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Abstract

Disabled people experience persistent inequities in accessing cancer screening, diagnosis,
treatment, and care in the UK, shaped by structural ableism and inaccessibility. These inequities
contribute to delayed diagnosis, reduced uptake of screening programmes, and poorer
experiences of cancer care when compared with non-disabled populations. Despite this, disabled
people remain underrepresented in health and social care research. The BU PIER Community
Researcher Model was applied within a 10-month pilot study, ‘What | Would Like to Say...", in
which data were generated through four face-to-face arts-based workshops involving 45 disabled
participants. Creative methods were used to support accessible engagement with a sensitive topic,
enabling participants to share their experiences through handprint artworks and informal semi-
structured discussions. Data were analysed using collaborative thematic analysis integrating lived
experience, clinical, and academic perspectives.

Three key themes emerged: the importance of accessibility, the value of fostering a relaxed,
supportive environment, and the need for participants to feel heard and valued. These processes
enabled us to co-create suggestions for improving practice in asymptomatic screening and
primary cancer care. The paper concludes that the BU PIER Community Researcher Model offers an
effective approach for inclusive research with disabled communities with the potential to inform
improvements in equitable cancer service provision.
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1. Introduction

Disabled people face significant barriers in accessing cancer services due to interpersonal ableism,
stigma and discrimination, and systemic structural factors including physical inaccessibility (World
Health Organisation, 2023). Disabled people face various barriers when trying to access asymptomatic
screening and primary cancer care in the UK, including invalidation of their needs, being
misunderstood or ignored, and being perceived as a 'low priority’ within healthcare (Gibson &
O’Connor, 2010; Sakellariou et al.,, 2019). These issues lead to people with disabilities being
underdiagnosed and undertreated at higher rates than non-disabled people (NHS, 2022).

Individuals with learning disabilities and mental health issues encounter more obstacles in accessing
cancer screening services, resulting in more instances of late-stage cancer diagnoses (Heslop et al,
2022; Satgé et al,, 2014). Research by Mencap (2019) found that only 19% of people with a learning
disability engaged with cervical screening, compared to 77% of all people invited. Similarly, only 33%
of people with a learning disability engaged in breast screening, compared to 70% of all people
invited (Mencap, 2019). Forgoing screening means many learning-disabled people have their cancer
discovered at later stages, with 46% of all cancers in adults with learning disabilities being diagnosed
at stage IV when the cancer has already metastasised to other parts of the body (Heslop et al,, 2022;
Satgé et al,, 2014).

As the population ages and more people live with cancer and disabilities, it is important that we
understand and respond to the needs of this group to ensure services are accessible, appropriate, and
affirming. This is especially pertinent as disabled people diagnosed with cancer are also more likely to
report low satisfaction with care and have higher cancer-specific mortality compared with their non-
disabled counterparts (Cuypers et al, 2020; Tosetti & Kuper, 2023). People with disabilities consistently
report receiving poorer quality cancer care, including delays in treatment, excessively invasive
treatment, and less access to pain medications and state-of-the-art care (Tosetti & Kuper, 2023).

In addition to cancer care inequity, disabled people are often overlooked in health and social care
research and public health interventions. Despite their lived-experience expertise, disabled people
often remain excluded from health and social care research due to inaccessible and limited
opportunities to participate, and activities that fail to recognise the barriers to engagement (NIHR,
Include Project, 2020). Building capacity within the voluntary and community sectors to conduct
research with their communities is one approach to improve equity in health and social care research
and provision (McDonald & Raymaker, 2013). Community organisations and charities have well-
established relationships within their communities, often making them well-placed to conduct
research that reflects the needs of their members (Department for Digital, Culture, Media and Sport,
2022). When used with disability communities, participatory approaches could be more accessible and
inclusive, with participants respected and valued as partners in knowledge creation (Blumenthal et al,
2013; Lawson et al,, 2015; Isaacs et al,, 2020). One such approach is the Community Researcher Model
used by Bournemouth University Public Involvement in Education and Research (BU PIER), which
supports and mentors people with lived experience to undertake research. This article reflects on the
effectiveness of the BU PIER Community Researcher Model on capturing and representing disabled
people’s experiences of cancer care, and shares recommendations to improve practice within
asymptomatic screening and primary cancer care for disabled patients.

1.1 A note on language
Language can be a powerful tool to express an individual's experience, as well as perspectives towards

disability and identity (Bottema-Beutel et al, 2021). Participants and community researchers used a
mixture of language to express their disabled embodiment and experiences. Therefore, we use a mix
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of identity-first (i.e. disabled person) and person-first language (i.e. person with disabilities) to best
represent everyone involved in this project.

2. Approach

The 'What | would like to say... project involved two disabled community researchers (K.M. and R.T.) to
carry out creative and engaging workshops and interviews with 45 disabled people, with the support
of Bournemouth University's PIER team (K.J. and S.C-C.), and a cancer Clinical Nurse Specialist (A.D.).
This pilot project was a part of the ‘Whatever It Takes — Cancer Care for Everyone' programme
(Wessex Cancer Alliance, 2023).

The aims of this pilot project were threefold: 1) to build capacity within a community for engaging and
leading on inclusive research; 2) to understand and share the cancer service experiences of disabled
participants across Wessex; and 3) to further develop the BU PIER Community Researcher Model. We
have shared the specific cancer care experiences of participants elsewhere (Tansley et al., 2024). In this
article we focus on how the BU PIER Community Researcher Model built the capacity of the
community researchers and has lead to further work to improve access of cancer services in both
academic outputs and applied practice in Wessex hospital settings.

The BU PIER Community Researcher Model enables individuals who have personal experience with the
subject being discussed to feel at ease in sharing their perspectives, while also fostering their
confidence to take on roles as peer mentors and community researchers. The model follows eight
principles:

1. Listening and insight gathering.

2. Leadership engagement and commitment.
3. Collaboration and community engagement.
4. Empathy and understanding.

5. Building trust through relationships.

6. Flexibility and person-centred approaches.
7. Awareness and education activities.

8. Cultural and perceptual shifts.

These principles have been developed throughout different projects (Hand et al,, 2026; Hughes, 2025;
Munday & Tansley 2026) and are based in the understanding of the differences between priorities and
motivators in the system world and the lifeworld. Within the system world, research is often perceived
as a clearly outlined process: objective and transactional, where participants supply data to
researchers, often leading to an imbalanced power dynamic (Farr, 2018). In contrast, the lifeworld
involves individuals collaborating on projects with their own motivations and desired results, with
priorities generally stemming from values, relationships, communication, and everyday experiences
(Green & Johns, 2019). The BU PIER Community Researcher Model was chosen for the current project
as it involves lived experienced experts and community collaborators setting the priorities, while being
assisted by the wider research team, shifting the conventional research power dynamic.

Cancer and healthcare (especially that which involves intimate care) can be difficult experiences to
discuss. The psychological safety of participants and the research team was vital. Throughout the
workshops, the cancer Clinical Nurse Specialist (A.D.), with her depth of cancer knowledge and
connections to the NHS, supported participants and researchers throught. A.D ensured everyone felt
supported whilst sharing their cancer service stories, and signposted when needed.
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This study was carried out in line with the principles of the Declaration of Helsinki. Approval was
granted by the Ethics Committee of Bournemouth University (Date 21/10/22, No.45815).

2.1 Data Collection and Analysis

We used convenience sampling (Galloway, 2005), drawing on our networks of community connections
across the Wessex region, including Autism Hampshire's Fareham Serendipity group; the Dorset Blind
Association; the Multiple Sclerosis Centre Dorset; and the Bournemouth and Poole Lymphoedema and
Lipoedema Support Group. These findings were supplemented by a semi-structured video call
interview with a member of the Royal National Institute of Blind People recruited through purposive
sampling (Patton, 2002) after they shared their experiences of local breast cancer care on national
radio. Overall, we spoke to 45 people with a range of disabilities, ages, genders and experiences
through four face-to-face creative arts-based workshops.

We decided to use an arts-based method to enable participants to explore their subjective
experiences, feelings, and emotions (Leavy, 2020). These methods have proven useful when gathering
data and disseminating findings, when exploring complex research topics where more traditional
methods are not always sufficient (Holgate et al,, 2012; Vaart et al,, 2018). Due to the sensitive nature
of our research topic, and to make workshops fun and accessible to groups with mixed abilities (Fenge
et al, 2011), participants were encouraged to create a piece of art that represented them and their
experiences of asymptomatic screening and primary cancer care. Creative workshops lasted up to two
hours, with a semi-structured, flexible agenda. During the creative workshops, research team members
spent time with participants listening to and capturing what they said using prompts such as ‘what
would you like to say about your experience with cancer services?’, ‘What has brought you comfort?’
and ‘what is your story?’ as required.

We used thematic analysis (Braun and Clarke, 2021) to identify similarities and differences across
participant experiences. After initial coding by all research members, codes and themes were explored
and defined by K.M. and R.T. until an accurate reflection of the data, equally valuing lived experience
and clinical and research expertise, was achieved. This ensured that lived experience, practice and
academic perspectives were all valued.

3. Results

Participants shared workshop-specific insights around the themes of accessibility, being in a relaxed
environment, and feeling listened to and valued, as well as recommendations for improving practice in
cancer care. These results highlight the effectiveness of the BU PIER Community Researcher Model for
capturing and representing disabled people’s experiences of cancer care.

3.1 Accessibility

Adjustments were made throughout the process to meet individual access requirements. The team
shared project information at one of the group’s drop-in events. The group leader then visited
Bournemouth University to complete their risk assessment and shared, “We don't have a community
building, so we need to go to places for activities. Research needs to be a trade-off for the group to
get a free accessible session [...] the payments towards travel costs really helped make a difference.”
Additionally, they shared that the room worked well as it was close to the accessible toilets and the lift,
and they appreciated being guided by a member of the research team to the workshop room.

On the lead-up to engaging with Autism Hampshire, the community researchers reflected on their
autistic lived experiences and offered the group more specific support, including a detailed outline of
the workshop plan and a ‘'meet the team’ document with photos and short bios of each research team
member. An autistic participant shared, "The purpose of what you were doing and why you were doing
it was all very clearly explained beforehand.” The BU PIER Community Researcher Model allowed for
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more connections between researchers and the participants, connecting through shared experiences
was an important part of making the sessions more accessible and more fruitful.

3.2 Creating a Relaxed Environment

Creating and maintaining a relaxed environment with clear choices of ifand Aow participants engaged
allowed participants to "Really relax” and share their experiences on things they “Would not normally
talk about”. One participant shared that the art process was a good way to "Express our emotions
towards how we feel about our experiences with cancer services”. The Autism Hampshire group leader
shared that having a creative activity to focus on enabled their members, “Who are often quite anxious
with new people and new activities to really engage, and it really did translate into the message of
ownership of the project.”

Figure 1: Participant’s hand maps

Note. This figure shows a collection of hand map artworks from the creative workshops. The hands are
individually decorated with pom-poms, sequins, feathers and colourful handwriting. The hands are set
out to make a large heart shape against a stark white background.

The creative workshop design, often used within the BU PIER Community Researcher Model, was an
effective, relaxing and joyful method to gain contributions from participants (many of whom were
participating in research for the first time). Creative workshops allowed participants with different
needs to join in at a pace and level which suited them, and small group sizes allowed participants to
direct the conversation (Coemans and Hannes, 2017; @rngreen & Levinsen, 2017). Creative workshops
were a process of playful and often joyful experimentation, creating the conditions for comfortable
sharing of experiences, appreciating participants as experts in their lived experience (Wang et al.,
2017).

Another group leader reflected, “The team were fantastic at making everyone feel comfortable. | was
amazed at how open and comfortable people were to chat with the team.” They shared that having
autistic community researchers made the group feel more comfortable with sharing their experiences
as they would "Understand what its like". This shows the effectiveness of working with community
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researchers who share identity and life experiences with participants. Community researcher R.T.
reflected:

As someone with Crohn’s Disease who has spent a lot of time in hospital and undergoing
cancer screening myself, it was eye-opening to realise how much my own experiences
resonated with what everyone else had to say. This helped me to both recognise where our
recommendations should lie and to look inwards and understand that | was not in fact alone
in my own experience.

3.3 Ensuring Participants Feel Listened to and Valued

Several participants shared that they felt listened to and valued, “[Members] had one-to-one attention;
this is something the group really values and responds to, as they often feel that they don't have a
voice.” This one-to-one attention was possible due to the amount of research team members in the
room, and the ability to use our different skills and attributes to engage people in a personal manner.
The community researcher’s have had previous experiences of engaging in research that was
inaccessible, harmful or felt extractive and they did not want to replicate that, as K.M. reflected:

It was important to me that the sessions were as accessible as possible. | have been a
participant in autism research which has been terribly designed and it made me feel invalid... |
did not want our attendees to feel this way at any point in our journey together. | want other
disabled people to feel listened to, to feel seen, cared for and respected.

One participant explained that they were happy to share their story, especially as it may help other
visually impaired people in the future, “| felt listened to today... the more information there is, the
better, even if it takes time to filter through.” This participant was initially hesitant to come to the
workshop due to their anxiety; however, with the support of their carer, they were able to attend and
became increasingly comfortable engaging with the workshop. All groups reflected that they felt the
workshop was worthwhile and they were happy to have contributed to the ‘What | Would Like to
Say..." project.

Figure 2: Visually impaired participant’s hand map
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Note. A large pre-printed hand. Words surround the highly-textured and colourful artwork. Phrases
include: | feel unsafe; | feel white fury; care is predicated towards the normative body.

3.4 Recommendations for Improving Asymptomatic Screening and Primary Cancer Care

Facilitating accessibile and relaxed workshop environments where participants felt listened to and
valued allowed us to effectively capture participant’s suggestions for service improvements with three
key areas: compassion and reassurance matter; effective communication is key; make accessibility a
priority.

3.4.1 Compassion and Reassurance Matter

Many of the participants shared that a person-centred approach would mitigate some of the anxiety
they felt when engaging with primary cancer care. Recommendations for practitioners included:

e Provide clear information to patients of what to expect during the process, being mindful to

reassure patients where needed.

e Take care not to rush patients through examinations to avoid depersonalising their
experience.
3.4.2 Effective Communication is Key

Participants spoke of effective communication as being a core aspect of supporting their
understanding during primary cancer care, supporting informed decision-making. Recommendations
for practitioners included:

e Support patients to make informed choices through stronger collaboration between

physicians and patients.

o Work across specialisms to ensure the right course of action that considers all aspects of a

patient's health and care needs.

e Engage in training about patients’ different communication needs to support improved

information sharing.

e Find ways to identify patients’ support needs to help staff recognise where adaptations may
be required.
3.4.3 Make Accessibility a Priority

Healthcare settings should prioritise ways of supporting patient attendance through an individualised
approach. Recommendations for practitioners included:

e Provide patients with clear directions and information in advance of appointments to allow

time for planning.

e Prioritise overcoming physical access barriers in the buildings you work in to avoid incomplete

screenings and undignified procedures for patients.

e Improve accessibility by providing patients with options that meet their needs.

4. Discussion
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The BU PIER Community Researcher Model follows the principle that individuals who are most affected
by an area of research should be involved in directing all stages of the research cycle; this involves
drawing on their expertise as community members to understand their lived experiences, and to
identify problems and their potential solutions (Wang et al,, 2017). Under this model, the community
researchers were able to connect with people who may otherwise have been unwilling to engage,
allowing the creation of meaningful work with participants (Hughes & Duffy, 2018; Shore, 2003). The
lived experiences of the community researchers allowed open and honest conversations with
participants through shared understanding and culture, as well as shared experiences of cancer care
(Emerson et al, 2024; Tansley et al, 2024). This was especially exemplified in the Autism Hampshire
group as the community researchers were able to navigate the potential anxiety of autistic group
members around a change in routine (Beardon, 2021). Feedback from many of the participants across
the workshops was one of finally being listened to and understood, and, as a result, the data captured
was rich and in-depth.

Central to the BU PIER Community Researcher Model is creating safer spaces for participants to share
their experiences without judgement. Conversations were at the pace of the participant, and often
many things were discussed before talking specifically about cancer care. This allowed time for
participants to relax into the process, and for the research team to contextualise participants’
experiences within their everyday lives. Sharing these conversations over tea and biscuits allowed for
conversations to feel more relaxed, and for participants to feel listened to and valued. Choice and
autonomy were also built within the research team. The community researchers were given choices in
how and when they wanted to be involved with the project. They preferred to lead in most instances
and provided a safe environment for other team members to ask questions and develop a shared
understanding of disability. The choice of language and disability frameworks used within the project
were directed by the community researchers and in line with participant preferences, i.e., the
Neurodiversity framework (Chown, 2021),

The asset-based approach of the BU PIER Community Researcher Model was an effective method to
mentor and build the capacity of the community researchers and community partners. As K.J., BU PIER
lead, reflected:

Being involved in this process has furthered my understanding of the demands and rewards
associated with using the BU PIER Community Researcher Model. It has cemented my
confidence in the power of partnership working where relationships are at the heart of the
process. This way of working invites and inspires transformative relationships where all
involved have the opportunity to see things from new angles and learn and grow together.

K.J, shared how the ‘What | would like to say..." project achieved its third aim of further developing the
BU PIER Community Researcher Model. This is the first instance in which the model was used when
working with people with disabilities, and shows that is can be adapted to support different research
aims and populations.

Additionally, the BU PIER Community Researcher Model has been effective for its second aim: to
understand and share the cancer service experiences of disabled participants across Wessex. Shared
through academic journals which go directly to community nurses (Tansley et al, 2024), shared at
several cancer research conferences, as well as at the All Party Parliamentary Group on Cancer
(Munday & Tansley, 2023). This has given the community researchers the confidence and ability to
lead the second phase of this work (see Munday & Tansley, 2026). Furthermore, at the time of writing,
the community researchers are working with two hospitals in Wessex to improve the accessibility, and
gender inclusion, of their screening services. This is in conjunction with another research team who
used the BU PIER Community Researcher Model on a previous project entitled Trans Aware Cancer
Care (Hand et al., 2026). This is evidence of the effectiveness of the BU PIER Community Researcher
Model in its first aim: to build capacity within a community for engaging and leading on inclusive
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research. Moreover, the aforementioned anxious workshop participant is now a BU PIER member who
contributes their lived experience to research conducted at the centre.

The outcomes of this project were further reaching than was anticipated and included the experience
gained by community researchers, improvement of the research team’s knowledge, breaking down
barriers to participation, and creating epistemic communities in which we all learn from one another.
The highlight of such work is not only the methodology, but the ability to underpin accessible practice
that leads to better diagnosis and treatment for people with disabilities. We have started to apply this
both within our own practice as a clinical nurse specialist (A.D.) and as community researchers working
closely with two mammography teams to improve the access, and the potential treatment outcomes,
of disabled patients in Wessex.

5. Limitations

Despite a diverse range of abilities, disabilities, age and gender, our participant pool lacked ethnic and
racial diversity. Future work in this area must include groups and individuals at the racialised and
disabled intersection and include community researchers from more diverse cultural and ethnic
backgrounds. This should include working alongside Global Majority disability groups such as ADHD
Babes, Scottish Ethnic Minority Autistics (SEMA), and Differently Abled Muslims. Similarly, the
participants in the current study were already receiving support through their social group. Future
research would benefit from engaging with participants who have less access to support groups,
including those from more remote areas, as well as those who are vulnerably housed, unhoused, or
live nomadically.

6. Conclusion

The BU PIER Community Researcher Model allowed for community researchers to be at the heart of all
aspects of this project, which was essential in hearing, understanding, capturing, and amplifying the
voices of participants. Focusing on accessibility, an informal and relaxed atmosphere, and enabling
participants to feel valued and listened to produced deep findings from the knowledge and lived
experiences of all involved (Tansley et al., 2024). The BU PIER Community Researcher Model offers an
effective approach for inclusive research with disabled communities and has the potential to inform
improvements in asymptomatic screening and primary cancer care. It is important to note however,
that what worked for this group of disabled participants and community researchers may not work for
others. The crucial elements for future projects are relationships and trust, building this from the point
of recruitment and role-modelling within the research team so that it can be seen, felt and heard
within workshops.
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