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World Cafés as a participatory approach o

to understanding research agendas in primary
care with underserved communities: reflections,
challenges and lessons learned

Carmel McGrath'%3, Mari-Rose Kennedy', Andy Gibson*, Samira Musse>®, Zahra Kosar®” and Shoba Dawson®

Abstract

Background Certain communities are underserved by research, resulting in lower inclusion rates, under researched
health issues and a lack of attention to how different communities respond to health interventions. Minoritised ethnic
groups are often underserved by research and services. They experience health inequalities and face significant bar-
riers to accessing health services. It is recognised that new approaches are needed to reach underserved communi-
ties and make research more relevant. The purpose of this work was to utilise World Cafés, a participatory method,

to explore research agendas with diverse communities.

Methods Two World Cafés were conducted as research agenda setting activities with individuals from minoritised
ethnic communities in Bristol, UK. World Café 1 explored Black and Asian women's perspectives about supporting
mental health. World Café 2 with men from the Somali community, focused on prostate cancer. Community mem-
bers co-developed the focus and questions of each World Café and were also instrumental in recruiting individuals
to the sessions and facilitating discussions, including translation. Audio and written records were made of the dis-
cussions and from these key issues about each topic were identified, and a visual representation of the discussion
was also generated. These were shared with participants to check for accuracy.

Results Community members identified a range of issues that are important to them in relation to mental health
and prostate cancer, including barriers to help seeking and accessing primary and secondary care, ideas for service
improvements and a need for health information that is accessible and culturally relevant.

Conclusions World Cafés are a flexible method that can be successfully adapted for research agenda setting

with individuals from minoritised ethnic communities. The role of community members in co-developing the focus
of sessions, recruiting community members and co-facilitating sessions is crucial to this success. The discussions

at both World Cafés provided a rich insight into the experiences of participants in relation to the topics mental health
and prostate cancer and identified issues that are important to these communities that will be followed-up with com-
munities, researchers and clinicians to co-develop research and service improvement strategies.

Keywords World Cafés, Participatory approaches, Primary care, Underserved communities, Public involvement,
Research agendas
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Plain English Summary

People from minoritised ethnic groupsgroups can have difficulty getting health care. They may also be left
out of health research. There is a need to include a more diverse group of people in health research. World Cafés are
an accessible way to listen to people by getting them to talk to each other about different questions and topics.

We did this work to see if World Cafés are a helpful way to talk to people from minoritised ethnic groups about health.
We wanted to learn what things are important to people around mental health and prostate cancer. We also wanted
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« Choose questions and topics,
« Ask people to take part
«  Get people talking and write down what was said

to see if designing and running the World Café with people from the same communities as people taking part
in the World Cafés is a good way to do this. We worked together with people from racial and ethnic minorities to:

We learned that planning and running World Cafés with people from the same communities as the people taking
part was very helpful. The people taking part in the World Cafés said that it can be difficult to get help and informa-
tion about their health. They gave lots of reasons for this. They also had ideas to improve healthcare.

Now that we have this information, we will work with the people who took part in and helped run the World Cafés,
along with, doctors and researchers to take their ideas for improvements forwards.

Introduction

The term underserved communities reflects the reality
that research needs to provide a better service to people
in certain communities. Who these people are will differ
depending on the research question being asked, the rel-
evant population and the type of intervention under con-
sideration [1]. Underserved communities are frequently
drawn from people on lower incomes, in minoritised eth-
nic groups or people who suffer discrimination and prej-
udice due to other characteristics e.g., sexual identity and
orientation. An underserved community can be defined
as any community where there is a lower inclusion rate
in research compared to population estimates, experi-
ence of a healthcare burden unmatched by the volume of
research, or where there are important differences in how
a group responds to or engages with healthcare interven-
tions compared to other groups. For a more detailed dis-
cussion see Improving inclusion of under-served groups
in clinical research: Guidance from INCLUDE project
NIHR (2022) [1].

It is known that underserved communities, including
those from minoritised ethnic groups, experience health
inequalities in terms of both morbidity and mortality and
face significant barriers to accessing health services [2].
This has been further highlighted by the COVID-19 pan-
demic. In comparison to the general population, people
from certain minoritised ethnic groups and people on
low incomes experienced poorer health outcomes and
inadequate quality health care [3]. Additionally, physical
and other barriers including language, literacy, patient
perceptions, staff attitudes, poorer patient-professional

communication and mistrust of services [4] can lead
to exclusion from health and social services [4-7]. Par-
ticipation, involvement, and engagement in research
do not always reflect the diversity of the general popu-
lation. This means that research findings have limited
relevance and generalisability and is therefore both a
scientific and ethical problem [8, 9]. More recently, the
NIHR INCLUDE project developed guidance to improve
research for underserved groups; it emphasises the need
for strong community engagement, co-development,
and working with communities to set research agendas
and develop interventions [1]. To maximise the benefits
of research, it is important to work in partnership with
underserved communities to develop an understanding
of what research agendas matter to them. There is a need
for shift in practice from researcher-led approaches to
co-designed approaches. There are a variety of methods
that can be used to develop agendas in health research
with patients and clinicians [10]. However, some of these
approaches are time consuming and may not be acces-
sible to underserved communities. McFarlane et al. sug-
gest that participatory methods, specifically World Cafés,
offer a valuable method in which to explore research
agendas with under-served communities [10].

World Cafés are a flexible participatory method that
have been used widely to explore issues that are impor-
tant to communities [11] and are an inclusive tool to
engage with diverse communities [12]. Central to the
approach is fostering an environment where commu-
nities involved can have “conversations that matter’,
through creating an environment where people can
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communicate constructively, enabling access to “collec-
tive intelligence and creating innovative possibilities for
action” (p. 3) [11]. Participants in World Cafe discussions
are considered “experts in their own lived experience
and experiential knowledge” (p. 279) [10]. The aim is to
encourage a wide range of perspectives, rather than nec-
essarily reaching consensus [10]. In this paper, we report
on two World Cafés that were used to identify research
agendas that are important to diverse communities
and co-develop research ideas for future primary care
research. The World Cafés focused on two main areas;
mental health and prostate cancer. In the wider literature,
it has been reported that minoritised ethnic groups in the
UK have faced persistent disparities in mental health and
access to care, which have been documented for over fifty
years. It has been suggested that equitable care depends
on the active involvement of people with the lived expe-
rience from minoritised ethnic groups in the design and
development of mental healthcare and services.

In relation to prostate cancer, evidence has shown that
Black men are 2-3 times more likely to be diagnosed
with prostate cancer compared to White men. Despite
this increased risk it has been reported that Black men
are more likely to experience delayed referrals and
receive less intensive forms of treatment [13]. These dif-
ferences in care and treatment have been recognised and
there are active efforts being made to address the lack of
evidence and research into racial disparities in this area.
We therefore identify key issues raised as important by
these communities and reflect on the learnings to make
key recommendations for those who wish to use similar
participatory approaches in the future.

Methods

Context and design

World Cafés (WCs) enable communities to get together
in an informal setting to discuss an issue in small table
groups. World Cafés support open conversation and ena-
ble people to talk about things that matter to them [10].
The method facilitates community change by hearing

Table 1 The traditional process used for conducting World Cafés
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and exchanging ideas of as many community members
as possible on topic areas that matter to them. The tra-
ditional World Café approach is outlined in Table 1.
A benefit of World Café is that it can be run in several
languages concurrently, making it ideally suited to work-
ing with minoritised ethnic communities where English
may not be the first language of participants. A particu-
lar strength of World Cafés is cross-pollination of ideas
through rounds of discussions, facilitating information
exchange in an equitable and nonthreatening manner
[14].

We conducted two WCs in the city of Bristol, UK.
WC1, focusing on supporting mental health, took place
in July 2022 and was predominantly attended by women
from local African-Caribbean communities. WC2, focus-
ing on prostate cancer, took place in September 2022
and was attended by men from the local Somali com-
munity. Both WCs were held at the University of Bristol
Micro-campus, in Barton Hill, and were facilitated and
translated by community facilitators. Barton Hill is an
inner-city area with a diverse population and ranked 28th
most deprived in the Bristol City Council 2019 Measure
of Indices of Deprivation [15].

WC1: supporting mental health and wellbeing—women’s
group

Prior to WC1, SD and CM met ZK and SM. ZM and
SM are community leaders and they were involved in
recruiting community members and co-facilitating the
two WCs. ZM and SM introduced SD and CM to eight
women from the community who registered an interest
in supporting the World Cafés, to determine the topic
area that were a priority to these communities and rel-
evant questions to ask. From this discussion, three
questions were developed focusing on mental health
and wellbeing (see Table 2 below). The areas explored
included: how we can best support people to seek medi-
cal advice, including the role of families in caring for and
supporting an individual to access services.

Process—The World Café Foundation (http://www.theworldcafe.com/) provides a toolkit that includes an integrated set of design principles and graph-
ics that are freely available. The basic model incorporates the following elements:

1. Setting—an informal, café style environment (e.g,, a community centre)

2. Welcome and introduction—the host puts participants at ease through a warm welcome and refreshments, overview and ground rules for participa-

tion

3. Small-Group Rounds—20-min rounds of conversation between 5 and 6 participants

4. Questions—a key question is discussed in each round, which may build upon one another in subsequent rounds. We anticipate asking 4-5 questions

which will be developed in collaboration with our expert panel

5. Harvest—each group is invited to share the results of their conversations with the wider group, which are reflected visually (e.g., through graphic

recording in front of the room by an artist)
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Table 2 Questions for World Café 1: mental health
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1 How do we encourage and support people to seek medical help/advice as soon as possible?

2 What role can family members and friends play in care for the individual with mental health
problems, and how can they be supported?

3 What would you like from general practice/GPs in terms of support in accessing services?

We also recruited facilitators from this planning ses-
sion. We provided an overview of World Café method
using the steps outlined in Table 1 to explain the
approach and offered our support to facilitate the discus-
sions on the day. For example, it was agreed that it would
be helpful if CM and SD were present during the discus-
sions to help with writing the post it notes while they
concentrated on asking the questions and ensuring the
participants could all have opportunities to speak.

As part of this pre-meeting, we also talked through
strategies for supporting the people involved in the
World Cafés given the sensitive topic area. For each of
the World Cafés, ground rules were set out to ensure
respectful communication and that participants under-
stood what support was available during the World
Cafés. A signposting resource was developed and shared
with the attendees’ post WCs. Women were recruited via
different networks from Asian, Black African, and Carib-
bean communities locally.

WC2: prostate cancer and experiences of accessing primary
care for this—men'’s group

Prior to WC2, SD discussed the area of focus and devel-
oped questions with ZK and SM. The chosen topic
explored understanding Somali men’s views on accessing
GP services for prostate cancer testing, barriers to access-
ing GP services and experiences of using community
pharmacies (see Table 3. SD, CM and MK took notes in
this session, and a male community facilitator who par-
ticipated, and helped interpret the session. Men were
recruited via ZK and SM’s community networks.

Running the Cafés

On the day of each WC, individuals were welcomed and
invited to join groups of 6—8 individuals at separate tables
with two facilitators on each table (one to take notes,
one to facilitate the conversations). For both Cafés, we
had non-English speakers and experienced community

Table 3 Questions for World Café 2: prostate cancer

facilitators helped translate and back-translate the dis-
cussions to enable note taking. Before the discussions
commenced, the facilitators explained the WC process to
the group by introducing the goals of the session and set-
ting ground rules.

One question was posed for each round of discussion,
followed by a summary of discussions before proceeding
with subsequent rounds of questions. Community facili-
tators helped to keep the groups at the table focused on
the topic and encouraged participation from everyone.
Individuals could contribute verbally or by writing their
thoughts on post-it notes. Community facilitators helped
translate questions and discussion points to non-English
speaking individuals. In WC1, multilingual scribes sat at
tables with corresponding multi-lingual individuals to
summarise their discussions in English and facilitate dis-
cussions with the rest of the group. In WC2, discussions
were solely in Somali. Individuals moved tables between
questions to interact with different people. Where indi-
viduals spoke in different languages to English, they
stayed in the group with a facilitator and scribe who
could speak the same language.

In addition to written notes, discussion groups in
WC1 were audio recorded with everyone’s permission.
Given the sensitive nature of the topic area and to facili-
tate open conversation, discussions in WC2 were not
recorded. This was decided in advance through consul-
tation with the community facilitators, who explained
that Somali men did not tend to discuss prostate related
issues amongst themselves or with family members as it
was something they considered private. Due to this rea-
son, we also did not rotate tables at the end of each round
to enable open discussion within the group. For the two
WCs, we did not rank priorities at the end as one typi-
cally would using such a methodology. This is because
the way the questions were designed meant we took a
more exploratory approach, as we were not focusing
on priorities in the questioning. At the end of the WCs,

1 What are your views about seeing a GP to discuss examination and testing for prostate cancer?

2 What will help or hinder you from using this service? How does your family influence this?

3 What is your experience of community pharmacies? Have you used them?
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contributors were informed about follow-up opportuni-
ties to be involved in shaping research in this area, based
on the discussions and topics raised.

Post Cafés

Following the Cafés, written and audio records of the
discussions were reviewed by CM, MK and SD, who
ensured that these were anonymised and developed
a list of key issues. A summary of the key points raised
in each Café was provided to an artist who produced a
visual storyboard of discussions to facilitate accessibility
of the summarised discussions and to promote further
conversation. The full report of the discussions including
key points and artistic illustrations from the WCs were
shared with all contributors by ZK and SM via WhatsApp
for sense checking and accuracy. Comments from com-
munity facilitators and contributors were used to check
and further clarify or contextualise these summaries
where necessary. ZK and SM also had further opportu-
nity to provide input into the identified key issues during
the development of this manuscript. We completed the
GRIPP2 checklist [16] for public involvement activities
which can be found in Additional file 1: Appendix 1.

Results

WC1: mental health

Twenty-four (n=24) women: n=22 Black African and
Caribbean, n=1 South Asian, n=1 East Asian/other
Asian attended WCl..

After examining the discussions to the first question:
‘How do we encourage and support people to seek medi-
cal help/advice as soon as possible?’, we identified two
key issues: (1) Creating specialist roles to act as a bridge
between the community and healthcare services and (2)
Changes to healthcare provision.

Issue 1: creating specialist roles to act as a bridge

between the community and healthcare services

The discussions identified a need for role models, who are
people from the communities specifically providing sup-
port for the mental health needs of the relevant commu-
nities. The groups identified various reasons why this role
was considered important and thought it would encour-
age communities to seek help and advice. They recog-
nised that cultural barriers were not being addressed
as well as existing stigma associated with mental health
more generally. As a result, these issues prevented peo-
ple from seeking support. To overcome them, the women
discussed the important characteristics required of the
person providing support. The groups felt that it needed
to be someone who could be trusted by the community
and who would be non-judgemental, empathetic and
sensitive. They also recognised the various roles that a
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health specialist may need to undertake including advo-
cacy, signposting and education. The women felt that an
advocacy role included supporting the individuals to take
their medications, involvement in decisions about their
mental health and supporting them to take the first step
in accessing services.

Issue 2: changes to healthcare provision

Issues relating to knowledge, information and deliv-
ery of healthcare services that were considered barriers
and preventing communities from accessing support
were identified. For example, there was a clear need to
improve signposting to relevant services because cur-
rently there was a lack of knowledge about the range of
services already in existence. The groups felt that individ-
uals found it challenging to navigate the complex system
and understand how they could access various services.
It was believed that training, education and processes
were required within organisations to simplify the jour-
ney of accessing treatment and support. Additionally, it
was considered important to provide education around
mental health to the individuals and this included avoid-
ing jargon and complex terminology.

The women acknowledged that there were issues with
how the current primary care systems operate, which
created barriers in access to mental health support for
communities. For example, there were concerns that sup-
port from care services had worsened since the COVID-
19 pandemic. While they recognised a lack of services,
individuals felt that GPs had a responsibility to ensure
individuals were signposted to the relevant professionals
in a timely manner.

Ways to overcome these barriers included the invest-
ment of additional funding from the government for ser-
vices to support mental health and creating ‘GP events’ in
the community e.g., drop-ins or socials. It was envisioned
that at these events, it would be possible to have discus-
sions around mental health, whilst maintaining the ability
to socialise and connect with others. Individuals felt that
the healthcare system could be more proactive in preven-
tion by implementing mental health reviews and checks.
They also suggested liaising with wider services to ensure
that the individuals’ care is holistic, and person centred.
Some strategies that could be undertaken by community
members to support individuals with accessing mental
health support included being aware of other people’s
needs, encouraging people to self-care, sharing informa-
tion. Additionally, community members could assist by
signposting to services and listening to individuals with-
out being judgmental.

Response to the second question: ‘What role can family
members and friends play in care for the individual with
MH problems and how can they be supported?’ resulted
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in two further issues: (3) Taking a proactive, holistic and
supportive approach and (4) Education, information and
communication and community support.

Issue 3: taking a proactive and supportive approach
The discussions were centred on family members and
friends working together with the individual to sup-
port them with their mental health. In some cases, this
involved the family members or friends creating time and
spaces for conversations around mental health as well as
helping to proactively signpost and create strategies for
help and support. The groups also mentioned the impor-
tance of the family member or friend providing support
to the individual being the ‘right’ person as family/friends
may not always be the best placed to provide support.
They also highlighted some important characteristics
required of the individual providing support, i.e., there
was consensus that the person seeking support must fully
trust the person providing support and expected them to
be empathetic, sensitive and non-judgemental as people
may feel judged due to the stigma associated with mental
health. In other discussions, it was recognised how these
important characteristics and behaviours of the individ-
ual providing support could help the person seeking sup-
port to feel at ease when talking about mental health.
When discussing strategies for seeking mental health
support, the women emphasised the significant role of
religion and belief systems. Some religions use traditional
healing methods and spirituality, and individuals may use
such support from religious leaders before seeking help
from medical professionals.

Issue 4: education, information and communication

and community support

Individuals also recognised the support that could be
beneficial to family and friends. It was considered that
they (family and friends) may not have sufficient infor-
mation to feel confident in supporting an individual with
their mental health needs. Specific information on the
behaviours of people requiring support for mental health
was considered highly valuable. The importance of com-
munication between family, healthcare providers and the
individual requiring support was highlighted. The groups
mentioned that support could be provided by the indi-
vidual’s wider community. In some conversations, the
women alluded to specific examples of where additional
education and information on mental health and mental
health first aid training would be important for the com-
munity and in places of worship:

The third question: ‘What would you like from general
practice/GPs in terms of support in accessing services?’
resulted in two final issues: 5) Individualised care and 6)
Improved support services.

Page 6 of 13

Issue 5: individualised care

Recommendations that primary healthcare services
including GPs need to provide bespoke care to individ-
uals who are requiring support for their mental health
were discussed. The suggestions included extending GP
appointment times based on individual needs, provid-
ing language accommodations (e.g., employing a trans-
lator), and supporting the individual in advocating for
their care and treatment decisions and the need for
early intervention.

The need for healthcare professionals and staff
(including GP receptionists) to be provided with cul-
tural sensitivity training was highlighted with par-
ticipants highlighting a preference for speaking to
‘someone like them’ to ensure that cultural context was
accounted for. Individuals raised the importance and
responsibility of healthcare professionals to prioritise
conversations about mental health.

Issue 6: improved support services

Individuals discussed ways to improve services more
generally. For example, providing increased funding,
support and access to mental health services and addi-
tional training and support to communities so they can
better understand how to access support. The women
considered it important to raise further awareness
of the existing support available: better signposting
to community support services, providing accessible
information leaflets, better advertising about what ser-
vices GPs can offer and other services. Additional areas
of improvement included, reducing referral times and
extending GP appointments, particularly when discuss-
ing a person’s mental health and wellbeing as these top-
ics require additional time to fully understand people’s
needs.

The women also suggested improvements to pro-
vide equitable, inclusive and culturally sensitive care.
For example, the staff who deliver healthcare services,
including receptionists, could benefit from train-
ing including cultural competency training. Some felt
that there should be more services based in GPs that
could provide translation including translating the ini-
tial GP sign-up forms. Additionally, providing patients
with a choice of their GP, e.g., male or female GPs as
this would enable patients to feel at ease during their
appointments and get more out of their appointments.
Lastly, integrating specialist teams, clinics and drop-in
sessions into communities would help to support peo-
ple with their mental health as this would make it safer
and easy for people to engage and access care (Fig. 1).
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Fig. 1 A visualillustration of notes from World Café 1

WC2: Somali men’s views on prostate cancer
Twenty-two (n=22) Somali men attended WC2.

In response to the first question: What are your views
about seeing a GP to discuss examination and testing
for prostate cancer? Three key issues were identified: (1)
Confusion about diagnosis and treatment; (2) Positive
experiences about visiting GPs and (3) Barriers to visiting
GPs.

Issue 1: confusion about diagnosis and treatment

Several men described visiting the GP for urinary and
prostate related problems, however it was evident that
some were confused about their diagnoses and whether
their problem related to prostate cancer or not. This was
due to a lack of effective communication or information
provision from GPs to the men about symptoms, test-
ing and treatments related to their care. Individuals also
drew on their experiences of visiting the GP about other
health problems such as diabetes. To meet their informa-
tional needs some used leaflets, the internet and YouTube
videos created by healthcare professionals who spoke the
same language as them. In turn this made it more likely
that they would follow that advice. On the other hand,
some men seemed knowledgeable about their healthcare,
diagnoses and treatments and had some awareness about
prostate cancer.
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Issue 2: positive experiences and views about visiting GPs
and specialists

Individuals reported feeling positive about visiting their
GP including a sense of respect and trust in them because
of health-related expertise and knowledge. Some men
also recognised the value of visiting GPs because of their
role in helping access secondary healthcare services. Sev-
eral men described feeling comfortable in visiting their
GP to talk about their health in general. However, oth-
ers seemed to speak more specifically about experiences
related to prostate cancer testing and screening services,
where they thought that it was good to see a doctor and
get tested.

The groups also discussed the roles of pharmacists who
they saw as distinct from doctors, and not necessarily
professionals who they would approach for consultation
about serious health concerns. Pharmacists’ expertise
was understood as dispensing medicine and dealing with
minor ailments, so that consultation about serious health
conditions was not viewed as being part of their remit.

Issue 3: barriers to visiting GPs

Barriers to visiting GPs were also discussed, with men
reporting not visiting their GP despite experienc-
ing health problems, highlighting a need to explore
the potential reasons behind this behaviour to try and
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improve help-seeking. In relation to prostate cancer
related problems, it was evident that at least some men
experienced shame and embarrassment due to the nature
of the disease and examination procedure which could
pose a barrier. Another barrier to help seeking was that
they felt that their GPs lacked action or failed to provide
sufficient information, or they had experienced delays
after visiting their GP. Individuals also reported going
abroad to seek help for health problems including for
prostate cancer and suspected diabetes.

In response to the second question: What will help or
hinder you from using this service? How does your family
influence this?, the men mostly discussed further barri-
ers and facilitators experienced by individuals in relation
to vising their GP or the pharmacist, rather than the
influence of family and friends; so this aspect could be
explored further in the future. Issues identified were: (3)
Barriers to visiting GPs (continued); (4) Men’s reasons for
not seeking help; (5) Talking to friends and family.

Issue 3: barriers to visiting GPs (continued)
Whilst the focus was about family influences that may
help or hinder Somali men from using GP services, the
conversation tended to gravitate towards barriers that
were seemingly unrelated to these influences. Building on
their previous discussions about barriers men described
how they found accessing the GP difficult due to long
waiting times and bureaucracy in making appointments.
There were also similar concerns voiced about visiting
pharmacists. Additionally, the process of completing
online appointment forms was discussed as a barrier to
accessing GPs. The forms were considered lengthy and
repetitive, and there were concerns that there may be
additional challenges in completing the forms for those
who may not speak English and for older adults who may
be less familiar with using digital technology. This was
considered to prevent people from being able to make a
choice about their care and ability to access services.
Individuals also expressed concerns about poor com-
munication between healthcare professionals—hospital
consultants, GPs and pharmacists and worried that it
could result in mistakes and/or delays in receiving results
and treatment. This lack of communication between ser-
vice providers led some men to resort to alternative treat-
ments such as using traditional medicine or seek help
from abroad.

Issue 4: men’s reasons for not seeking help

The groups discussed some reasons why they might
not seek help about prostate cancer from their GP as
some had not heard about the disease before and oth-
ers suggested a need for more information and aware-
ness raising. Individuals explained that men from their
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community might not see the GP because of a lack of
awareness about the disease and symptoms. Also, if men
were not experiencing pain, they might not realise that
they could have a health problem. This explicit desire for
further information and advice from healthcare providers
about prostate cancer, symptoms, stages of the disease
and treatment by the men suggests that a review of cur-
rent information provision in consultation with Somali
men might be helpful to ensure that information is acces-
sible and culturally relevant to this community. Some
men also identified that whilst they might approach their
GP for prostate problems, they might not be willing to
undergo some examinations (for example, a rectal exami-
nation), due to the sensitive nature of these. They thought
that this reticence could hinder some men’s help seeking.

Some men reported their experiences of visiting a doc-
tor in relation to diabetes where they felt that they had
been given false-positive results, causing unnecessary
fear and worry. They attributed the mistakes in their
diagnoses to a lack of communication on behalf of their
doctor to check with them their sugar consumption prior
to testing. Therefore, some feared that visiting their GP
might cause unnecessary worry because of the unknown
and worried about health problems that might be iden-
tified, and the consequences of this on them and their
family.

Issue 5: talking to friends and family

In discussion of this question, there were mixed views
about talking to family and friends about health and little
discussion about their influence regarding helping or hin-
dering service use. Some men said that they might speak
about health concerns with close friends, and it was
apparent that individuals did talk to others about their
health concerns. Several reasons for not talking to friends
and family about prostate cancer and health more gen-
erally as people lacked awareness about prostate cancer
and consequently cannot talk about it easily and in other
cases, they described their health as a private issue.

The discussions in response to the third question:
“What is your experience with community pharmacies?
Have you used them?” revealed that there seemed to be
limited awareness about, and experience of community
pharmacists amongst the men. Two issues were identi-
fied (6) the role of pharmacists, and (7) problems using
pharmacists.

Issue 6: the role of pharmacists

A prevailing view amongst the men was that a pharma-
cist’s role was to primarily supply medication, however,
there was also some understanding of other services
that pharmacists could provide such as blood pressure
checks or vaccinations. Certainly, the men seemed
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unaware of the role of community pharmacists, so
raising awareness of these could be a potential route to
improve access and reduce delays or provide outreach
services (where relevant) in the Somali community.

Issue 7: problems using pharmacists

The men outlined several problems that they had expe-
rienced in using pharmacists. This included delays in
receiving medication due to stocking issues and poor
communication from pharmacists with regards to this
made them unsure about when they would eventually
receive their medication. They also felt that problems
with communication between GPs and hospitals that
could cause confusion in relation dispensing their
medication.

Finally, there were discussions around how cheaper
brands of medication meant poorer quality and less
effective. Individuals gave examples where their doc-
tor and/or pharmacist had swapped the brand of
their medication, and they were not satisfied with
the change despite it being the same drug. This view
seemed prevalent, but not all were concerned because
they felt that there was choice available to them in
terms of medication and pharmacists (Fig. 2).
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Discussion

Our paper reports the discussions that took place over
two World Cafés , aiming to explore key research agendas
in primary care focused in two main areas: mental health
and prostate cancer.

Across the two World Cafés there were some overlap-
ping issues identified. Both groups recognised the need
for healthcare services to improve and adapt how they
signpost and communicate information to communities
about the range of existing services in addition to GPs.
The women and men also highlighted the importance of
offering people longer appointment times as well as pro-
viding people with a choice about who provided their
care and treatment. From the discussions, it was evident
that the groups placed value on the continuity of care and
receiving care from someone they could trust and feel
understood by.

Some of the issues raised in the discussions would ben-
efit from further research whilst others were more related
to service improvement, e.g., the provision of interpret-
ers. There is no reason why World Café participants
would make a distinction between issues which might
benefit from further research and some which are sug-
gestions for service improvement. Locally we are devel-
oping links with our Integrated Care System which also
carries out engagement and research activities. Develop-
ing relationships of this kind will help us to take forward

é}orr /o /Iear
0//’&;‘5 in9 Black men...
| @)

Y
THERE'S o SHAmE
i TESTING/
e

® o % Guen same TAGLETS
2% b rotehined the a=

|on19 taustGP Por /a o .:/mczum MALE DocTok
MaJok HEALTH 1SUES o do (/ /;,_ e EXAmiATIoV
.% Univessity of
G BRISTOL 'n- (Harton il

Fig. 2 A visual illustration of notes from World Café 2

>Fea of the

UNKNOWN Z

How will it

imPACT he FAMILY?
\ ...and. also relied on
to GETHELP with DIABETES and TRADITIONAL MEDICINES
PROSTATE CANCER ZLep A5p flax

horey fﬁw seedoil

=

How ko
Contadt? A
(oho
fosee?
Moskated by
> OMLLE AlBRY <



McGrath et al. Research Involvement and Engagement (2023) 9:101

issues in the most effective way possible. Working across
organisational boundaries is important in developing an
effective response to the issues raised by underserved
communities who have repeatedly expressed the prob-
lems of consultation fatigue that is generated by organisa-
tions working in silos.

Below we focus on how some of the issues raised in the
WC can be taken forward as research projects.

Recommendations for future research

The issues raised by the groups are important and timely;
one example of further research that could be developed
in light of the community’s discussions relates to the
NHS long-term plan, which has recently detailed plans to
address the existing divide between primary and commu-
nity health services [17] by introducing social prescribing
link workers into primary care networks (PCNs) [18].

The model and terms used to describe social prescrib-
ing link workers (also referred to as community link
workers, community connector or navigators) may vary
across care settings and organisations. According to the
NHS, they are based in GP practices and their main pur-
pose is to ensure people are connected to relevant activi-
ties, groups, and services in their communities in order to
ensure their practical, social and emotional needs affect-
ing their health and wellbeing are met [18, 19]. A recent
development of this initiative has been the require-
ment for PCNs to work with a population experiencing
health inequalities to proactively offer social prescribing
interventions.

Revisiting the key issues raised by the World Cafés
relating to the importance of providing individual-
ised care and better signposting to additional services,
it is apparent that the link worker role could be a solu-
tion. However, despite the social prescribing link work-
ers initiative existing in the areas that the World Cafés
took place, it is evident that this resource is currently
unknown and underutilised, despite NHS targets to have
at least 900,000 people referred to social prescribing by
2023/24 [18].

The current evaluations of social link prescribers have
been inconsistent and undertaken using heterogene-
ous designs and methods and therefore have resulted in
inconclusive evidence of their success in practice [19].
We suggest that the evaluation of social prescribing link
workers should be explored through further research to
better understand how they can be visible, responsive
and engaged with their local communities. This should
include well-conducted studies designed to measure the
impact of these initiatives.

Moreover, the World Café participants identified the
need for translators during GP appointments, translated
information materials and longer GP appointments.
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The topic of GP appointment times has been discussed
more widely. Currently, the average length of GP consul-
tations in the UK is 9.2 mins, however, it has been rec-
ognised that this is not sufficient to allow GPs to deliver
holistic care to patients and discuss their physical, psy-
chological, and social needs [20]. Furthermore, during
the World Cafés, it was highlighted that where transla-
tion is required for a patient, this would naturally add
additional time to allow the patient to fully explain their
health needs However this additional time required may
not always be accounted for in practice. Despite the rec-
ognition of this important issue, there are seldom studies
exploring the benefits of offering and sharing decisions
over appointment lengths with patients [21]. We would
therefore recommend that future research is conducted
in this area to improve the effectiveness and efficiency of
GP appointments.

We also suggest that the existing roles of social link
prescribers are revisited before expanding this initia-
tive further to explore if there is scope to develop their
roles and responsibilities. These could include being
present at community events, advocating for longer GP
appointment times and ensuring translators are present
and translated information materials are available when
required. It is unclear if these are currently roles of social
prescribing link workers, however the inclusion of these
roles may lead towards developing a system that consid-
ers the needs and preferences of all.

Several areas potential areas for research were identi-
fied specifically from the men’s session. First the men
identified long delays in accessing services. Delays are
unfortunately not uncommon in the current climate of
national healthcare in the UK post Covid-19 [22], and
have undoubtably been exacerbated by NHS strike action
and staffing problems, current at the time of writing.
However, it might be worth exploring whether the delays
described by the men in the WC are something that
affects men universally in the Bristol region, or whether
there are specific problems for men in the Somali com-
munity or other minoritised ethnic communities that
need to be addressed, and if so, explore practical ways to
do this. Second, some men described seeking healthcare
abroad due to difficulties in accessing care in the UK. It
could be valuable to investigate the prevalence of health
tourism in this context due to the potential health and
ethical implications of this.

Outcomes taken forward because of the World Cafés

To further develop ideas for potential research projects
stemming from these discussions, we are seeking funds
to stage a ‘hack day’ This event will bring together com-
munity members, researchers, service providers and
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funders to discuss key messages and develop research
projects.

The women from WC1 identified the need to improve
health promotion within communities by providing edu-
cation, training and support around mental health and
wellbeing in ways that are accessible and understand-
able. Based on these discussions, we are co-developing an
application for additional funding to co-produce learning
resources about mental health and wellbeing through a
series of workshops with these women.

Some of the topics identified in the World Café dis-
cussion such as miscommunication, cultural barriers
to communication about prostate cancer, accessing GP
services including testing and role of pharmacists in part
informed the development of an NIHR grant application.
Additionally, the men requested for an educational ses-
sion from a clinician to raise awareness about prostate
cancer, which we are in the process of organising.

Strengths and weaknesses
By adapting and using this existing participatory
approach to work with minoritised ethnic communities
to explore research agenda setting, we have added valu-
able contributions to these practices. SD had built and
sustained working relationships with various community
leaders through previous research studies. This allowed
us to work effectively with the community leaders in this
public involvement work. We have shown how commu-
nity leaders played a key role in co-delivering the work-
shops by recruiting participants through their existing
relationships and facilitating the discussions in different
languages. Both World Cafés were well attended with
over 20 people attending each workshop. It was possible
to identify important issues across the World Cafés and
areas discussed, and as a result produce actionable out-
comes that will be taken forward through further work.
Other issues identified required follow-up with commu-
nities to explore appropriate routes to address them.
Working with community leaders and facilitators was
central to the successful engagement with the commu-
nities in this project. However, this work also highlights
areas for improvement. We noticed that discussions did
not always align with the intended questions, for exam-
ple, there could have been more focused discussion about
family influences in seeking support in the men’s session;
thus potentiallyindicating that the community were more
reticent to talk about these aspects. Community facilita-
tors could have benefitted from more training in facilitat-
ing the World Café sessions to ensure that more difficult
areas are covered in the discussion. However, these ses-
sions were also organised to be community led, ena-
bling them to frame the discussion on their own terms,
according to what is important to them. Although the
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World Cafés were well attended, this was not a research
exercise, formal qualitative sampling techniques were not
adopted, and theoretical saturation was not a goal for this
work. Therefore, it cannot be assumed that other issues
would not have been raised by people unable to attend.
Finally, we did not conduct formal evaluations from the
participants, community leaders or researchers involved
to understand what worked well and what should be
improved for future World Cafés . However, co-writing
this paper with the community leaders involved has pro-
moted a general reflection on the World Cafés and mov-
ing forward we would build this into future World Cafés
and recommend this to others.

Lessons learned

1. Community leaders play a key role in co-delivering
workshops by recruiting participants and facilitating
discussions in different languages.

2. The World Café approach can be effective in engag-
ing underserved communities in discussions about
research agendas and services.

3. It is possible to identify important research agendas
across multiple workshops and areas discussed using
the World Café approach.

4. Working with partner organisations is important to
find the best way to take forwards issues raised by
initiatives of this kind.

5. It is important to be realistic to members of the pub-
lic participating in World Cafés about the potential
limitations (e.g., barriers due to funding or spheres
of influence) in developing initiatives (e.g., research
projects or changes to service provisions) from the
agendas they identified.

Recommendations for future World Cafés with diverse
communities

1. World Café focus and questions should be co-devel-
oped with communities and community leaders
should play a key role in recruiting participants and
co-delivering and facilitating the sessions.

2. Formal evaluations from participants are important
to understand their perceptions of what did and did
not work well, and how future World Cafés can be
improved.

3. There is a need for follow-up with communities after
initial World Cafés to explore appropriate routes
to address the issues raised. In health and research
agenda setting, this is likely to include developing
networks between research organisations, and statu-
tory and third-sector service providers.
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Conclusion

Our work has shown that the World Café method can be
an effective way to engage with underserved communi-
ties. This paper has revealed some key agendas for future
primary care research in the areas of mental health and
prostate cancer through two World Cafés with women
and men from minoritised ethnic communities. We have
shown how this flexible and inexpensive participatory
approach provides a safe space that encourages ideas
generation and sharing of personal experiences, particu-
larly when the sessions are co-developed and facilitated
by community members. The discussions identified
issues for further research and recommendations for ser-
vice improvements that can be explored and developed
through continued collaboration with communities. We
would recommend others adopt similar approaches in
their future practices to better understand the needs of
communities in meaningful and actionable ways.
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