakeholder engagement in health and medical research were
included: benefits, barriers and enabling factors.

Papers were included in the study if they were published in
English and addressed one or more of the review questions.

Papers published in the past decade were prioritised, with the

Box 1. Database search strategy listing database search terms used

1. Consumer OR community OR patient OR citizen OR
client OR user OR lay OR publice

2. Participat* OR engage* OR involve* OR consult OR
empower OR collaborate OR inform

3. Health OR medical OR clinical OR biomedical
4. Research OR evaluation
5. 1 and 2 and 3 and 4

6. Limit 5 to English language and year 2008–current
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exception of a small number of papers published before 2008 that
provided substantial insight. Opinion articles were excluded.

After completing the initial search, general reading and cita-

tion tracking, a second search of the grey literature was con-
ducted, adding to the total number of papers retrieved for review.
After further reading, it became apparent that the literature did not

adequately address the barriers, enablers and strategies for
engaging with consumers from culturally and linguistically
diverse (CALD) backgrounds, Aboriginal and Torres Strait

Islander people and socially disadvantaged communities. A third
search was conducted to address this gap, and the final search
results were reviewed by two independent reviewers (AA, KC).
The third search included the terms ‘Aboriginal and Torres Strait

Islander’, ‘culturally and linguistically diverse’, ‘health AND
research’ and ‘community OR consumer’. Eight healthcare con-
sumers known to have been engaged in research in the Sydney

area were approached for informal discussion about their experi-
ence of CCE in research.

Search Results

Of the 121 papers identified and reviewed, 37 were included to
inform the content of this reviewpaper (Table 1).11,12,14–48 The 37
documents included literature reviews and systematic reviews,

research articles (qualitative, quantitative, mixed methods and
evaluation), government documents, guides and reports. The
reports offered the results of consultations and surveys of con-
sumers and researchers engaged in health research in Australia

and the UK. The included research studies often used a combi-
nation of methods, such as semistructured interviews, consulta-
tions, workshops, focus groups and questionnaires.

Results and Discussion

Benefits of consumer engagement

There is increasing acknowledgement of the benefits experi-
enced when engaging consumers and community members in

the research that affects them.12 Benefits include an improve-
ment in research relevance,12,14–22 recruitment and retention of
study participants,12,15,23–25 more efficient dissemination26 and

research translation,14 as well as greater diversity within
the research team.12 Benefits can be specific to consumers,
researchers or both.

A prominent benefit for researchers is gaining fresh insights
from hearing the perspective of those with the lived experience
of the health condition being researched, or their carer.16,19

Ensuring that the research purpose and outcomes are grounded
in the real-life experiences of consumers is considered an
invaluable benefit, improving research relevance and accept-
ability.16,18,19 Engaging consumers provides an opportunity for

the researcher to be alerted to issues in the research aim, design,
recruitment strategy, outcome measures, consent process and
ethics.18 Consumers provide input into study assessment tools,

creating more user-friendly and accessible versions.27 Engage-
ment allows for recruitment, data collection techniques and
retention strategies to be revised and improved.12,15,23–25 Con-

sumers may provide suggestions on how to increase the effec-
tiveness of recruitment by revising proposed recruitment
methods12 or provide suggested reasons why recruitment num-
bers are low.20 A study on patient engagement in mental health

research found that trials involving consumers in the design or
implementation of the research were 1.63-fold more likely to
achieve recruitment targets than trials that simply consulted

consumers, and up to 4.12-fold more likely to achieve targets if
the level of consumer involvement was high.24 Engaging people
from specific communities, especially those from CALD com-

munities, improves recruitment because people speaking the
same language tend to invite their peers.28 Consumer engage-
ment may also lead to a greater diversity in the research team,

providing richer and more relevant research.12

Consumers benefit greatly from engaging in research when
capacity building activities are built into the process. Reported
benefits include gaining new skills, such as data collection and

analysis,11,12 improved access to information on current treat-
ment or management of their illness and problem-solving
abilities relating to their illness,11 as well as increased confi-

dence and empowerment upon stepping into a role in the
research community.11,16,17,20,27 Notably, capacity building is
an essential element of Aboriginal and Torres Strait Islander

health research, with community members learning research
skills, being mentored and supported and having employment
opportunities directly linked to the research project.29,30,49

Beneficial to both the researcher and the consumer is a
strengthening of research relevance,16 translation11 and
improved research ethics,12,15 as well as the potential for wider
societal benefits as a result of greater community support of

research.12,15 Engagement increases the likelihood of the
research being relevant to those most affected.16 Sharing find-
ings with consumers in an appropriate and accessible format,

tailored to particular consumers, increases the uptake of research
findings among those consumers.11,19 Consumers can provide
valuable input in reviewing ethics applications, improving

ethical standards by seeing issues that are not immediately
obvious to researchers.12 Engagement fosters a mutually bene-
ficial relationship that can lead to broad societal health benefits.
When trust is built between consumers and researchers, con-

sumers sceptical of research may cultivate a more positive
attitude and greater understanding of research, leading to
improved research literacy15 and wider community support of

research itself.11,14,19

Barriers to consumer engagement

Australia does not have a national strategy to implement con-
sumer and community engagement in health research,31 and
funding bodies have only recently begun to prioritise consumer-

driven research.10 The key barriers to engagement are time and
resources. Structural barriers, such as limited organisational
policies and support, lead to a lack of time, resources and
capacity, and subsequently tokenism. Other barriers include

researchers’ negative attitudes, consumers finding researcher
language inaccessible and poor clarification of roles. Table 2 lists
the key themes located regarding barriers to consumer engage-

ment, often experienced by both researchers and consumers.
Interrelationships may arise between barriers, most evidently

between the challenge of time, resources and tokenism.Research-

ers who engage with consumers on a superficial level could be
doing so due to lack of time, resources or capacity for engage-
ment, or even scepticism of the benefit of consumer input.32,37

Given that a lack of time for researchers to build relationships and
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tokenism in engagement are the twomost prominent barriers, it is
likely that they are related. Lack of relevant training for research-
ers may also lead to tokenism, stifling their capacity to effectively

engage with consumers in research.
Importantly, some barriers are pertinent among marginalised

populations, such as CALD communities, the elderly,

Aboriginal or Torres Strait Islander people and low-income
earners. Particular attention should be paid to the barriers
preventing the engagement of marginal groups, because there

is strong evidence to suggest that White, middle class, educated
males dominate health research, whereas those who are socially
disadvantaged, elderly and from CALD backgrounds are

Table 1. List of publications informing narrative review

Author and year Title

Brett J. et al. (2014)11 A systematic review of the impact of patient and public involvement on service users, researchers and communities

Happell et al. (2018)12 How did I not see that? Perspectives of nonconsumer mental health researchers on the benefits of collaborative research with

consumers

National Health and Medical

Research Council (2016)14
Statement on consumer community involvement in health and medical research

Health Consumers Alliance of

SA Inc. (2014)15
A consumer and community engagement framework for the South Australian Health and Medical Research Institute

Hubbard et al. (2007)16 A review of literature about involving people affected by cancer in research, policy and planning and practice

Lawn et al. (2016)17 What researchers think of involving consumers in health research

Saunders et al. (2011)18 Enriching health research through consumer involvement – learning through atypical exemplars

McKenzie et al. (2016)19 Barriers to community involvement in health and medical research. Researcher perspectives on consumer and community

involvement in research: a qualitative study

Hewlett et al. (2006)20 Patients and professionals as research partners: challenges, practicalities, and benefits

Barber et al. (2011)21 Evaluating the impact of service user involvement on research: a prospective case study

Saunders et al. (2010)22 Status, challenges and facilitators of consumer involvement in Australian health and medical research

Staley (2009)23 Exploring impact: public involvement in NHS, public health and social care research

Ennis L et al. (2013)24 Impact of patient involvement in mental health research: longitudinal study

Sacristan et al. (2016)25 Patient involvement in clinical research: why, when, and how

Shippee et al. (2015)26 Patient and service user engagement in research: a systematic review and synthesized framework

De Wit et al. (2013)27 Involving patient research partners has a significant impact on outcomes research: a responsive evaluation of the international

OMERACT conferences

Rhodes et al. (2002)28 A service users’ research advisory group from the perspectives of both service users and researchers

Jamieson et al. (2012)29 Ten principles relevant to health research among Indigenous Australian populations

Gwynn et al. (2015)30 Aboriginal and Torres Strait Islander community governance of health research: turning principles into practice

Foroushani et al. (2012)31 Consumer and community engagement: a review of the literature

Snape et al. (2014)32 Exploring perceived barriers, drivers, impacts and the need for evaluation of public involvement in health and social care

research: a modified Delphi study

Buck et al. (2014)33 From plans to actions in patient and public involvement: qualitative study of documented plans and the accounts of researchers

and patients sampled from a cohort of clinical trials

Domecq et al. (2014)34 Patient engagement in research: a systematic review

McKenzie (2014)35 Planning for consumer and community participation in health and medical research: a practical guide for health and medical

researchers

Patricia et al. (2015)36 ReseArch with Patient and Public invOlvement: a RealisT evaluation – the RAPPORT study

Thompson et al. (2009)37 Health researchers’ attitudes towards public involvement in health research

Hughson et al. (2016)38 A review of approaches to improve participation of culturally and linguistically diverse populations in clinical trials

Bonevski et al. (2014)39 Reaching the hard-to-reach: a systematic review of strategies for improving health and medical research with socially

disadvantaged groups

Todd et al. (2018)40 Involving consumers in health research: what do consumers say?

Saunders et al. (2007)41 Operationalising a model framework for consumer and community participation in health and medical research

Research4Me (2017)42 Involving health consumers in health and medical research: enablers and challenges from a consumer perspective

Banfield et al. (2018)43 Lived experience researchers partnering with consumers and carers to improve mental health research: reflections from an

Australian initiative

Cartwright (2011)44 Patient and public involvement toolkit

National Health and Medical

Research Council (2018)45
Keeping research on track II: a companion document to ethical conduct in research with Aboriginal and Torres Strait Islander

Peoples and communities: guidelines for researchers and stakeholders

Callander et al. (2011)46 Consumers and carers as partners in mental health research: reflections on the experience of two project teams in Victoria,

Australia

Payne et al. (2011)47 Collaborating with consumer and community representatives in health and medical research in Australia: results from an

evaluation

McKenzie (2007)48 Consumer and community participation in health and medical research: a practical guide for health and medical research

organisations. Perth: The University of Western Australia School of Population Health and Telethon Institute for Child

Health Research
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under-represented, compromising research generalisability.39

Low English proficiency and low health literacy are some of

the key barriers faced by some people in the CALD community,
whereas Aboriginal and Torres Strait Islander people may not
trust researchers due to past exploitation.38

Enablers to meaningful consumer engagement

Key facilitators of engagement exist at both the individual and
structural level. At the individual level, consumer engagement is

enabled by early and fit-for-purpose engagement, the use of
accessible and culturally appropriate language,14,35,40 allowing
time to plan,41 a flexible approach,15,16,36,42 inclusivity of diverse

groups,14,35 face-to-face meetings11,43 and the number of con-
sumers involved.33 Involving consumers as early as possible in
the planning stage is an important facilitator of successful
engagement.14,18,23,33,35,42,44 Early engagement allows consum-

ers to set research priorities, increasing effects on the design and
applicability of the research,23,26 as well as providing time for the
researcher and consumer to build mutual understanding,36 clarify

roles and negotiate consumer contributions,26,33,42 solve any
issues early on and ensure sufficient budgeting.35

It is recommended that a minimum of two consumers is
engaged to prevent intimidation and isolation15,33 and to maxi-

mise input.44 Planning the appropriate type of engagement for
the specific research and population context fosters engage-
ment,33 as does acknowledging that ‘one size does not fit all’ and
being open to a range of strategies.33,40,43 A generally flexible

approach allows for any unexpected changes in needs and
prevents roles from becoming too prescriptive.15,16,36,42 Flexi-
bility in time is especially important in research conducted with

Aboriginal and Torres Strait Islander people, where plans may
need to change due to unforeseen community events.29,45

Researchers’ positive attitude and openness to hearing different

perspectives is a key facilitator,32 alongside good communica-
tion skills and regular correspondence.35 Meeting face to face
rather than over the telephone is suggested,11 particularly in
mental health research and studies involving under-researched

communities, because face-to-face contact provides a more
personal connection and improves familiarity with the re-
searcher.43 Using accessible and culturally appropriate language

according to consumer need is useful, especially among
CALD consumers23,40 and Aboriginal and Torres Strait Islander

Table 2. Barriers to consumer engagement

Barrier Examples

Time Researchers lack time to build relationships,31,32 develop lay information, orientate consumers22 and manage consumer

engagement activities18

Delayed engagement14

Consumers find engagement time intensive11,19,33,34

Resources (funding, costs,

training)

Inadequate funding specific to consumer engagement14,18,33

Consumer involvement often excluded from funding requirements19

Perceived cost22

Lack of training for researchers and consumers14,15,33

Underestimating training needs33

Organisational and policy

barriers

Lack of organisation support and policies19

Lack of a national strategy31

Tokenism Researchers’ engagement superficial11,14,20,32,34,35

Consumer engagement considered a ‘tick-the-box’ exercise33

Limited representation: only one person from a cultural group representing the group19

Finding the ‘right’ people Difficulty finding consumers with sufficient interest, commitment and understanding of research36

Difficulty finding a balance of opinions19 and ‘true’ representation36

Attitudes and balance of

power

Power imbalance and conflict,14,15 difficulty sharing power over research11,16,31,32,37

Conflicting attitudes towards engagement among both consumers and researchers15

Researchers’ negative attitudes,11,37 including patronising, paternalistic or superior attitudes,19 difficulty accepting the views

of consumers,11,17 fear of criticism23

Consumers not feeling heard, or their views marginalised28

Fear of ‘scope creep’ Striking a balance between retaining academic rigour and consumer perspective11

Fear that consumer input may cause research to become unfeasible (‘scope creep’)34

Managing expectations,

clarifying roles

Managing consumer expectations19,21,36

Poor communication and lack of clarity regarding roles11,14,17,18

Inaccessible language Language used in research inaccessible to consumers15,35

Researchers’ use of scientific or technical language,14,32 jargon and acronyms33

Capacity Research fatigue and emotional burden among widely researched patient groups,11,15 including among Aboriginal people19

Managing health conditions20,33

Geographic distance31,33

Consumers feeling a burden of responsibility associated with being a ‘bridge’ between the research team and the community11

Limited mobility among people with disabilities and the elderly38

Some consumers from culturally and linguistically diverse backgrounds may have low English proficiency and low health

literacy31,38

Confidentiality Researchers’ concern that consumers could ‘leak’ confidential information19
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people.29 In some cases, engagement is facilitated by written
materials being translated into the consumer groups’ language.38

Structural enablers of consumer engagement include resource

allocation,16 training,15,16,32 organisational commitment in the
form of supportive culture and policies18,46 and engagement
being a requirement of research funding schemes.17,22 Providing

adequate resources for engagement is a major contributor to
success because it signals to researchers that engaging research
end-users is valuable.11,14,16,41,47 Resources can come in the form

of funds to cover consumer expenses,23,35 commitment to a
staffed consumer liaison position,18,48 provision of guidelines
and practical tools or training.22 Training in consumer engage-
ment helps overcome commonmisconceptions, improves under-

standing of barriers to engagement and provides both the
researcher and consumer the skills to work in partner-
ship.14–16,23,32 Consumers may be trained in specific research

skills, enhancing their abilities to support the research, whereas
researchers may benefit from group facilitation, interview, focus
group and public consultation training.23,44,46

Case series

Seven consumer representatives with the lived experience of a

medical condition engaged in health research and one community
engagement advocate discussed their experiences with two con-
sumer advocates from the Sydney Local Health District. The
experiences of enablers and barriers of consumer engagement in

health research largely aligned with the findings from the pub-
lished literature, and provided real-life examples of how incor-
porating CCE in research can succeed or falter. The key enablers

in the consumers’ experience were organisational commitment
(e.g. ‘the key is having support at some of the top levels’),
researchers’ belief in the value ofCCE, early involvement (e.g. ‘If

I get involved after the design stageythen they typically have to
go back and rewrite the ethics application’), the use of accessible
language and time. One consumer representative reported that
‘the more important driving factor is you’ve got to believe that

there’s value in having consumers involved in research’. At times
consumer representatives reported their experience of researchers
not considering the value of consumer input, and researchers

tending to leave the consumer to ‘rubber stamp something’ once
studies were already underway. Ways in which consumers felt
valued included being acknowledged (e.g. at the beginning of

presentations and in publications), being asked their opinion on
relevant matters, being provided training opportunities, being
paid for their time and researchers and clinicians being open to

helping consumers understand the research. Several consumers
highlighted the need for both consumers and researchers to be
trained. Almost all consumers experienced inadequate funding as
a barrier to their engagement. Some consumers found that

researchers’ insensitivity to the consumers’ medical condition
limited the consumer engagement experience by putting an
emotional and mental burden on the consumer to repeatedly

explain their lived experience. The lack of diversity of consumers
was also highlighted as an issue, with consumers saying that it is
rare to find people from regional areas and people from non-

White Anglo-Saxon backgrounds, in a consumer role. Themes
raised in the discussions that had not been highlighted in the
published literature included the need for consumers and
researchers to work in close and ongoing partnership, and the

power of the personal commitment of ‘champions’ (i.e. individual
researchers or clinicians who actively supported consumers by
providing them with opportunities to contribute).

Conclusion

The published literature and case series of consumer representa-
tives provides a cohesive picture of the benefits, barriers and
enablers to engaging consumers in health research. Although the

benefits of consumer engagement are widely published, multiple
barriers continue to prevent sustained and organised engagement
in the Australian health research landscape. Best practice stan-
dards, organisational commitments and resources are needed to

improve the status quo in Australia and provide research end-
users with research outcomes that better align with their priorities
and needs. As barriers are addressed and enablers actioned, the

likelihood for the realisation of an evidence-based patient and
family centred care will be enhanced.
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