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Abstract
Background and Objective  Consumer engagement improves research quality and relevance but can be difficult to implement. 
This study aimed to explore the motivations and understand the barriers, if any, experienced by consumers before and when 
partnering with cancer research teams.
Methods  Semi-structured interviews were conducted with consumers and the results analysed thematically. Two groups 
were recruited: consumers who were members of the consumer registry and patients who did not have previous experience 
of being a consumer in a researcher partnership.
Results  Twenty-one interviews were conducted with a total of 22 participants aged between 26 and 74 years. Consumers 
motivation was driven by altruism to help others and personal benefits. Barriers to beginning and maintaining consumer 
engagement included consumers’ perceptions of being appreciated by researchers and meaningful communication between 
researchers and consumers.
Conclusions  Australian policy has made important steps towards consumer engagement in research. This study showed 
that demonstrating an appreciation for consumers and effective communication are key areas to consider when designing 
implementation strategies of these policies in the cancer research space in the future.

Key Points for Decision Makers 

Appreciation of consumers and meaningful and ongo-
ing communication throughout the research lifecycle is 
needed for the success of a research partnership.

Decision makers should carefully consider language 
used on advertising material that is targeting the recruit-
ment of consumers.

1  Introduction

Consumer engagement in health and medical research 
improves quality [1, 2], relevance [1], and translation [3, 4] 
and is becoming increasingly mandated by key funding and 
governing research bodies globally [5–9]. While consumer 
engagement is now acknowledged as a critical component 
of research, recognition that researchers needed assistance 
to engage consumers began to emerge in the mid-2000s with 
publications amassing that offered practical guidance for 
consumer participation in health-related research and pub-
lished frameworks that support, evaluate and report con-
sumer involvement in research [10, 11].

There now exists a wealth of frameworks and guidelines 
to support the engagement of consumers in health-related 
research [10, 12]. In Australia, the Australian National 
Health and Medical Research Council in partnership with 
the Consumers Health Forum of Australia developed the 
Statement on Consumer and Community Involvement in 
Health and Medical Research (The Statement) in 2016 
to guide consumer and community involvement [6]. The 
Statement was supplemented in 2020 with a toolkit of 
resources to assist researchers, research organisations, 
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consumers and consumer/community health organisations 
in the planning, conduct and evaluation of research along-
side consumers [5]. In the cancer sector, Cancer Australia 
partnered with Cancer Voices Australia to produce the 
National Framework for Consumer Involvement in Cancer 
Control in 2011 to improve “meaningful consumer involve-
ment at all levels of cancer control in order to improve 
outcomes and experiences for people affected by cancer 
engagement” [13]. Similar efforts exist around the world 
such as in the UK (UK Standards for Public Involvement) 
[14], Canada (Strategy for Patient-Oriented Research) [15] 
and the USA (Cancer Moonshot Research Initiatives) [16].

The burgeoning number of frameworks and guide-
lines, however, has not resulted in a marked increase in 
partnerships between consumers and researchers [17]. 
Some issues that may be hindering consumer engagement 
include inconsistencies in what is defined as ‘engagement’ 
as well as other key terminology [18–22]. Additionally, 
contextual differences hamper the adoption of frameworks 
developed in specific research settings because of the lack 
of relevance and therefore transferability to other research 
settings [10, 12]. Evidence detailing how to achieve endur-
ing consumer partnerships is also lacking with suggestions 
noting that any recommendations must be adapted to the 
needs of the consumers across different research settings 
[12, 23–25].

This qualitative study adds to the existing literature 
[13, 26] to provide an institute-specific exploration of 
consumers’ experiences of engagement within a cancer 
treatment and research centre. The aim of this research was 
to explore and understand the motivations and barriers, if 
any, that inhibit consumers from participating with can-
cer research teams. Specifically, (1) to explore consumers 
thoughts and feelings about partnering with research teams 
and (2) to examine the barriers that have prevented their 
partnering with research teams including the terminology 
used in this setting. The results of the study will be used 
to inform an institute-specific education package for staff 
and consumers to aid the development and maintenance 
of consumer partnerships in cancer research.

2 � Methods

This exploratory study used a qualitative approach to 
examine the experiences and motivations of consumers’ 
engagement as research partners [27, 28]. Ethics approval 
for the researcher (CB) to undertake semi-structured with 
consumers was granted by the Human Research Ethics 
Committee at the Peter MacCallum Cancer Centre, Mel-
bourne, VIC, Australia (HREC LNR/55906/PMCC/2020).

2.1 � Setting and Recruitment

This study was conducted at the Peter MacCallum Cancer 
Centre (Peter Mac), Australia’s only health service solely 
dedicated to caring for people with cancer. Peter Mac is an 
integrated cancer treatment and research centre and has an 
increasing need to engage consumers in research and forge 
partnerships with research teams. Peter Mac defines a con-
sumer as “people who use health services, as well as their 
family and carers”. This includes people who have used a 
health service in the past or who could potentially use the 
service in the future. The term “consumer in a research 
partnership” is also used at the centre and this process 
is described as occurring “when consumers, carers, and 
community members are meaningfully involved in deci-
sion making to shape decisions about research priorities, 
policy and practice”.

Two groups of potential participants were sampled; 
consumers who were members of the Peter Mac consumer 
register and Peter Mac patients who did not have experi-
ence of being a consumer in a research partnership. Poten-
tial participants were invited from the Peter Mac consumer 
representative register or patients were approached dur-
ing their attendance at Peter Mac for an appointment or 
treatment. These potential participants were screened for 
appropriateness by discussing their suitability to invite to 
this study with the relevant nurse unit manager. A descrip-
tion of the project and flyer including the contact details 
of the research team were provided. Consumers were also 
recruited through the mailing list of the well-being centre, 
advertisements on posters/screens throughout the insti-
tute, and liaising with community and support groups to 
promote the research. Participants were provided with a 
participant information and consent form that detailed the 
research and consent process.

2.2 � Data Collection and Analysis

Semi-structured interviews were conducted in person, via 
telephone or via video conferencing software based on 
participants’ preferences. Interviews were audio-digitally 
recorded and transcribed verbatim by an approved exter-
nal transcription agency. An interview guide was used 
and explored participants’ knowledge and understand-
ing of the terms used to describe research engagement 
and consumers in oncology, opinions and beliefs about 
research partnerships, and barriers and enablers to becom-
ing a research partner (Electronic Supplementary Mate-
rial [ESM]). Questions about participants’ understanding 
of consumers in research partnerships included “Can you 
explain what a consumer is?” and “Can you explain what a 
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consumer in a research partnership is?” Participants were 
compensated with a $50 gift voucher. Sample size was 
evaluated throughout the research process and interviews 
ceased when the sample held enough information power 
for analysis [29]. Information power was informed by the 
focused aims of the study, the combination of participants 
specific to the research questions, and the moderately 
strong dialogue and analysis approach.

Data were analysed following an iterative, inductive, 
codebook thematic analysis process [27, 28] to help organ-
ise, code and explore the data. The first three interviews 
were co-coded to ensure rigour, generating a preliminary 
list of ideas, categories and concepts. An additional seven 
interviews were double coded and a codebook describing the 
themes identified from the data was developed (ESM). Any 
differences in interpretation were discussed before the code-
book was developed. The remainder of the interviews was 
coded using the codebook as a guide. Further data are avail-
able from the corresponding author on reasonable request. 
The resulting codes were then reviewed to identify patterns 
and note relationships among patterns. The themes devel-
oped were then reviewed to combine similar and overlapping 
items into the final themes. Illustrative quotes are used to 
exemplify the thematic findings with each quote attributed 
using gender, age range and whether the consumer was a 
member of the consumer registry.

3 � Results

Twenty-one semi-structured interviews were conducted with 
consumers between January and March 2021. One inter-
view included two consumers, therefore 22 participants 
were included in total. Interviews were conducted in per-
son at Peter Mac (n = 13), via video conferencing [Zoom] 
(n = 8) or via telephone (n = 1). There were nine cancer 
types present in the interviews with breast cancer (n = 6) 
and prostate cancer (n = 4) accounting for almost half the 
participants (Table 1). Interviews were on average 29 min in 
length (range 10–70 min). The results below first describe 
participants’ motivations for becoming a consumer followed 
by the barriers that affect establishing and maintaining a 
research partnership and finally a description of participants 
views on the terminology used in this setting.

3.1 � Motivation to Become a Consumer in Research 
Partnership

Participants shared various descriptions of their own can-
cer experiences, with many motivated to become consum-
ers by their altruistic desire to help others and contribute to 
the overall progression of cancer research and the design 
of the healthcare service. Participants saw the opportunity 

to be involved as a consumer in research to pursue their 
own personal learning and interest in cancer after having 
their own experience of a cancer diagnosis and treatment. 
Some participants also saw partnering with research teams 
as supporting the development of new and experimental 
treatments that they or others may then benefit from if 
needed in the future.

3.2 � Barriers to Partnering with Research Teams

3.2.1 � A Perceived Lack of Appreciation

Participants were perceptive of the quality of the relationship 
forged with researchers with some describing their engage-
ment in research partnerships as tokenistic where “having to 
talk to a consumer was a box that he [researcher] needed to 
tick” (female, 56–60 years, register consumer). These types 
of attitudes towards engagement as perceived by consum-
ers posed barriers and resulted in consumers feeling there 
was a lack of appreciation or genuine inclusion in research 
partnerships.

Table 1   Participant characteristics (n = 22)

Characteristic Number (%)

Age at interview (years) Range 26–74
Median age 58.5
 26–35 4 (18)
 36–45 2 (9)
 46–55 2 (9)
 56–65 10 (45)
 66–74 4 (18)

Cancer type
 Breast 6 (27)
 Prostate 4 (18)
 Haematological 3 (14)
 Skin 3 (14)
 Sarcoma 2 (9)
 Bladder 1 (5)
 Gastrointestinal 1 (5)
 Late effects 1 (5)
 Oesophageal 1 (5)

Consumer type
 Individual undergoing treatment 20 (91)
 Family member 2 (9)

Previously worked as a consumer in a research partnership
 Yes 11 (50)
 No 11 (50)

Retired
 Yes 8 (36)
 No 14 (64)
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“It's not just a matter of here, throw this little two-
hundred-word summary and oh I’ve had a consumer 
review it. That’s a load of garbage.” (female, 56–60 
years, register consumer)

Some participants felt that researchers may benefit from 
some training about how best to collaborate with consum-
ers in terms of how a consumer can contribute to research 
that would maximise benefits to the research approach and 
design and enhance the chance that the relationship partner-
ship would succeed.

“I think some consulting and talking to consumers … is 
not always the highest priority for a researcher and some-
times I think that people need to be educated in that pro-
cess and understand what it is, … that a patient, consumer 
could contribute and the sorts of questions they could help 
that researcher answer.” (male, 66–70 years, register con-
sumer)

3.2.1.1  Acknowledgement of contribution  The majority of 
participants emphasised the importance of having their con-
tributions recognised by researchers in some form.

“If you're really serious about a partnership in research 
I think it's important that it's recognised somewhere.” 
(male, 56–60 years, register consumer)

Participants reported different ways they appreciated 
having their contributions recognised. Some participants 
appreciated having their contributions acknowledged for-
mally (i.e., via authorship) whereas for others the process 
placed more value on more personal approaches.

“… the project’s running and then it [a publication] 
comes out with some researchers’ names on it but 
there's no mention of the consumer input. So, if being 
recognised as a researcher means that at some stage 
there’s a publication with your name on it, I think that's 
a good thing.” (male, 56–60 years, register consumer)
“And even little things, it’s the food they give us when 
we go in there for some of these meetings, nothing's 
spared, it's very well done, and it just makes you feel 
appreciated. And I must say as well, I got a handwrit-
ten card in the mail at the end of the year and that 
meant more I think that anything, it’s just so nice 
that someone took the time to do that I think is really 
lovely.” (female, 56–60 years, register consumer)

3.2.1.2  Financial remuneration  Financial compensation 
was valued by some participants with some even suggesting 
that this levelled the playing field between them and other 
team members.

“… you go to a project preparation meeting when 
there's researchers there and there's research assis-

tants there all of whom are getting paid, then you've 
got the consumer person who's there as a volunteer. 
And sometimes, you know, that can be … you're made 
to feel as though your inputs not as important. So, I 
think it [financial remuneration] is important ...” (male, 
56–60 years, register consumer)

Whereas others felt that they had already been paid for 
their involvement by receiving their cancer treatment for 
free.

“No because I think research in our health system, you 
know, it’s to benefit the people. Like I don’t feel that 
you have to be compensated for that, you know, ‘cause 
the trials benefit you so it’s part of healthcare. Yeah, so 
no.” (female, 56–60 years, register consumer)

It may be essential to offer a choice to consumers so they 
might elect for recognition that might be the most meaning-
ful to them.

“And I know there’s lots of discussion about how you 
do it. Some people don’t want to be paid, some people 
are happy to have a donation to a charity, others are 
happy to have a gift card and so on. But I think it’s 
important that at least the offer’s made ‘cause it just 
makes you feel as though you’re being appreciated and 
as a reward for your time.” (male, 56–60 years, register 
consumer)

3.2.1.3  Power imbalance between consumers and research-
ers  Participants reported a perceived or actual power imbal-
ance when partnering with research teams. This was influ-
enced by factors such as financial reimbursement, perceived 
importance of academics and professionals in the medical 
area, language used and examples of research gatekeeping.

“I think some of the advocates, consumers are fright-
ened a bit and get overawed by these hugely educated 
people with PhDs.” (female, 65–60 years, register con-
sumer)

Participants expressed concerns about research gatekeep-
ing by researchers that may make them less likely to provide 
input.

“So, people can be polite on steering committees, peo-
ple can be very polite in committees, people can be 
very polite on boards, listen, but frankly at the end 
of the day it's very easy to ignore a plea or sugges-
tion from one, two, three consumers because it’s a bit 
more work or we wouldn't understand or whatever. 
And, yeah, staff, paid people are the gatekeepers… 
But I think, you know, so many times I've seen where 
I've offered a suggestion or actually said something's 
wrong or that's not correct English, whereas I think 
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oh, it’s just dismissed sometimes.” (male, 66–70 years, 
register consumer)

3.2.2 � Meaningful Communication Between Researchers 
and Consumers

Suboptimal communication was seen as an important barrier 
to an effective research partnership. Participants reported 
wanting to ensure they had clearly understood the aims and 
goals of the research before providing any input. Medical 
language and jargon also impact communication.

“… I think researchers use a particular kind of lan-
guage particularly in health-related stuff, and if they 
have to communicate with a consumer in lay language, 
I think that helps ultimately with translation of the 
research results in the end.” (male, 56–60 years, reg-
ister consumer)

Communication that was targeted at a consumer’s level 
and made them feel involved was reported as essential by 
participants in growing a successful research partnership.

“I suppose somebody who can talk, who can explain 
well what the research is about, somebody who makes 
you feel involved, you know, who gives you that feel-
ing of being part of the team, as you say the partner-
ship.” (female, 56–60 years, non-register consumer)

Participants reported a lack of ongoing communica-
tion was a significant barrier to a meaningful partnership. 
They felt they were provided with snippets of the research 
lifecycle.

“I had the benefit of actually being involved in two 
different research projects like that where one is con-
stantly knowing what's going on and the other one, I 
have no idea what we’re doing.” (male, 56–60 years, 
register consumer)

Poor communication may result in a low awareness of 
research opportunities from the outset.

“Interviewer: And how do you think researchers could 
be more transparent with what we do?
Consumer: Tell us you exist [laughs]” (female, 46–50 
years, non-register consumer)

3.2.2.1  Describing a consumer: open to interpretation  Par-
ticipants varied in their interpretation of the term ‘consumer’ 
with many questioning its suitability in the healthcare con-
text because of the connotations with the consumption of 
material goods and the suggestion of choice in requiring 
cancer services.

“Because everyone associates consumer with shop-
ping. [laughs] Yeah, it’s a default thought process that 

you would associate the word consumer with shop-
ping” (female, 46–50 years, non-register consumer)
“I think to me a consumer is what … you choose to be 
a consumer; you choose to go and buy something or 
contribute to something. Whereas when you’re unwell 
you’re here not by choice but because you have to be, 
so you’re here to get treatment.” (female, 56–60 years, 
register consumer)

Participants were also quite varied in their approval of 
the term. Some participants liked the term and felt it to be 
empowering and affected the power dynamic between con-
sumers and researchers while others felt it helped them move 
away from the ‘sick role’.

“Yeah, I think patient implies we focus too much on 
being sick. I think we’ve got to improve things and 
focus on being healthy. So, I don’t like patient. I like 
consumer.” (male, 56–60 years, register consumer)

Whereas others preferred the use of patients. They felt 
it humanised them to the research team; however, they 
acknowledged the term did not include carers. Others noted 
that they did not identify with the term patient after they 
progressed past active treatment. Despite the variety of inter-
pretation and approval of the term, there was no consensus 
from the participants on an appropriate alternative.

“Just possibly not referring to them as consumer but 
still a patient or a visitor basically … More humanis-
ing to be honest, and to maybe make the person that’s 
using the research to maybe take on board their opin-
ion a bit more, yeah, maybe respectfully as well rather 
than looking at it too objective[ly]” (female, 36–40 
years, non-register consumer)
“Consumer would probably be more relevant to me 
now because from now on I’m just attending the 
screening appointments and stuff like that rather than 
like ongoing treatment.” (female, 31–35 years, non-
register consumer)
“I prefer patient, but then of course that doesn’t cover 
carers or advocates in general.” (female, 56–60 years, 
register consumer)

The term ‘consumer in a research partnership’ was much 
more appealing to consumers as they appreciated the implied 
collaboration with the inclusion of the term partnership and 
felt it valued their input and described a shared role with 
investigators.

“I like the partnership, I love the partnership part 
because it makes the consumers feel like we really are 
part of the team, you know, not just an add-on. A part-
nership sounds as though you’re valued, and you really 
are, you know, in there working with the researchers.” 
(female, 56–60 years, non-register consumer)
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4 � Discussion

It is clear from our results that despite consumers possess-
ing motivation to become partners in cancer research, con-
sumers perceive key barriers to the formation of research 
partnerships. Barriers described that were unique to this 
study included an awareness of opportunities for a partner-
ship. Other findings were consistent with existing research 
in other therapeutic areas that suggest ongoing meaning-
ful communication between consumers and research-
ers [30–32], appreciation of consumers for their input, 
and power imbalances existing between consumers and 
research teams. Results from this study provide key insight 
from the consumer perspective that barriers in initiating 
and maintaining a consumer-researcher partnership seen in 
other therapeutic areas may also exist in a cancer hospital 
setting (Fig. 1).

Half of the included participants were enrolled on the 
Peter Mac consumer registry. The registry produces a 
monthly newsletter detailing opportunities for consum-
ers in research as well as contact information for a co-
ordinator for any questions. A strength of this study is the 
inclusion of both members and non-members of this regis-
try ensuring initial barriers to consumer engagement were 
not overlooked. Terminology used to describe consumer 
engagement differs globally [19–22] and preferences may 
be distinct from those receiving active care [33]. Dislike 
for the term ‘consumer’ reflected an interpretation of the 
word consumer as affiliated with the consumption of ser-
vices/goods as well as a choice to consuming those ser-
vices. However, support for the term arose from a desire to 
move away from the ‘sick role’ and was thought to improve 
perceived power imbalances in consumer-researcher part-
nerships [21].

Developing an effective research partnership requires a 
genuine attempt at relationship building [34] and acknowl-
edgement of the expertise of both parties [30]. Meaningful 
ongoing communication strongly underpinned the results 
as a key factor for successful research partnerships and has 
been described previously in other therapeutic areas [30, 
31]. Consumers are commonly engaged at the beginning 
of research but rarely in the execution or translation phases 
[12, 35]. This failure to conclude research outcomes with 
consumers in research partnerships may hinder ongoing 
partnerships, however, with even fewer studies focus-
ing on maintaining these partnerships longer term [32]. 
When interviewed, researchers suggest a lack of time and 
resources as barriers to recommendations in a real-world 
setting [26, 35]. Our results are similar to those previously 
reported, calling for an approach targeting individual as 
well as organisation and system-level changes [26].

There is an increasing number of resources available from 
reputable sources to guide researchers in engaging consum-
ers in research [5, 36] as well as proper reporting [37, 38]. 
Resources specific to the cancer setting have been published 
by Cancer Australia [4] as well as the Victorian Compre-
hensive Cancer Centre [39]. Despite the depth of resources 
available, researchers report navigating consumer engage-
ment as challenging with barriers including an uncertainty 
of how to undertake meaningful involvement while avoiding 
tokenism [40]. It is unclear if the resources currently availa-
ble to facilitate consumer engagement are reaching research-
ers or if they do not have the logistical means or support to 
enact them. A lack of funding and time to deliver recom-
mendations and a difficulty in accessing suitable consumers 
have been reported previously by researchers [26, 40, 41].

Organisational change including improvements in fund-
ing for consumers may have an enormous impact on over-
coming partnership barriers. Financial reimbursement is one 

Fig. 1   Motivations and barri-
ers to partnering with cancer 
research teams
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method in which consumers are recognised and valued for 
their input [39]. Interestingly, some of our participants felt 
they had already been paid for their contributions as they had 
received their treatment in the public health sector, whereas 
others felt financial reimbursement was a strong tool for over-
coming power imbalances that existed between consumers and 
researchers. Our results suggest that one approach will not 
suit all research partnerships. In a study by McKenzie and 
colleagues [40] that interviewed researchers about barriers to 
consumer engagement, researchers reported that consumers 
should be remunerated for their time and that asking for vol-
untary participation was inappropriate. However, it may be 
important to note that early consumer involvement in projects 
may become unachievable as funding is generally severely 
limited in the planning and grant writing stages.

The imbalance of power and ‘ownership’ of the research 
is commonly reported as a barrier in the literature [21, 26]. 
Commonalities were seen in this study with financial reim-
bursement and research gatekeeping seen as contributed fac-
tors. Recent research suggests that researchers receive com-
munication and interpersonal skills to create an environment 
to address power imbalances, which may however be at odds 
with their training as health professionals and researchers [26]. 
Opportunities for training for researchers in this area are new 
and emerging, with much of the previous training being tar-
geted towards consumers [42]. However, without experience 
or training, efforts by researchers can become tokenistic [26]. 
Training for researchers may be a method of overcoming some 
of these barriers and promoting successful and longer term 
consumer-researcher partnerships. Future research is needed 
to guide the development of strategies to implement recom-
mendations, specific to the individual and system level of a 
research setting and to overcome barriers to initiating and 
maintaining effective consumer-researcher partnerships whilst 
measuring their impact.

4.1 � Study Limitations

The limitations of the results drawn from this research arise 
from the number of interviews and the potential bias of par-
ticipants who were willing to participate. It is possible that 
those who had negative experience or significant barriers to 
partnering with researchers may have influenced participation. 
Participants were drawn from one institute and thus experi-
ences at other health systems may be different. A limitation of 
this study is that consumers were not included as part of the 
research team. Including consumers may have enriched the 
results of this study.

5 � Conclusions

This study is just the beginning of important work to real-
ise meaningful partnerships between the research commu-
nity and consumers. Australian policy has made important 
steps to ensuring engagement across health settings, yet 
implementation at the hospital/organisational level remains 
challenging. This study showed that demonstrating appre-
ciation for consumers and meaningful communication are 
issues that need to be considered. A broader implementation 
approach will be important to facilitate changes in individual 
and collective behaviour to strengthen the engagement of 
consumers in research in the future.
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