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Abstract

Introduction Engaging with patients and the public (consumers and community) enhances the relevance of cancer control
developments; however, challenges remain to integrate into processes. Medical and other professional societies are well-
positioned to foster and endorse best practice.

Methods Between October and December 2021, the Multinational Association of Supportive Care in Cancer (MASCC)
conducted a global consultation with those who identified as “people affected by cancer”. Recruitment to an online cross-
sectional survey was by a combination of purposive and convenience sampling to determine preferred terminologies and
experiences with MASCC and other cancer-related societies.

Results The survey was completed by 343 respondents from 29 countries, a majority being female (78.1%) and younger
than 60 years of age (62.1%). Respondents preferred to be identified as ‘patient’ from a set of defined terms; however, this
only accounted for 49-67% of selected response across geographical regions. Only 22.2% of respondents had engaged previ-
ously with MASCC, of whom 90.8% reported a positive experience through involvement with education and information,
networking and collaboration, and practice guidelines. Respondents perceived areas of opportunity as early involvement in
decision-making, educational initiatives, open communication, and information sharing. Across all geographical regions,
responders chose a preference to contribute to future consumer research (53.0%), policy (31.7%) or consumer engagement
activities (56.9%) including participation in a conference session (65.0%) or patient day (47.9%).

Conclusions This survey provides a first insight into how consumers wish to engage with MASCC. These values will be
embedded into a strategy that aims for effective and sustainable partnerships with multinational consumers.

Keywords Patient and public advocacy - Consumer and community involvement - People affected by cancer - Supportive
cancer care - Terminology
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Introduction

Quality engagement with patients and the public (herein
termed consumers) benefits the community and those
involved in cancer control. Collective evidence has dem-
onstrated that incorporating lived experience is effective in
improving the quality and safety of healthcare [1-3]. Over
recent years, the translation of research into diagnostics
and treatment [4-6], as well as emphasis on delivering
quality supportive care [7-9], suggests momentum change
to increase the prominence of the consumer’s perspective
in research and policy development for cancer care.

At both an organizational and policy level, there is
worldwide recognition for valuing these key stakeholders
by governments, research institutes, and funding agencies.
Consumer involvement is highly recommended in every
stage of decision-making processes, such as developing
healthcare policies [10], investigating the evidence of
impact [11], setting research priorities, and disseminating
research findings [12]. However, the continual challenge
remains to embed engagement strategies into health ser-
vice and research practice [13].

Healthcare Societies and Associations play an impor-
tant part in reinforcing an effective role for consumers. The
Multinational Association for Supportive Care in Cancer
(MASCC), an international, multidisciplinary organiza-
tion, is dedicated to research and education in all aspects
of supportive cancer care. Appreciating that supportive
care needs for individuals are unique and best understood
and explained by those who have or are experiencing can-
cer, it is recognized that consumers are not only research
participants but have a potential role in informing research
priorities and governance [14]. With the overarching aim
of promoting consumer engagement in supportive care, the
MASCC Consumer Engagement Committee was formed
in February 2021. The role of the Committee extends to
progressing strategic directions in increasing awareness
of supportive care and facilitating different levels of con-
sumer involvement in MASCC’s strategy and operations.

For MASCC to develop a consumer engagement strat-
egy with international adaptation, it is necessary to use
terminology that individuals identify with to improve
uptake and effective participation [15, 16]. An absence of
consistent nomenclature existing across geographical dis-
tinctions is demonstrated with references to a ‘consumer’,
‘patient advocate’, or equivalent term. The term ‘patient
and public’ used in the UK, USA, and Canada includes
patients, service users, carers and families, and the gen-
eral public [10]. In Australia and New Zealand, consumer
refers to patients and potential patients, carers, and people
who use healthcare services; a community is a group of
people sharing a common interest (e.g. cultural, social,
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political, health, economic interests) but not necessarily
a particular geographic association [12]. Other countries
or societies may use equivalent terms or may not have
an existing term to describe patient engagement beyond a
recipient of healthcare. Notably, in a systematic review to
examine the experiences, outcomes, and quality of recent
patient and public involvement in cancer research, none
of the 27 included studies were conducted in Asia, Africa,
and Latin America [4]. Given MASCC serves an interna-
tional community, these findings highlight the need to pro-
actively understand the concept of consumer engagement
and preferred terminologies that reflect diverse contexts.

This study was designed as a first multinational consulta-
tion with consumers to garner perceptions on terminology
and areas of consumer interest to inform the establishment
of an engagement strategy. For MASCC seeking initial per-
spectives, the communication provides an additional oppor-
tunity to raise awareness of supportive care and mutual ben-
efits of consumers as partners to support the direction and
implementation of the developed strategy.

Methods
Study design and setting

This multinational, cross-sectional survey study was con-
ducted between October 2021 and December 2021. Approval
was obtained from the Survey and Behavioral Research
Ethics Committee of the Chinese University of Hong Kong
(Hong Kong; Reference number: SBRE-21-0018).

Eligibility and recruitment

Study participants were recruited using a combination of pur-
posive, convenience, and snowball sampling. To be eligible for
this survey, participants identified as follows: (1) older than
18 years; (2) able to understand written English, and (3) a ‘per-
son affected by cancer’. This term ‘person affected by cancer’
was adopted to include, but not limited to, patients or survivors
of cancer, family members, carers, users of cancer-related ser-
vices, members of a cancer-related advocacy group (non-gov-
ernmental organizations, cancer societies, cancer forum, etc.).

Survey instrument

The development of the survey was led by the members
of the MASCC Consumer Engagement Committee, which
included consumer engagement experts (ET, JMB), oncolo-
gists (BK, ML), and supportive care researchers/scientists
(AB, AC, HRW, YTC) representing North America, Europe,
and Asia—Pacific practice settings. The survey content was
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informed by existing literature on engaging with patients
or/and the public [17-19], particularly in cancer-related
programs, services, support activities, and research [2-5,
16, 20, 21]. The survey items were developed iteratively,
with input from committee members and cancer consumers.
To verify accessibility for a consumer audience, the survey
was reviewed by members of the Victorian Comprehensive
Cancer Centre Alliance Consumer Network. The survey was
self-administered in English and took approximately 5 min
to complete.

The overarching aim of the survey was to seek the opin-
ions of consumers and develop preliminary directions on
strategies and mechanisms to engage people affected by can-
cer in MASCC. The survey comprised two sections (total
of 15 items). The first section collected the respondents’
demographic information and the second section focused on
respondents’ (i) preferred terminology to represent consum-
ers and community, (ii) prior experience in engaging with
MASCC and other cancer-related societies/ organizations,
(iii) preferred areas of contribution as a consumer, and (iv)
personal barriers to involvement. The survey consisted of
both closed- and open-ended responses.

Data collection

Participants were invited to take part in the study via a sur-
vey link shared by MASCC and other cancer organizations,
as well as other forms of online communication and social
media platforms (LinkedIn, Twitter, and Facebook). Infor-
mation about the nature and purpose of the study was pro-
vided at the beginning of the survey and participants were
informed that their completion of the survey implied their
consent to participate. The survey was administered online,
via SurveyMonkey. At the end of the survey, all participants
were encouraged to disseminate the survey to potential
respondents who fulfilled the inclusion criteria. They were
also assured that their responses would be anonymous and
that only aggregated data would be reported.

Data analysis

Participant responses were retrieved electronically. The IP
addresses were reviewed to confirm that no participants
submitted multiple entries. Due to the scoping and explora-
tory nature of the study, only descriptive analysis was con-
ducted on the quantitative data. Descriptive statistics were
used to summarize responses to each question for the overall
cohort, as well as stratification by age group and geographi-
cal regions. The frequency of each respondents’ top tanked
preference was summarized graphically, and then aggregated
by age group and geographic regions.

The open-ended responses were first reviewed by all
of the investigators. The first cycle of coding involved the

creation of themes and assignment of data segments to the
proposed themes by one investigator (YTC). After that,
two investigators (HRW and JMB) validated and cross-
checked the coding independently. The final coding and
themes were discussed by three investigators (YTC, HRW,
and JMB) in the research team and any discrepancies were
resolved by consensus.

Results
Sample demographic characteristics

A total of 343 completed responses were received. Sample
characteristics are presented in Table 1. The majority were
female (n =268, 78.1%) and younger than 60 years of age
(n=213, 62.1%). The respondents resided in the West-
ern Europe (n =203, 59.2%), Asia—Pacific region (n="73,
21.3%), North America (n=39, 11.3%), Eastern Europe
(n=16, 4.6%), Latin America/Caribbean region (n=35,
1.5%), and Africa (n=3, 0.9%), representing 29 countries
or administrative regions in total. The vast majority of the
respondents were from high-income countries (n =329,
95.9%).

Table 1 Demographics of respondents N=343

n (%)
Age (years)
19-29 13 (3.8)
30-39 33(9.6)
40-49 63 (18.4)
50-59 104 (30.3)
Above 60 128 (37.3)
Preferred not to disclose 2 (0.6)
Gender
Male 71 (20.7)
Female 268 (78.1)
Preferred not to disclose 4(1.2)
Regions of the world
Africa 3(0.9)
Asia—Pacific 73 (21.3)
Eastern Europe 16 (4.6)
Latin America and Caribbean 5(1.5)
Western Europe 203 (59.2)
North America 39 (11.3)
Preferred not to disclose 4(1.2)
Income level (based on World Bank)
Low-middle-income countries 14 (4.1)
High-income countries 329 (95.9)
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Terminology preferences

Respondents were asked to select preferences for seven
terms commonly associated with consumer engagement and
resulted in the following order of most to least preferred:
‘patient’, ‘people affected by cancer’, ‘advocate’, ‘com-
munity’, ‘carer’, ‘public’, ‘consumer’, ‘end user’ (Fig. la).
Each term was represented across all age group categories
with male respondents opting for ‘patient’ as a preferred
term (Figure S1). Although ‘patient’ is the majority first
preference across geographical regions, this only accounts
for 49-67% of responses across the regions and indicates
partiality towards differing terminology (Fig. 1b). Taking
into account all of the rankings, the terms ‘patient’ and ‘peo-
ple affected by cancer’ had the highest scores (Table S1).
Categorization of other suggested terms (total of 92 open-
ended responses) revealed phrases to be neutral or having a
non-patient connotation (n=36), made reference to users of
cancer services (n==6) or individuals identifying as ‘living
with cancer’ (n=12), ‘survivor’ (n=19), or healthcare pro-
fessionals (n=10) (Table 3). The range of responses dem-
onstrates a necessity to vary terminology appropriate to the
group aiming to engage, in addition to clarifying preference
choice for specific initiative needs.

Perspectives on current engagement with MASCC
or other cancer societies

Responses were segregated on whether individuals had
previously engaged. Only 22.2% (n="76) had prior engage-
ment with MASCC. Involvement activities included confer-
ence attendances (n=355), provision of a personal narrative
(n=14), or review of patient information (n=12), where
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Fig.1 Terminology preferences. A Overall top-ranked preferred
terminologies in absolute numbers (n), stratified by geographical
regions. B Preferences for the most common terminologies in pro-
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multiple options were selected. Other levels of participation
included special interest groups, study groups, and research
publications.

Of those with previous engagement with MASCC, 90.8%
found it a positive or very positive experience (Table 2). The
types of benefits received (total of 61 open-ended responses)
were education and information (n=25), networking and
collaboration (n=25), community and sense of belong-
ing (n=15), and improving practice and guidelines (n=06)
(Table 3). Across all categories was the narrative that some
respondents identified the international nature of MASCC
as a benefit (n=7) (Table 3).

Table 2 Previous experience and perceived benefits

n %

Respondents who have engaged with MASCC (n=76)
Perceived experience Very positive 34 44.7%
Positive 35 46.1%
Neutral 7 9.2%
Perceived benefits Yes 63 82.9%
No 12 15.8%
No response 1 1.3%

Respondents who have not engaged with MASCC (n=245)
Perceived experience Very positive 7 2.9%
Positive 18 7.4%
Neutral 102 41.6%
No response 118 48.2%
Perceived benefits Yes 20 8.2%
No 78 31.8%
No response 147 60.0%
B) Most common preferences
100 Other
Em Advocate

B People affected by cancer

Percentage of Respondents

Patient

50
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portions (%), stratified by geographical regions. Missing entries were
excluded from the analyses
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Table 3 Themes and representative quotes from the open-ended responses

Items Themes

Quotes

Preferred terminologies A neutral, non-patient oriented connotation
Users of services related to cancer

Living with cancer

Healthcare providers

Benefits from MASCC Education and information

Networking and collaboration

Community and sense of belonging

Guidelines and improving practice

International perspectives

Improving the consumer experience Engagement and participation at every stage of
decision making

Being involved in educational initiatives

- ‘Individuals with cancer’
- ‘Person with cancer’

- ‘Service user’
- ‘Cancer service user’

- ‘Survivor’
- ‘Living with and beyond cancer’
- ‘Thriving with cancer’

- ‘Healthcare professional’

- ‘Clinician’

- ‘Nurse’

- ‘Improved patient education materials content’

- ‘Listening to new information’

- ‘To access information about supportive care’

- ‘Collaborations, sharing of practice’

- ‘Meeting others in a common interest group’

- ‘Meeting people from all over the world with the

same goals, optimizing care for the cancer patient’

- ‘Felt part of something’
- ‘Giving back from my own experience’
- ‘Meeting people who are going through the same

thing’

- ‘Generation of high quality guidelines’
- ‘Informative patient centered care’
- ‘Learning around supporting patients with bone

metastasis’

- ‘Started my supportive oral care program for can-

cer patients’

- ‘International conference therefore interesting to

listen to what others are doing overseas.’

- ‘Being able to get the perspective of cancer care

through a more global lens’

- ‘It opened my eyes to what is happening around the

world’

- ‘Joining the people affected by cancer and their

caregivers throughout the world—together—about
supportive care and link in with similar groups’

- ‘Early involvement rather than just looking for

confirmation or small tweaks to something already
close to finalized NOT expecting the consumers to
spend most of their time educating the committee
on how to involve consumers as opposed to provid-
ing substantive contributions’

- ‘Involving community representatives, patients, and

caregivers with materials development or content
creation at the planning and evaluation stages

- ‘Sharing of ideas, joint research, peer support,

improved patient outcomes, inclusiveness’

- ‘Equal and respectful collaboration. Recognizing

the people with a cancer diagnosis have real lives
and bring valid ideas, thoughts and solutions to the
challenges of cancer’

- ‘Education and seminar of cancer care in commu-

nity practice’

- ‘The information for people to acknowledge their

health issues and how to manage their symptoms’

- ‘A focus on short, easy reading patient education

materials available in multiple languages’

@ Springer
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Table 3 (continued)

Items Themes

Quotes

Interaction and open communication

Sharing information and strategies to improve

practice and care

Promoting awareness

- ‘Social media to communicate’

- ‘Proximity and allow to engage with other people in
your same situation’

- ‘Open lines of communication between patients and
medical professionals’

- ‘Knowing the families on a personal level, knowing
the interest of the child and being able to make
consecration around this interest’

- ‘Shared best practice and justifying practice either
for change or to maintain current services’
- ‘Attention to complementary therapies’

- ‘Raising profile to wider audience’

- ‘More active / visible / scientific presence in global
scientific congress dealing with the treatment of
cancer’

- ‘Collaborate with major cancer organizations on
health literacy issues’

In response to suggested areas for improved engagement
and, based on effective practice observed from previous
interactions with medical and cancer societies, the follow-
ing key themes were identified (total of 176 open-ended
responses): participation at every stage of decision mak-
ing (n=66), being involved with educational initiatives
(n=25), interaction and open communication (n=156),
information sharing and strategies to improve practice
(n=18) (Table 3). Suggestions for further enhancing
engagement included: promoting awareness of MASCC,
raising the profile of consumers within societies, and hav-
ing a more visible multinational presence (n=9).

Considerations for future engagement
A total of 64.4% (n=221) of respondents indicated an

interest in receiving the results of this study. Across all
geographical regions, consumers indicated a preference to

contribute or be consulted in consumer research (n=122),
policy (n="73), or consumer engagement activities (n=131)
(Fig. 2). Additional suggestions for involvement included
guidelines development, improving practice, research, and
training and educational activities. In relation to attendance
at specific events, 47.9% (n=115) of respondents indicated
interest to attend a patient day, 65.0% (n=156) to attend a
conference session, and 47.9% (n=115) the entire confer-
ence. Respondents perceived potential barriers to attendance
to include cost, time, workload, health, internet access, and
COVID-19 travel restrictions.

Discussion

The Multinational Association for Supportive Care in Can-
cer (MASCC) is committed to ensuring the lived experi-
ences of people affected by cancer are embedded within

Consumer research
Bl Policy
Il Consumer engagement
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its organizational strategy. Here, we report the results of
a multinational consumer survey that highlighted the pro-
found diversity in consumer perspectives and preferences.
Through ongoing co-design, these findings will inform the
development and implementation of a MASCC Model of
Consumer Engagement to promote sustainable consumer
partnerships and deliver bi-directional benefits.

Consumer engagement is a challenging concept to
define as it does not incorporate a single concept or type
of activity [3]. Even within a particular context, con-
sumer engagement operates along a continuum, with
a constellation of opportunities for people with exper-
tise through lived experiences to contribute or benefit
through engagement. This has undoubtedly led to confu-
sion, miscommunication, and a misunderstanding of what
defines consumer engagement and at what level it can be
incorporated into health practices, research, policy, and
professional societies. At a more granular level, there is
considerable variation in the terminology used to describe
consumers; a strong theme identified in this survey. Of
interest, the term ‘patient’ was most commonly ranked
as the preferred term by respondents; a term that has
received some criticism for defining a person by their ill-
ness [15, 16]. However, this finding is consistent with a
recent scoping review which identified, across 47 articles,
that ‘patient’ was the preferred term for healthcare recipi-
ents (with cancer) [16]. Combined, these data suggest
that despite calls for more ‘politically correct’ terminol-
ogy and a move towards ‘person’-centered care, the term
patient has persisted.

Preference for the term patient may reflect familiarity
with the term for regular users of healthcare services
or unfamiliarity with emerging terms like ‘consumer’.
However, it may also reflect a geographic bias in our

Multinational survey of 'people
affected by cancer' (N=343)

informed by survey

engagement

mutual benefits

3. Promote equitable consumer

4. Establish sustainable frameworks with

data, with preferences reported to vary cross-culturally.
For example, preferences for the term ‘client’ over
‘patient’ are higher in the US than in other countries
[16]. While our respondents were from 29 countries,
almost 60% resided in Western Europe where the term
‘patient’ is widely used [21].

When looking at only the top 3 terms (‘patient’, ‘advo-
cate’, ‘people affected by cancer’), the term ‘patient’
accounted for ~50% of preferred responses in each geo-
graphic region. While this demonstrates consistency
across geographic regions, it highlights variability within
these regions. This may be driven by the range of peo-
ple who may self-identify as ‘people affected by cancer’,
each of whom resonates with a different term based on
their consumer/advocacy-related activities. Interestingly,
healthcare professionals that completed this survey may
self-identify as a ‘person affected by cancer’ based on
either their profession (i.e. the provision of cancer care)
or due to a cancer diagnosis. While our results did not ena-
ble such detailed insight into the specific characteristics
of respondents, these findings do highlight a potentially
overlooked consumer category—healthcare providers who
are also consumers. This category draws similarities with
‘patient-researchers’, an increasingly recognized subset of
biomedical researchers [20]. Like ‘patient-researchers’,
‘patient-healthcare providers’ have combined knowledge
of living with cancer, as well as the intricacies of a health-
care system. Regardless, all subcategories of consumers
require careful consideration and the need for terminol-
ogy to be a point of critical discussion and ongoing con-
sultation in establishing a MASCC Model of Consumer
Engagement. In reality, it is likely that different terms will
be used in distinct circumstances depending on the activity
and the anticipated role the consumer will play. In these

Principles of consumer engagement
1. Recognize and promote diversity in
views and perspectives

2. Make Societies and Associations more
accessible to consumers

Co-design MASCC Model of
Consumer Engagement drawing on
elements of existing frameworks
and strategies

5. Develop consumer-led strategies for
information dissemination

6. Encourage partnerships that facilitate bi-
directional knowledge transfer

Fig.3 Principles of consumer engagement. Based on the findings of this survey study and collective evidence from the literature, six principles
are proposed to guide the development of the MASCC Model of Consumer Engagement
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circumstances, it is critical that the term be clearly defined
and justified.

In establishing the Model of Consumer Engagement, key
principles will ensure the benefits of engagement are not
one-directional. Results indicating preferred methods of
engagement underscore the importance of societies inter-
acting with consumers in more substantive ways than simply
the provision of patient resources, and toward integration of
consumer perspectives into the inner fabric of the organiza-
tion. Of interest, this survey was also completed by people
who had not previously engaged with MASCC, suggesting
the existence of a consumer population that would like to
engage with Societies like MASCC but has not yet done so.
This may have been impacted by the range of barriers con-
sistently identified to limit engagement, including cost, com-
plexities of travel requirements, and availability [22-24].
Appropriate recognition, particularly in a post-pandemic
world, of these barriers is critical to promote strong con-
sumer representation at annual meetings. We anticipate that
via authentic co-design and implementation of a structured
Model of Consumer Engagement, consumer involvement
and attendance will be promoted, and indeed celebrated,
enabling identified benefits of consumer engagement to be
amplified and diversified. By engaging with consumers at
this early stage, the insight gleaned from this survey study
will be applied to inform the future consumer engagement
framework of MASCC.

While the results of this survey will form a critical foun-
dation to now develop a Model of Consumer Engagement,
they must be considered in light of some limitations. Most
notably, the survey was conducted in English and dissemi-
nated electronically over the internet. Hence the resultant
population is dominated by English-speaking countries in
the regions of Western Europe, Asia—Pacific, and North
America. This may limit the generalizability of the results.
Although we did not collect information on the respondents’
education attainment and other socioeconomic variables, it
is likely that the underrepresentation of respondents from
certain geographical regions, especially low- and middle-
income countries, might be due to language barriers, access
to the survey for completion, or relatively poorer understand-
ing of consumer engagement and supportive care concepts.
Even though the survey was disseminated on various social
media platforms and through cancer organizations/networks,
there might be potential sampling bias as the respondents
were more likely to be cognizant of MASCC and the topic
on consumer engagement. However, we also identified the
lack of awareness of MASCC as one of the recurring sub-
themes—this finding suggested that our survey did reach
individuals who had no prior connection or knowledge of
MASCC to a certain extent. Future studies may investigate
specific barriers in low and low-middle income settings.
This emphasizes the need for Societies, Associations, and
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advocacy groups to identify culturally-diverse local ‘champi-
ons’ to develop strategies that ensure equitable opportunities
for consumer engagement.

In conclusion, this scoping study is the first to provide pre-
liminary insights into consumer engagement in cancer sup-
portive care at a multinational level. The findings are critical
to inform strategies and shape future directions in engag-
ing consumers in the delivery of cancer care. Importantly,
the results define the principles that will form the basis of a
MASCC Model of Consumer Engagement. These principles
broadly include promoting diversity in perspectives, ensuring
accessible and equitable consumer engagement, and fostering
sustainable partnerships with consumers (Fig. 3). In estab-
lishing this model, we will identify successful strategies in
existing frameworks in the health sector [11, 25-27], adapt-
ing them to reflect the unique attributes of MASCC.

Supplementary Information The online version contains supplemen-
tary material available at https://doi.org/10.1007/s00520-022-07366-y.
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