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Abstract

Cancer is a major threat to public health and the second leading cause of death globally.
Population-based cancer screening is an effective way to improve the early detection and
reduce mortality. Increasing research has explored factors associated with participation in
cancer screening. The challenges to undertaking such research are evident, but there is
little discussion about how to address such challenges. This article discusses
methodological issues associated with the recruitment and engagement of participants in
research, drawing upon our experience of undertaking research exploring the support
needs of people residing in Newport West, Wales, to participate in breast, bowel, and
cervical screening programmes. Four key areas were addressed: sampling issues, language
barriers, IT issues, and time demand for participation. It highlights the importance of
ongoing community engagement, the provision of appropriate study materials, and the
adaption to different data collection modes to meet participants’ needs to participate in
research, to enable people who are usually be excluded from research to have a voice and
make a significant contribution to research.
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Introduction

Cancer is a major threat to public health and the second leading cause of mortality
worldwide, with 9.6 million deaths (17% of total deaths) in 2018 (WHO 2020). Globally,
the burden of cancer continues to increase rapidly, imposing enormous physical,
psychological, and financial pressure on individuals, families, communities, and health and
social care systems (WHO 2022). While in countries with good healthcare systems, cancer
survival rates are improving owing to accessible early detection services, high quality
treatment, and survivorship care (WHO 2022).

Cancer screening is an effective way to improve the early detection of a cancer and reduce
mortality (Heindvaara et al. 2016; Koo et al. 2017; Broeders et al. 2018; Jansen et al.
2020). In many developed countries, the infrastructure and resources for routine cancer
screening are in place. For example, in Wales, free population-based cancer screening is
routinely offered to eligible populations via the National Health Services
(https://phw.nhs.wales/services-and-teams/screening/). Currently, Breast Test Wales offers
breast screening to women aged 50-70 every three years; Bowel Screening Wales offers
bowel screening to people aged 55 -74 every two years; Cervical Screening Wales offers
cervical screening to people with a cervix aged 25-64 every five years.

Cancer screening inequalities have been frequently reported in many countries (Campbell
et al. 2020; Miller et al. 2020; Public Health Wales 2020). Lower uptake has been found to
be associated with ethnicity, socio-economic deprivation, and disabilities (Kinnear et al.
2011; Miller et al. 2020). For instance, Miller et al. (2020) reported that mammogram
uptake was lower in Asian American women than in White women in the United States;
Campbell et al. (2020) found that uptake of bowel screening was lower in men of South
Asian origin than in White men in Scotland; Massat et al. (2015) showed that uptake of
cervical screening was lower in ethnic minority women than in White women in England.
In Wales, lower uptake of cancer screening is found in more deprived areas (Public Health
Wales 2020).

Research has increasingly explored the factors associated with the uptake of cancer
screening. The challenges to undertaking such research are evident, for example, reaching
and hearing from those who do not often participate in cancer screening. However, there
is little discussion about how to address such challenges. This article seeks to explore and
address some of these challenges of recruitment and engagement by drawing upon our
experiences of undertaking research seeking to understand what support people might need
to participate in breast, bowel and cervical screening programmes (Yu et al. 2022, 2023).
The research was commissioned by the Newport West Neighbourhood Care Network (a
primary care cluster of eight GP practices, health care agency, and third sector partners) in
Wales to inform future planning of cancer screening services in the cluster. Group concept
mapping (GCM) was applied. Using an integrated mixed-method design, GCM is a
sophisticated, structured approach to generate consensus among a range of stakeholders
(Kane & Trochim 2007). In a GCM study, qualitative components (ideas generation) are
systematically integrated with quantitative components through the representation of ideas
in visual maps/reports. Participants may complete one, two, or all three activities
(brainstorming, sorting and rating) depending on the stage they are recruited. In this
research, three GCM studies (breast screening study; bowel screening study; cervical
screening study) were run concurrently. In this paper, we seek to discuss methodological
issues and considerations regarding recruitment and engagement based on our experiences
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of undertaking this research. Four key areas are addressed: sampling issues, language
issues, IT issues, and time demands for participation.

Sampling issues

We aimed to recruit a diverse range of people in terms of age, ethnicity, literacy/health
literacy skills, disability, health status, socioeconomic status, and cancer screening uptake.
The difficulties in recruiting people from our target groups to health-related research have
been frequently reported (Yu 2009; Sharif et al. 2020). Two key factors further influenced
our access to potential participants. First, many people in ethnic minority communities
residing in our target area would often be very reluctant to talk to researchers (outsiders)
due to trust issues and language barriers. Second, during the fieldwork (July-September
2021), the researchers’ university still had some safety measures in place regarding face-
to-face contact for research although Covid-19 related restrictions were relaxed for
indoor/outdoor gatherings for the general public. Staff were required to undertake a
lengthy risk assessment process to obtain permission by providing a range of information
(e.g. health and safety measures of the location; where, when, how long, and how many
people for a meeting). It was not always feasible to obtain such information far in advance
to gain permission in time to approach potential participants. For example, we were invited
to attend meetings to speak to people with learning disabilities about our research just a
few days before the meetings, but we did not have sufficient time to obtain permission
from our university. Subsequently, we were unable to recruit any individuals with learning
disabilities to our study, reflecting the impact of the lack of face-to-face contact on
recruitment.

People eligible for any of the three cancer screening programmes (breast screening, bowel
screening, and cervical screening) at the time of our data collection and resided in Newport
West were invited to take part in their respective studies. We approached a wide range of
community networks and GP practices for recruitment. Recruitment leaflets were
circulated via email, newsletters, and social media (e.g. Twitter and Facebook). Hard
copies of the leaflets were on display in local GP practices, libraries, and community
centres. In addition, five community members from ethnic minority backgrounds were
recruited as co-researchers, which greatly helped with recruitment and engagement with
local ethnic minority communities. The characteristics of the participants across three
studies are illustrated in Table 1. We recruited 131 participants from 10 ethnic groups
across the three studies (37 for the breast screening study; 24 for the bowel screening
study; 70 for the cervical screening study). Of the 127 participants who answered the
ethnicity question, 81 were from ethnic minority backgrounds. Seventy-five participants
had missed breast, bowel, or cervical screening at least once. Our sample was self-selected
and non-representative, but our participants were from 10 ethnic groups and the sample
size for each of our studies was within the recommended range (10-40) for a GCM study
(Kane & Trochim 2007).

Language issues

Countries like the United Kingdom have become increasingly ethnically diverse due to
large-scale migration following the Second World War, which has been changing how
healthcare services are delivered in the United Kingdom (Yu et al. 2020). It is estimated
that in 2019, 15.2% of the population in England and Wales are of ethnic minorities, of
whom Asian/Asian British forms the largest group (8.0%), followed by black ethnic
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groups (3.5%), other groups (1.9%), and mixed or multiple ethnic groups (1.8%) (Office
for National Statistics 2019). In Wales, the largest proportion of ethnic minorities live in
Cardiff (15.8%), followed by Newport (the target area of this research) (12.5%) (Welsh
Government 2022).

In this study, some of our target populations were unable to read or write the languages
they spoke, or had low literacy or health literacy skills. Our participants spoke 13
languages other than English (Arabic, Bengali, Farsi, Italian, Kurdish, Patwa Creole,
Punjabi, Romanian, Spanish, Somali, Urdu, and Yemeni). Forty participants did not speak
English. We applied two strategies to address the language issues.

First, the five community co-researchers we recruited greatly helped us with recruitment
and data collection. They were fluent in English, as well as in Bengali, Punjabi, Hindi,
Urdu, Somali, Arabic, or Yemeni. Two training sessions were provided by the first author.
The first session was held online and focused on gaining informed consent, collecting the
demographic data, and completing the brainstorming activity. The second training session
was held face-to-face with permission from the university due to the complexity of what
needed to be covered (e.g. the completion of the sorting and rating activities). As all co-
researchers were participants themselves, they completed the data collection activities
themselves during the training sessions.

Second, we developed an easy-to-read version of the participant information sheet and the
consent form (see Figure 1 for an example) for each of the three studies to address low rate
of literacy in our target populations. The provision of culturally appropriate information in
plain language has been widely recognised (Bennett et al. 2021). The version was
developed by consulting with community members in our target groups and members of
the Learning Disability Advisory Group at the authors’ university to ensure the content
was culturally appropriate and easy to read/understand. All participants were provided
with both versions of the information sheet and the consent form for the respective study
they participated in. Some English-speaking participants and most ethnic minority
participants returned the easy-to-read version of the consent form.

IT issues

Data collection for a GCM study can be carried out either offline usually via face-to-face
workshops or online via the GroupWisdom™ software. Considering the restrictions
imposed by the Covid-19 pandemic at the time of the research, initially we intended to
collect data online only. However, we found at the early stage of recruitment that some
participants, especially older people and ethnic minorities, had low IT skills or did not
have access to a computer. Some participants were unable to complete the consent form
electronically (presented as a Microsoft Word document) or complete the requested
activities to participate online.

To address IT issues, we offered participants the options of participating in the research
either online via the GroupWisdom™ software or offline by competing relevant
paperwork, thus changing our data collection mode to meet people’s needs for
participation. The same type of data was collected no matter of the mode of participation.
This approach considerably increased the workload for the team. First, relevant
documentation was printed, and each statement was cut into an individual card for the
sorting activity (Figure 2). Statement cards and the rating sheets were posted to
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participants or delivered to co-researchers. More than half of all the data were collected
offline (most ethnic minority participants and some white participants took part offline).
Data collected offline were entered manually onto the GroupWisdom™ software for
analysis, which was very time consuming. The approach greatly helped us engage and hear
from people who would otherwise be excluded and reflects the importance for researchers
to be flexible and adaptive to address different needs of participants to participate in
research.

Time demands for participation

There have been considerable reports on how language barriers affect the access and
delivery of health and care services (Yu et al. 2017, 2020; Mirza et al. 2022). However,
there has been little discussion about the time demands for people who do not speak
English to participate in research.

Issues around time demands for participating in research were raised in our studies. As can
be seen from Figure 2, the right-hand side of each statement card was left blank, as the
original plan was for co-researchers to use the space to write non-English languages to
save time when collecting data from participants who did not speak English. However, this
was not practical as both co-researchers and participants were not necessarily able to read
or write the language they spoke. Therefore, it was not feasible to translate study materials
into other written languages and all study materials had to be translated verbally, making it
very time consuming to participate. This was especially the case for the sorting and rating
activities. In one example, a co-researcher spent three hours supporting a local resident to
complete the sorting and rating activities. Some participants felt burdened with the
activities. Considering the time required for verbal translation and the complexity of the
sorting activity, co-researchers were then asked to focus on the rating activity in the second
phase of the data collection. As a result, across the three studies, fewer participants
completed the sorting activity than the brainstorming activity and the rating activity.

Discussion and implications

This article has reflected on some of the methodological issues associated with the
recruitment and engagement of participants in research drawing upon our research
exploring the support people might need to participate in breast, bowel and cervical
screening programmes in Wales. Key issues related to sampling, language, IT competence,
and time demands for participation in research, and solutions employed to help overcome
these challenges and ensure that our studies were more inclusive and that our target
audience could meaningfully contribute.

In the United Kingdom, there is a commitment to inclusivity in research and various
frameworks are available to enhance inclusion (National Institute for Health Research et
al. 2019). In this research, working with local communities on our recruitment strategy and
data collection were shown to be invaluable. Without the involvement of our community
co-researchers, we would have been unable to obtain rich data from a range of participants
in terms of ethnicity, languages spoken, IT competence, and screening uptake. The
benefits of patient and public involvement in research have been frequently reported, such
as making research more relevant, improving access to community groups, and developing
partnerships between research organisations and local communities especially hard-to-
reach groups (Lander et al. 2019; Ratneswaren 2020). However, some issues should be
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considered as shown in this research. For example, relevant training must be provided to
ensure the integrity of research when community members are involved in undertaking
research. Of equal importance is the organisational support for ongoing engagement to
build a long-term partnership with local communities. It is crucial to engage community
members at the inception/development stage of the research to ensure that the research will
have a positive impact on the target group and to help researchers anticipate any potential
issues and develop a contingency plan to address such issues when they do arise.

Working in collaboration between primary care and Public Health Wales has helped us to
achieve a broader perspective on the diverse needs of local population to take part in
cancer screening programmes. Benefits of the collaboration included bringing together
health needs assessment and health service delivery founded on a research basis drawn
from an understanding of the perceptions of residents within a defined geographical area.
This is entirely in the spirit of the Primary Care Cluster/Neighbourhood Care Networks
and ethos of the Place Based Care model, an ambition of the Welsh Government which
recognises the value of collaboration between multi agencies (e.g. health, social care, third
sector, education, and housing partners) to inform future service planning and development
(Welsh Government 2019).

Conclusion

In this article, we have reflected on methodological issues associated with the recruitment
and engagement of people for a cancer screening research project in Wales. We have
highlighted the importance of ongoing community engagement, the provision of
appropriate study materials, and the adaption to different data collection modes to meet
participants’ needs to participate in research, thus enabling people who are usually
excluded from research to have a voice and make a significant contribution to research.
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Table 1: Characteristics of the participants (N=131)
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Breast screening
study (n=37)

Bowel screening
study (n=24)

Cervical screening study
(n=70)

screening (53)

Ethnic groups | White (15) White (16) Pakistani (18)
(10) Pakistani (12) Pakistani (3) White (15)
Arab (4) Any other white Arab (11)
Bangladesh (3) background (1) Bangladesh (10)
African (1) Any other ethnic African (8)
Indian (1) background (1) Any other ethnic
Mixed or multiple background (3)
ethnic groups (1) Any other White
background (2)
Indian (2)
Ethnic 22 5 54
minorities (81)
Languages English, Arabic, English, Punjabi, English, Arabic, Somali,
spoken (14) Bengali, Punjabi, Urdu, Italian, Kurdish, Farsi, Bengali,
Urdu, Italian Spanish Punjabi, Urdu, Italian,
Patwa Creole, Romanian
Non-English 12 1 17
speakers (40)
Had missed 13 1 39
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Study title

An exploration of the uptake of cancer screening
programmes in Newport West
(Breast screening)

Study consent

I have been told about the study.

I was able to ask questions.

10
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I know what is involved.

I understand that I can leave the online
study at any time and that I do not have
to say why.

I am happy to take part.

! g L )

CALENDAR

1 2f 3
4 5 6 7 8 910
11 12 13 14 15 16 17
18 19 20 21 22 23 24
25 26 27 28 29 30 31

Please return the consent form to: ab_breast_screening_gcml@southwales.ac.uk

Figure 1: Consent form for the breast screening study (Easy-read version)

Thank you
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Working with religious leaders as some
religions may consider breast screening a
taboo subject (B25)

A female staff who carries out my screening
(B41)

Case studies of people who wish they’d
have gone to breast screening but didn’t
and their breast cancer (which could have
been cured) is now advanced (B29)

Slick appointment system (B28)

Not feeling mistreated or judged due to my
background (B4)

Reiterating the importance of breast
screening during my ante natal classes

(B26)

Reassurance that | will be seen on time
(B10)

Figure 2. Statement cards (examples)
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