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Black communities in the UK are two to three times more likely 
to develop myeloma than white populations and are diagnosed 
at younger ages. Despite this elevated risk, these communities 
face systemic barriers: delayed diagnoses, underrepresentation 
in clinical trials, limited culturally relevant information, and poorer 
treatment outcomes

Myeloma UK recognises the disproportionate challenges faced by 
Black communities and sought to build a deeper understanding 
of these experiences, while contributing to meaningful 
improvements in awareness of myeloma. To support this work, 
we partnered with the Race Equality Foundation, a specialist 
organisation with expertise in health inequalities. Together, we 
delivered a project focused on understanding the issues facing 
Black people affected by myeloma and raising awareness 
of the condition.

This report presents the culmination of our research, engagement 
activity and the invaluable contributions of our co-production 
group. It brings together the insights, experiences and evidence 
gathered throughout the project, translating them into a set 
of recommendations and our clear commitment to action. We 
are optimistic that, through continued collaboration, meaningful 
change is possible. We conclude with a system wide call to action 
to improve the collection and accuracy of ethnicity data across 
the cancer pathway, helping to build a clearer understanding 
of inequalities and improving outcomes for Black communities 
affected by myeloma.
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Part 1 

Context and research
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Summary

The Race Equality Foundation was tasked with designing and delivering 
a series of interviews and focus groups with people living with myeloma, 
as well as carers and family members, from Black communities. These 
discussions uncovered lived experiences across the diagnostic and treatment 
journey, identified key barriers to early detection and care, and explored 
trusted sources of information and support. The insights generated 
directly informed the development of culturally sensitive, co-produced 
awareness-raising materials. These included a series of tailored videos 
and posters to raise awareness of myeloma amongst Black communities. 
These resources will play a critical role in improving symptom recognition, 
encouraging earlier help-seeking, and ultimately supporting earlier diagnoses 
and better health outcomes for Black communities. 

This work captured lived experiences and identified barriers to timely 
diagnosis and equitable care, directly informing the co-production 
of awareness resources that are meaningful, accessible, and culturally 
relevant. Four interconnected themes emerged across the data:

1. Delayed diagnosis and systematic barriers

•	 Many participants reported prolonged diagnostic journeys, often 
spanning months or years, with symptoms misattributed to benign or 
lifestyle causes.

•	 Service pressures – brief GP appointments, high staff turnover, 
and fragmented care – further compounded these delays.

•	 Racialised assumptions and the dismissal of self-reported symptoms 
hindered timely investigation.

2. Trust and communication

•	 Participants described strained interactions with healthcare professionals, 
due to being dismissed, disbelieved, or inadequately informed.

•	 Poor communication, reliance on medical jargon, and a lack of culturally 
sensitive dialogue left patients and carers feeling disempowered.

•	 Trust was undermined by systemic failures, leading some participants 
to disengage from services or seek private care at personal financial cost.
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3. The role of support systems

•	 Faith, family, and community were central to participants’ ability to cope 
with diagnosis and treatment.

•	 Families frequently acted as advocates and informal gatekeepers, 
ensuring patients were taken seriously and could navigate complex 
care pathways.

•	 Community and religious networks offered emotional solidarity 
and information-sharing, compensating for gaps in institutional care.

4. Awareness, representation, and advocacy

•	 Participants emphasised widespread informational invisibility: most had 
never heard of myeloma before diagnosis, and healthcare professionals 
often lacked awareness.

•	 A lack of representation in patient materials, support groups, and clinical 
research created a sense of symbolic invisibility and exclusion.

•	 Many participants took on advocacy roles, raising awareness in families, 
churches, mosques, and community spaces. While vital, these efforts 
highlight gaps that healthcare institutions should be filling.

Key learnings

These findings reinforce evidence of structural inequalities in cancer 
care, showing how delayed diagnoses, poor communication, and a lack 
of representation intersect to shape poorer outcomes for Black patients. 
At the same time, they highlight the resilience and resourcefulness 
of families and communities in responding to systemic shortcomings. 
Sustainable improvement requires institutional action: better training 
for healthcare professionals, culturally tailored awareness campaigns, 
greater representation in research, and investment in trust-building with 
Black communities.
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What the existing evidence tells us

Myeloma, also known as multiple myeloma, is a blood cancer that 
disproportionately affects Black populations, placing them at a significantly 
higher risk of developing this form of cancer compared to other ethnic 
groups. However, despite this disparity, there remains a notable lack 
of research exploring the impact of myeloma specifically on Black 
communities in the United Kingdom. This review of the evidence seeks 
to bridge this gap by examining existing knowledge and highlighting areas 
for further investigation.

About myeloma

Myeloma is a blood cancer arising from plasma cells – a type of white blood 
cell that form part of the immune system. At any one time there are over 
35,000 people living with myeloma in the UK. It accounts for 15 per cent 
of blood cancers, and two per cent of all cancers.

Myeloma develops when DNA is damaged during the development of a 
plasma cell. This abnormal cell then starts to multiply and spread within the 
bone marrow. The abnormal plasma cells release a large amount of a single 
type of antibody – known as paraprotein – which has no useful function.

Most of the medical problems related to myeloma are caused by the build-up 
of abnormal plasma cells in the bone marrow and the presence of the 
paraprotein in the body.

Unlike many cancers, myeloma does not exist as a lump or tumour. Myeloma 
affects parts of the body where bone marrow is normally active in an adult, 
such as in the bones of the spine, skull, pelvis, rib cage, long bones of the 
arms and legs and the areas around the shoulders and hips.

The most common symptoms of myeloma include:

Fatigue Bone pain Easily broken 
bones

Recurring 
infection

Kidney 
damage
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Myeloma is a relapsing-remitting cancer. This means there are periods 
when the myeloma is causing symptoms and/or complications and needs 
to be treated, followed by periods of remission or plateau where the myeloma 
does not cause symptoms and does not require treatment. Unfortunately, 
though, myeloma is currently an incurable cancer.

Prevalence of myeloma and social factors

Disparities in the incidence and prevalence of myeloma are influenced by 
sociodemographic factors such as age, gender, and race/ethnicity. Age 
plays a prominent role, as incidence rates are markedly higher among 
older populations.

Myeloma is the most common blood cancer affecting Black people, 
and 2–3 times more common in Black people than in white people. Black 
people are also more likely to be affected and diagnosed younger – around 
age 66 – compared to white people at 70.

Research has shown that ethnicity is a significant factor influencing the 
incidence and prognosis of myeloma, with Black individuals at the highest 
risk of developing myeloma worldwide. Further disaggregation comparing 
the incidence of myeloma among Black African populations, Black Caribbean 
groups, and individuals of Mixed ethnic backgrounds remains limited, 
suggesting further research is needed to understand differences in incidence.

Delayed diagnoses and impact

Myeloma can be difficult to detect because of the broad and non-specific 
symptoms associated with the disease which can create challenges in the 
diagnostic process.

Delayed diagnosis in the context of myeloma patients is yet to have a 
universal or agreed upon definition; however, we have defined it as including 
“all patients who saw a GP more than three months prior to diagnosis or who 
were diagnosed in an emergency setting.”

Blood cancer patients frequently face challenges in obtaining timely 
diagnosis, with many experiencing multiple consultations in primary care 
before referral to specialists. In our previous report, ‘A Life Worth Living’ 
(published in 2022), we found that 50% of myeloma patients reported a 
delayed diagnosis, and that 34% of myeloma patients visit their GP at least 
three times before getting a diagnosis.
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The repercussions of delayed diagnosis are severe. Delayed diagnosis 
is associated with profound health complications; for example, patients 
frequently experience spinal fractures, renal impairment, fatigue, 
and recurring infections, which severely impact quality of life. Later diagnosis 
can also mean that more intensive treatment is needed faster to handle the 
more advanced disease and can be harder to tolerate.

Whilst most myeloma patients experience delayed diagnosis, some evidence 
suggests that delayed diagnosis may have a greater impact on quality of life 
amongst Black myeloma patients. Myeloma UK found that Black, Asian 
and minoritised ethnic participants in their study reported greater financial 
burden (40% compared to 11% of white patients), mental health struggles 
(43% compared to 30% of white patients) and a negative impact on family 
responsibilities (55% versus 33% of white patients). These disparities 
suggest that the consequences of delayed diagnosis may exacerbate existing 
ethnic health inequalities.
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Driven by 
lived experience

Developing our co-production methodology

In order for the project to be a success it was vital that a co-production 
group was established to bring together lived experience with clinical insight 
and community voice. The group was open to Black African and Black 
Caribbean individuals with lived experience of myeloma, either as patients or 
carers as well as professionals working in clinical care and support services.

In total, the co-production group comprised nine individuals, whose 
contributions were vital to the project’s success. Over the course of the 
project, group members refined the interview and focus group topics, advised 
on culturally sensitive engagement methods, and provided feedback on the 
awareness-raising materials.

Their ongoing input ensured that the project remained grounded in real-world 
experiences and that the outputs reflected the needs, language, and values 
of the Black communities we aimed to reach.
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Insights from  
lived experience

The findings presented in this section draw on the research interview 
testimonies of Black people living with myeloma, and their families (see 
Appendix for a breakdown of participant demographics). They highlight 
the ways in which structural inequalities shaped their diagnostic journeys, 
interactions with healthcare professionals, reliance on support systems, 
and engagement with awareness and advocacy efforts. Across the 
evidence gathered, participants emphasised that their experiences could 
not be explained simply in terms of individual encounters, but instead 
reflected systemic patterns of delay, dismissal, and exclusion. At the same 
time, the data reveals the resilience of patients and carers who, through 
faith, family, and community networks, sought to fill gaps left by healthcare 
institutions. Together, these findings point to both the challenges faced 
by Black communities within the current system and the resources they 
mobilise in response.

Four cross-cutting patterns emerged: these are understood not as separate 
issues, but as mutually reinforcing dynamics that shape the conditions 
for timely, equitable myeloma care for Black communities.

Delayed diagnosis

Delayed diagnosis emerged as one of the most salient and distressing 
experiences among Black people living with myeloma. Across the focus 
groups and individual interviews, participants repeatedly described:

•	 Prolonged diagnostic timelines, often characterised by misattribution 
of symptoms (e.g., bone pain read as musculoskeletal strain; fatigue 
framed as lifestyle or linked to menopause).

•	 Minimisation by healthcare professionals.
•	 A general lack of awareness – both among primary healthcare providers 

and patients – of the nature and early indicators of myeloma.
•	 Systemic issues such as brief consultations, long referral waits, high 

staff turnover, and discontinuity across general practice also contributed 
to these delays.
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Not all diagnostic stories were negative. A few participants described more 
responsive experiences, although these were rare.

“ When the result of X-ray came, my GP referred me 
immediately to the hospital… I went through the 
hospital, they make a CT scan and a lot of X-rays, 
and they immediately refer me to [the] haematology 
department. ”

However, these positive accounts were markedly fewer. Indeed, for some 
participants, diagnosis occurred only after a critical deterioration in health.

“ Basically [it was] four years of misdiagnosis... 
menopause, age, doing too much training... But I know 
the difference between muscle pain and bone pain... 
this is different, because it’s all over... nobody knew 
what was wrong with me... I became really, really 
tired... I couldn’t get out of bed... and I thought, this 
isn’t right. ”

“ I collapsed… I didn’t know I passed out or whatever. 
So, I didn’t know where I was, to be honest… I had to 
have a blood transfusion… I nearly lost my life… That’s 
when the doctors… that’s when they found I’ve got 
myeloma. ”
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Trust and communication

An important theme that emerged from participants’ stories was the quality 
of communication between Black patients and healthcare professionals, 
and how this shaped their experiences of care.

For instance, many participants described a sense of being dismissed, 
disbelieved, or being spoken down to by healthcare professionals when first 
experiencing myeloma symptoms. This sense of not being “seen” in ways 
that affirmed their concerns about their health contributed to an ongoing 
sense of mistrust towards healthcare services.

Others emphasised how assumptions based on ideas of strength or resilience 
may have contributed to diagnostic delays.

“ That’s all it is, not being taken seriously…[B]ecause 
maybe we don’t scream and shout as much. Because 
we’ve, you know, we’ve trained ourselves to thinking 
we need to be more encompassing for people to sort 
of welcome us in, so we don’t want to cause a fuss, 
so we’ll just leave the A&E or leave the surgery, as 
opposed to insisting that, you know, our concerns are 
taken seriously. And you know, just because I’m not 
shouting or I’m not regularly there, it doesn’t mean that 
I’m not in pain. ”
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Several participants described being overwhelmed by medical jargon or 
receiving information that did not accommodate health literacy needs. 
Other participants reported receiving information that was either insufficient 
or poorly timed, leading to confusion or distress during treatment 
decision-making.

“ They just told me I had this thing [...] multiple myeloma 
[...] no one explained what it meant. I had to go home 
and look it up myself. ”

The issue of trust therefore featured heavily across most participants’ 
stories. Participants expressed long-standing scepticism towards the NHS 
and described how previous negative experiences informed a reluctance 
to engage with services until their health had worsened. One interview 
participant spoke about the care she received during treatment for myeloma:

“ The care was poor. The care was literally poor. I was in 
pain for nearly 12 hours, and I keep ringing the buzzer 
and nobody would come and see you […]The care staff 
would come in there and switch off the buzzer. ”

Trust is not simply a product of individual interactions but is shaped by 
histories of institutional racism and marginalisation. When patients feel they 
are not heard or believed, particularly in matters as serious as cancer, they 
may be less likely to engage with primary and preventative care because 
of fears of the care they might receive.
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The role of support systems

For participants living with or caring for someone with myeloma, faith, family, 
and community played central roles in navigating the emotional and practical 
challenges of diagnosis, treatment, and ongoing uncertainty. Importantly, 
reliance on these support systems was not simply a matter of cultural 
preference or personal choice; rather, it reflected the ways in which patients 
and carers adapted to gaps in institutional care.

Faith was frequently described as a stabilising and empowering force across 
interviews and focus groups.

“ From day one, I’ve trusted the process and I’ve trusted 
God because it’s like he’s the one that’s going to carry 
me through…[A]t the end of the day, I just, I actually 
relied on my faith. ”
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In addition to spiritual beliefs, the presence of family was repeatedly cited as 
essential. Family support was rarely passive; instead, it was active, organised, 
and often collaborative.

“ Full support. My children was helping me. My wife 
helped and the hospital was also getting some support. 
Practical support, emotional support, medical support. 
Yeah, those things because you, when you are sick, you 
need somebody to take care of you. ”

Participants described local churches, cultural associations, WhatsApp 
groups, and informal peer networks as critical sources of support. These 
networks offered both emotional solidarity and practical knowledge-sharing.

Some participants commented that they turned to faith and community 
precisely because the formal system did not provide culturally safe spaces or 
continuity of care. As one woman noted:

“ The Black people, the church network, because beyond 
your direct blood related and siblings, you can also 
find a sort of larger community. And a lot of people are 
alone or lonely. For them, when they come to church, 
that’s the time where they can mingle. ”

Understanding the significance of these support systems therefore sheds 
light not only on the resilience of individuals and communities, but also on the 
structural shortcomings within healthcare that make such resilience essential.
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Awareness, representation and advocacy

The final theme to emerge strongly from both interviews and focus groups 
was the urgent need for greater awareness, stronger representation, 
and more effective advocacy around myeloma within Black communities.

A profound lack of awareness was evident among participants: the majority 
reported that they had not heard of myeloma prior to their diagnosis, 
and none were aware of the elevated risk within Black communities. This 
information gap shaped both individual and collective experiences of illness, 
contributing to delays in seeking care, uncertainty about treatment options, 
and a deep sense of isolation.

“ My GP had never heard of myeloma…We’re just going 
to have to learn together[…] Neither of us heard of it at 
that time. ”
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Alongside informational gaps, the lack of representation of Black communities 
during the myeloma journey was a recurring concern. Participants 
emphasised how valuable it would be to see themselves reflected in cancer 
support groups, educational materials, and clinical settings. Representation 
was not simply about inclusion but about recognition, belonging, and the 
ability to identify with others living with the condition.

“ The one thing that I thought would be really good is, if 
it’s a visual thing, having a video of someone who’s got, 
different shades of black or brown, sharing something 
because then it’s like, well, I can just resonate with you 
because, you’ve got it and I’m one of you. ”

While community advocacy was recognised as powerful, participants were 
clear that such efforts should not substitute for institutional responsibility. 
They called for targeted awareness campaigns, inclusive research, 
and culturally specific support services to ensure Black communities were 
not left to bridge the gap alone.

Concerns also extended to research participation. Several participants 
questioned whether Black patients were given the same opportunities 
for inclusion in clinical trials as their white counterparts.

“ This is the thought that just come into my head because 
you said, was I given a choice? Well, was there a 
choice? Is the same choice offered to a Black person 
gets, is it the same that a white person’s offered, or is 
different treatment better than one to the other? ”

Where representation and tailored messaging are absent, visibility, 
trust, and uptake suffer. Community advocacy partially compensates 
for institutional neglect, but sustainable change requires systemic action.
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Conclusion

The findings highlight both the urgency and the opportunity for healthcare 
organisations and policymakers: to recognise awareness, representation, 
and trust not as peripheral concerns but as structural determinants of access, 
equity, and outcomes in myeloma care.
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Part 2 

Recommendations 
and our commitments
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Recommendations

The recommendations from the research focus on five interconnected areas: 
1.	 improving early diagnosis
2.	 building trust through better communication
3.	 supporting families and communities
4.	 increasing awareness and representation
5.	 driving institutional and policy change 

Together, these actions aim to create a healthcare environment where Black 
people affected by myeloma are heard, represented, and supported at every 
stage of their journey.

The recommendations below will only be achieved through collaboration 
and partnership with the myeloma community, NHS, industry and the third 
sector. It is only by working alongside Black communities, healthcare 
professionals, and system leaders, we can ensure that everyone affected by 
myeloma has the knowledge, support, and care they need and want.

1 Improve  
early diagnosis

•	 Introduce targeted training for GPs and primary care staff to improve 
recognition of myeloma symptoms, particularly in younger Black patients.

•	 Strengthen continuity of care in general practice to ensure patterns 
of illness are recognised earlier.

•	 Develop referral pathways that reduce delays and minimise misattribution 
of symptoms.

2 Build trust through  
better communication

•	 Embed anti-racist and culturally competent communication models across 
cancer services.

•	 Provide patients with accessible, jargon-free information at the point 
of diagnosis, supported by translated and culturally tailored materials.

•	 Increase the visibility of Black healthcare professionals in frontline 
and specialist roles.
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3 Support families  
and communities

•	 Recognise and resource the role of carers and families as advocates 
within the healthcare system.

•	 Partner with churches, mosques, cultural associations, and community 
groups to extend outreach and deliver awareness campaigns in 
trusted spaces.

•	 Provide peer-support opportunities for Black patients with myeloma, 
ensuring representation and shared experience.

4 Increase awareness  
and representation

•	 Co-produce public health campaigns with Black communities, using 
culturally relevant messaging, imagery, and community channels (e.g., 
hair salons, cultural festivals, faith-based events).

•	 Ensure that educational materials, hospital posters, and patient videos 
reflect diverse faces and voices.

•	 Expand recruitment of Black patients into clinical research and trials, 
addressing structural barriers to participation.

5 Drive institutional  
and policy action

•	 Position awareness, representation, and trust as structural determinants 
of access and equity, not optional add-ons.

•	 Commit to systematic data collection on ethnicity across cancer pathways 
to monitor progress and address disparities.

•	 Resource Black-led and community-based organisations to co-design 
interventions that improve health outcomes and build sustainable trust.
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Our commitments

Myeloma UK is focused on real change for Black communities in the 
diagnosis, care and support they receive. The recommendations outlined 
in this report are vital in shaping our work and how we operate as an 
organisation. We commit to embed these insights across our activities, 
and the examples below demonstrate some of the ways the lived experience 
gathered will influence our work.

Clinical education and early diagnosis

We will drive meaningful change by actively involving the clinical community. 
At Myeloma UK, our clinical education already provides high‑quality learning 
modules, webinars and peer discussion through our HCP Hub. We will use 
the findings from this project to shape our new clinical education strategy 
and expand our training offer to equip healthcare professionals with strong 
cultural competency skills.

This report also strengthens our efforts to improve recognition of myeloma 
and accelerate diagnosis. By promoting tools – such as our Myeloma 
Symptom Translator, GP Diagnostic Tool, and Monoclonal Gammopathy 
Laboratory Tool – we will continue to build knowledge across general 
practice and wider healthcare settings. We will also maintain our commitment 
to working with the NHS and other releveant decision makers to develop 
clearer referral pathways and robust diagnostic guidelines.

Visibility of Black healthcare professionals

We will continue to build trust by elevating the profiles of Black healthcare 
professionals within our clinical community, making them more visible 
across our work. We will spotlight their expertise through articles on 
the Myeloma UK HCP Hub, feature more Black speakers at our online 
and in-person events, and intentionally expand our network to include more 
Black healthcare professionals.
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Peer buddy expansion

Peer support is a vital offer to people affected by myeloma, providing the 
opportunity to speak to someone who truly understands their experience. 
Myeloma UK has an existing peer service that matches individuals with 
trained peer buddies who have direct experience of myeloma or a related 
condition, to share insights and navigate challenges together. Building on the 
report findings, we will recruit volunteers from Black communities to broaden 
the diversity of our peer network and ensure more people can access support 
that reflects their own lived experience.

Community connectors

This report highlights the crucial role Black people affected by myeloma play 
as advocates within their own communities. Their lived experience positions 
them to share powerful awareness messages and connect with others in 
ways that resonate. Myeloma UK has already begun piloting the recruitment 
of community connectors to attend coffee mornings, cultural celebrations, 
and other local and national events to increase awareness of the symptoms 
of myeloma as well as the impact of living with this type of cancer. We will 
continue to strengthen and expand this community-led approach, increasing 
outreach efforts to ensure more people hear and can spot the signs 
of myeloma.

Partnership with community organisations

Working together with community organisations is key in making progress 
towards improved outcomes. These organisations bring established 
relationships and credibility within their communities, enabling more 
effective and meaningful engagement. Organisations such as the Caribbean 
and African Health Network (CAHN) have developed tools including the Black 
Health Improvement Framework and hold the secretariat for the All-Party 
Parliamentary Group (APPG) on Black Health. By aligning our efforts we can 
amplify a single clear call for change, strengthening our collective impact.
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Ensuring materials reflect the diversity of the 
myeloma community

It is important that the myeloma community feel recognised and represented 
across the breadth of the work that Myeloma UK undertakes. Our community 
have told us that when they see themselves reflected they feel welcomed 
and valued. As part of this we often showcase lived experience stories from 
people who are affected by myeloma. We will strengthen this approach by 
proactively gathering and amplifying more stories from Black individuals 
and intentionally include images that reflect Black communities.

Research and Clinical Trials 

Incorporating the findings from this project, we will continue working 
to ensure that Myeloma UK research is co-designed and delivered with 
the myeloma community, for the myeloma community. We will influence 
wider myeloma research in the UK to ensure it is working to meet the needs 
of Black communities. Our investment in the development of clinical trials, the 
MyeTRIAL partnership, will work to widen access to clinical trials, ensuring 
nobody misses the opportunity to participate in life-changing research due 
to factors such as race, geography or health literacy.

Data collection

To inform our work and to understand where gaps exist, we need to collect 
demographic data from the people using our support services. Over the past 
year, we have established a baseline by collecting ethnicity and postcode 
data through our Infoline service, and we will continue to embed this data 
collection across the whole charity as a core, ongoing practice. With this 
data, we can better understand who we are yet to reach so that we can 
refine our approach to reach and support more Black people who are living 
with myeloma.
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Part 3 

The data gap 
in myeloma
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Closing the gap through better data

Black communities face a disproportionate risk of developing myeloma, 
experience delays in diagnosis, have reduced access to key treatments, 
and remain underrepresented in clinical trials, as evidenced throughout this 
report. These inequalities cannot be effectively addressed without complete, 
reliable, and routinely analysed data

We already understand many of the factors driving health inequalities in 
Black communities, but without better data we cannot design the targeted 
interventions needed to close the gap. At present, data is captured 
inconsistently across NHS systems and varies from trust to trust, making 
it difficult to build an accurate picture of the disparities experienced by 
Black people with myeloma.

What are we calling for?

Better data: make accurate and consistent ethnicity data collection 
mandatory across the cancer pathway.

What do we mean by better data?

1.	 Mandatory ethnicity recording at all myeloma touchpoints, including 
primary care visits, referral points, diagnostic testing, treatment decisions, 
and clinical trial enrolment.

1.	 Standardised coding and data fields across NHS systems 
and research providers.

What can we do with better data?

Data is only meaningful if tied to action, and with better data, we can 
work towards:

Earlier detection in high-risk communities

Understanding more about the number of Black people who are diagnosed 
with precursor conditions such as monoclonal gammopathy of undertermined 
significance (MGUS) and their progression to myeloma can help in earlier 
detection. If the higher-risk groups are more visible, we can reduce the 
delays in diagnosis through targeted and proactive approaches.
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More targeted public health messaging

Messaging can be shaped in ways that genuinely resonate with Black 
communities. As we build stronger evidence based on the experiences 
of Black people with myeloma, we can share these insights with trusted 
community organisations, supporting them to deliver culturally relevant 
and impactful outreach.

Fairer access to clinical trials

The numbers of Black people recruited to clinical trials is low, which 
exacerbates the existing mistrust in participating in research. By 
understanding more about the data behind the trials, we can make a 
concerted effort to remove the barriers to trial participation.

Informed clinical decision-making

When clinicians have access to better ethnicity data, they can identify 
patterns more accurately and avoid the assumptions that can contribute 
to delayed diagnosis. This improved clinical insight can drive better 
decision‑making and strengthen care throughout the entire myeloma 
treatment pathway.

Investment opportunities

Better data enables the NHS, commissioners and policymakers to make more 
informed decisions about where to direct resources. With this clearer insight, 
funding could be targeted towards high‑risk communities, supporting more 
tailored interventions.

Driving improvements

To understand if these gaps in health inequalities are shrinking, high-quality 
data is needed to measure progress. Accurate and consistent data make it 
possible to understand if interventions are working and where further work 
is needed.
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Access, sharing and transparency

The voluntary and community sector needs access to quality data and more 
effective data-sharing agreements with the NHS. These organisations play 
a vital role in delivering services, and with a more joined-up approach, they 
can make a more impactful contribution to reduce inequalities across the 
whole system.

To tackle inequality, we need system-wide and cross-sector action 
which depends on better, more complete data. By working together with 
stakeholders alongside communities affected by myeloma we can generate 
the evidence needed to deliver the care Black communities deserve.
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Coalition voices

“ Myeloma UK’s report highlights an issue that extends 
far beyond a single condition. Too often, people from 
Black, Asian and minoritised ethnic communities 
experience poorer health outcomes because health 
services lack the data, insight and accountability 
needed to identify and address inequalities. More 
complete and accurate ethnicity data collection across 
the cancer pathway is essential if we are to understand 
where disparities occur, target action effectively, 
and ensure everyone has equitable access to timely 
diagnosis, treatment and support.

	 The Race Equality Foundation is proud to be working 
with Myeloma UK and community partners to help 
strengthen awareness, improve engagement and 
ensure that the voices and experiences of affected 
communities help shape future services. ”

– Jabeer Butt OBE, CEO, Race Equality Foundation
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“ Myeloma UK have rightly recognised the need to 
address health inequalities faced by Black people 
in relation to myeloma and the importance of action 
to address these. I am delighted with Myeloma UK’s 
commitment to a programme of work designed to help 
address inequalities and have had the privilege of 
supporting this work since its inception. The partnership 
between Myeloma UK and the Race Equality Foundation 
has brought together an enthusiastic and committed 
co-production group. Members have given their time, 
shared their myeloma lived experiences and wider 
knowledge to inform, shape and deliver initiatives and 
tools that are helping to raise myeloma awareness 
in Black communities. So far, our impact has been 
positive, and I fully support Myeloma UK’s long-term 
commitment to action. I also strongly endorse their call 
for accurate and consistent ethnicity data across the 
cancer pathway. And I look forward to my continued 
involvement as this crucial work progresses. ”

– Maureen Martin, patient advocate 
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“ Cancer52 strongly supports Myeloma UK’s call for 
better data collection across the myeloma pathway. 
We know that Black communities face disproportionate 
risk of myeloma, and like many rare and less common 
cancers, have poorer experiences and unequal 
outcomes, including delayed diagnosis, lower access 
to treatment and underrepresentation in research.

	 Without complete, consistent and routinely analysed 
data, these inequalities can too easily remain hidden. 
Better data is essential not only to understand where 
gaps exist, but to design, target and evaluate the 
interventions needed to close them. If we are serious 
about reducing cancer inequalities, improving the 
quality and use of data must be a core part of the 
solution. ”

– Chris Walden, CEO, Cancer52
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“ CAHN welcomes this important report and Myeloma UK’s 
call for better ethnicity data across the myeloma 
pathway. Myeloma is a clear example of why better 
ethnicity data must be treated as a core requirement for 
equity, not a technical add-on. When data is incomplete, 
inconsistent or not routinely analysed, it becomes easier 
for delayed diagnosis, poorer access to treatment, 
underrepresentation in research and gaps in culturally 
relevant support to remain unchallenged. 

	 At CAHN, through our APPG on Black Health and the 
Black Health Improvement Framework, we continue 
to call for stronger accountability, better use of 
community insight and more targeted action across 
the health system. 

	 Myeloma UK’s work is a welcome step towards ensuring 
the Black community is seen, heard and better served 
across the cancer pathway. CAHN remains committed 
to working with partners to ensure health inequalities 
are properly identified, acted on and reduced. ”

– Percy Akudo, Head of Strategy & Policy, 
Caribbean & African Health Network (CAHN)
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“ At Black Women Rising, we welcome this important 
report and Myeloma UK’s commitment to tackling 
the inequalities experienced by Black communities 
affected by myeloma. The findings echo what we 
hear time and time again from the women we support: 
delayed diagnoses, not being listened to and a lack of 
representation.

	 We know that awareness alone is not enough. 
Meaningful change requires better data, relevant 
support, which often comes from charities and 
communities, equitable access to treatment and 
research, and healthcare systems that recognise 
and respond to the unique experiences of Black 
communities. No one should feel unseen, unheard, or 
unsupported throughout their cancer journey. ”

– Leanne Pero MBE, CEO, Black Women Rising
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“ You cannot fix inequalities you cannot see. While Black 
communities face a much higher risk of myeloma, 
gaps in the data still make it harder to understand 
where people are being let down and how services can 
improve. We’re supportive of Myeloma UK’s call for 
more accurate and consistent ethnicity data collection 
throughout the cancer pathway. While better ethnicity 
data won’t solve these inequalities on its own, it is 
a vital step towards fairer diagnosis, treatment and 
outcomes. Used alongside people’s lived experiences, 
it can help identify where action is needed most 
and support targeted interventions to reduce health 
inequalities. ”

– Jacob Lant, Chief Executive, National Voices
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Part 4 

Appendix, links, and 
acknowledgements
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Appendix: Participant demographics

Ethnicity

Black African

Black Caribbean

Black Caribbean & White European

30.0%

66.7%

3.3%

Gender
Female

Male

67%

33%

Age

18–25

40–59

60

Prefer not to say

6.7%

36.7%

46.7%

10%

Participant
Type

Lived experience

Carer 26.7%

73.3%
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Links

Myeloma in Black Communities

Explore the videos and lived experience stories created through this project, 
featuring people affected by myeloma. You can also learn more about the 
symptoms of myeloma and download the Symptom Translator resource.

myeloma.org.uk/black-communities

Myeloma UK HCP Hub 

A dedicated online resource for healthcare professionals, offering the latest 
news, expert-written articles, treatment updates, educational resources 
and webinars for those involved in myeloma care.

hcp.myeloma.org.uk

Myeloma UK Strategy 2024–2028 

Learn more about how it was developed and what the myeloma community 
told us mattered most to them. 

myeloma.org.uk/about-us/our-strategy

Race Equality Foundation

Find out more about Race Equality Foundation, our partner in this project, 
and its work to tackle racism across the UK.

raceequalityfoundation.org.uk
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Myeloma UK is the only UK charity focused 

on myeloma and its related conditions. 

We provide support and influence access 

to treatments, while researching a cure.

Every day we work with people affected 

by myeloma, healthcare professionals, 

researchers and scientists, policy makers, 

partner organisations and others who want 

to be part of driving change.

Myeloma UK 
22 Logie Mill 
Beaverbank Business Park 
Edinburgh EH7 4HG

 0131 557 3332

 myelomauk@myeloma.org.uk

 myeloma.org.uk

Registered Charity No: SC026116
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