
Together, we are the cure
A snapshot of our impact in 2024



�We are the 17 people diagnosed with 
myeloma in the UK every day.  

�We are the 33,000 people living with 
myeloma nationwide.

�We are the carers, the friends, the 
families, the loved ones, the Support 
Groups from Glasgow to Guernsey.

�We are the doctors, the nurses, the 
researchers, the scientists, providing 
care and searching for answers. 

�We are the donors, the supporters, the 
fundraisers, the volunteers determined 
to create a better future.

�We are the Myeloma UK team, whose 
energy knows no bounds.

We are Myeloma UK. 
Together, we are the cure.
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Together, we are the cure

When, early in 2024, we chose 
‘Together, we are the cure’ 
to define Myeloma UK, we 
wanted it to reflect two of our 
most powerful characteristics. 
The first – ‘together’ – is the 
breadth and strength of our 
community. The second – ‘we are 
the cure’ – is our effectiveness 
and the scale of our ambition. 
I think it’s fair to say that all of 
these qualities are in evidence 
throughout this Impact Report.  

In 2024, we began implementing 
our new strategy built on real 
experiences and input from over 
700 people. We have always 
been led by people affected by 
myeloma. That will never change.

What is new, however, is that three 
core areas now structure our work.  

�Preventing myeloma

�Treating myeloma

�Living well with myeloma

Throughout this report, you’ll read 
how across each of these areas 
in 2024, our community strength 
and effectiveness shone through.  

2024 has been an exciting and 
fulfilling year, and I’d like to thank 
all of our supporters, colleagues 
and volunteers for enabling 
everything we do. Together, we 
ensure people can live longer, 
better lives with myeloma. 
Together, we are the cure.  

Dr Sophie Castell 
CEO, Myeloma UK
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Our new strategy: 2024–28

Preventing  
myeloma 

By focusing on earlier diagnosis 
and on precursor conditions 
that can develop into myeloma, 
we want to radically reduce 
the proportion of people who 
are affected by myeloma. 

Treating  
myeloma

By helping to deliver cutting-
edge treatments, policies and 
care standards, we want more 
people to move into remission 
for longer, and we want to help 
people feel a greater sense of 
control over their situation. 

Living well 
with myeloma

By improving our understanding 
of living longer with myeloma and 
by offering the best support, we 
want to help everyone live a full 
life after diagnosis – regardless 
of their background and the 
type of treatment they receive. 

For more than 25 years, 
alongside people affected by 
myeloma, we have delivered 
incredible progress. But we need 
to go further, faster, because 
people living with myeloma 
cannot wait.

Our guiding principles  

In everything we do, four beliefs shape our actions.  

We are led by people affected by myeloma. 

We partner with purpose. 

We are representative of all backgrounds and experiences.

We invest wisely, where we can make a difference.

1
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 Preventing myeloma
In 2024, we focused more than ever on understanding the precursor conditions 
MGUS and smouldering myeloma, that can develop into myeloma. We also built 
on our track record of raising awareness of myeloma to stop diagnosis delays.

Bringing precursor 
experts together
Right now, knowledge of the 
precursor conditions MGUS 
and smouldering myeloma is 
limited. We need to know more 
about who is most at risk of 
developing active myeloma and 
how it might be prevented. We 
also need to better understand 
the impact of living with a 
precursor disease. We are 
finding out the answers to 
these questions so we can take 
action to make life better. 

So, in 2024, we brought 
together world-leading 
myeloma experts from the 
UK, Europe and the USA for 
two round-table discussions 
on precursor conditions. 

This valuable insight is informing 
the development of our new 
precursor roadmap, that will 
be launched in 2025. Guided 
by clinicians, researchers and 
people living with myeloma, we’ll 
do everything we can to turn the 
tide on precursor conditions and 
prevent myeloma. 
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Myeloma Awareness Week
2024’s Myeloma Awareness 
Week #InMyeOwnWords 
campaign used people’s  
real-life descriptions to demystify 
myeloma symptoms. The 
campaign got national attention 
with social posts seen 250,000 
times, and featured in many 
national press outlets. Our 
symptom translator, which lists 
people’s real-life symptom 
descriptions alongside the 
language doctors use, was 
downloaded 2,500 times during 
the week. The translator breaks 
through the confusion that stops 
myeloma being seen. You can 
download it here:   

myeloma.org.uk/translator

Janis McCulloch, Head of Campaigns for 
Myeloma UK, visits Westminster

Demanding political 
action together
More than 4,500 of you signed 
our open letter during the 
General Election. The letter 
called for a commitment to work 
with Myeloma UK and the NHS 
to reduce delays in diagnosis, 
investment and support for 

clinical trials, and increased 
research and development 
investment in the UK. The letter 
was sent to all of the political 
parties and led directly to multiple 
questions about myeloma being 
asked in parliament, raising 
awareness among MPs – getting 
myeloma on the agenda. 

Preventing myeloma

Patients’ symptoms in their own words

https://myeloma.org.uk/translator
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 Treating myeloma 
Four new myeloma 
treatments approved 
in 2024
Myeloma UK plays a vital role  
in the approval of new 
treatments – we take part, and 
provide vital evidence in every 
single myeloma treatment 
appraisal that goes through the 
National Institute for Clinical 
Excellence (NICE) which covers 
England and Wales, and the 
Scottish Medicines Consortium. 

This year, with our crucial 
patient insight, we have 
successfully supported the 
approval of four new myeloma 
treatments across the UK 
and campaigned to overturn 
initial decisions from NICE.

Thanks to our efforts the 
restrictions on the approval of 
elranatamab (Elrexfio®) and 
teclistamab (Tecvayli®) which 
limited the number of people 
who could benefit from them 
have been dropped, meaning 
more people can access these 
innovative and highly effective 
immunotherapies.

We also successfully appealed a 
decision by NICE to withdraw the 
treatment IsaPD, which has been 
shown to give people 12 months 
remission. Because of our appeal 
new patients have been able 
to get IsaPD. NICE must now 
formally review the decision in 
2025, and we will continue to 
fight for people to get access. 
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 Treating myeloma

Two life-changing treatments 
were also approved for those 
who have relapsed multiple 
times or have not reponded to 
treatments: 

	• SVD, which is a combination 
of selinexor (Nexpovio®) with 
bortezomib (Velcade®) and 
dexamethasone

	• SD, which is a combination of 
selinexor and dexamethasone.
Selinexor is a new type of 
drug known as a selective 
inhibitor of nuclear export 
and tackles myeloma in a 
completely different way to 
currently approved drugs.

Why access to treatments matters
Graeme was diagnosed with 
myeloma in 2014 and ten 
years on he was running out of 
options. Graeme says, ‘at that 
stage I felt it was the end of the 
line for me.’ Then Graeme was 
given access to elranatamab, 
which he describes as a 
‘wonder drug’. In 2024 
Myeloma UK successfully 
campaigned for restrictions 
on elranatamab to be lifted, 
giving more people access to 

this important 
treatment. 
Graeme is now 
in remission 
and hopeful 
about the 
future, saying, 
‘it’s a lot of treatments  
I’ve had in my ten years, but  
this could be the one. If 
this one fails, there could 
be something again. 
Never give up.’

“	Myeloma UK successfully challenged NICE decisions 
that would have kept treatments out of reach, and 
we’ll continue pressing for the best possible treatment 
pathway.” – Shelagh McKinlay, Director of Research and Advocacy, Myeloma UK
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Funding Research
Investing in myeloma 
research is a key part 
of our strategy. Using precious 
resources wisely, Myeloma UK 
invests where it can drive and 
deliver benefit to those living 
with myeloma.

In 2024, Myeloma UK continued 
10 research projects across a 
wide range of areas to support 
clinical trials, to better understand 
how myeloma develops and 
progresses, improve early 
diagnosis, identify ways to help 
people live better with myeloma, 
and develop new treatments. 

We also established two new 
projects in survivorship (further 
details on page 11).

Later this year we’ll launch our 
2025–2029 Research Strategy. 
Led by the patient voice, our 
investments in research will be 
focused on improving outcomes 
and quality of life, as we work 
towards a cure. 

Improving standards of care
Our Clinical Service Excellence 
Programme (CSEP) evaluates 
and awards accreditations  
to hospitals that deliver 
patient-first treatment, aiming 
to acknowledge and drive-up 
standards of myeloma care 
across the UK. In 2024, we 
accredited 15 new hospitals 
and reaccredited seven. 

This means that a third of all 
hospitals that treat myeloma 
are now accredited. 

We refreshed the programme, 
co-designing it with people 
living with myeloma and 
clinicians. CSEP 2.0 focuses 
more on patient experiences – 
putting them first.

Treating myeloma 

100% 
of hospitals 
said CSEP 
was helpful to 
identify areas 
to review and 
improve
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  Living well with myeloma 
Partnering for racial equality
We know myeloma discriminates 
– black people are two to three 
times more likely to develop 
myeloma than white people. But 
we’re not effectively reaching 
black people, so we formed a 
new partnership with the Race 
Equality Foundation. 

We began by developing a  
co-production steering group 
which means that at every stage 
we’ll be led by black people 
affected by myeloma. We want to 
hear people’s experiences of being 
diagnosed and trying to access 
care, as well as ask for suggestions 
to help us raise awareness and 
communicate about myeloma in 
black communities.

Based on what we learn, we’ll  
co-design campaigns with 
the black community to raise 
awareness, help reduce 
diagnosis delays and ultimately 
improve lives. 

“	Any effort to 
engage the black 
community and raise 
awareness is a step 
in the right direction. 
Awareness and 
education will spark 
conversations, make 
people think twice 
about their symptoms 
and lead to earlier 
diagnoses.” 

Maureen Martin,  
member of the Co-production 

Steering Group   
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First Survivorship Research 
Grants awarded 
People are now living longer 
with myeloma. With support 
from lead donors, we launched 
Survivorship Grants aimed at 
improving quality of life. In 2024 
the first grants were awarded: 

Dr Orla McCourt, a Clinical 
Specialist Physiotherapist in 
myeloma at the University College 
London Hospitals, will explore 
the emotional impact of more 
personalised treatments. As 
doctors are increasingly able to 
analyse someone’s genetic risk of 
developing myeloma and change 
treatment based on how they are 
responding, what impact does 
hearing that information have? 

“	Conversations 
about diagnosis and 
test results can be 
highly distressing, 
and we want health 
professionals to 
understand what 
people are going 
through and to 
support them both 
with information and 
with adjusting and 
managing how they 
feel.” – Dr Orla McCourt  

Dr Marquita Camilleri, a 
Haematology Consultant 
at Cambridge University 
Hospitals, will analyse whether 
new anticoagulants, taken as 
tablets, are as safe and effective 
for people with myeloma 
as traditional anticoagulant 
injections. Tablets are easier 
to take, with fewer visits to the 
doctor but do they work as well 
as injections? This research 
seeks to find out. 

Dr Romi Carriere, our Chapman 
Livanos Survivorship Fellow, is 
investigating whether heart and 
circulatory problems in people 
with myeloma are a result of 
the cancer itself, of intensive 
treatment or are unrelated.

Living well with myeloma   
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 Living well with myeloma

No one has to face 
myeloma alone 

Thanks to your support, we’re 
reaching more people with our free 
information and support services, 
ensuring people living with 
myeloma find answers and the 
confidence to live well. In 2024 we:

�100% of people felt more 
informed after using out 
support services.

�96,750 patient 
information booklets 
were sent or downloaded. 
95% of people felt more in 
control after using them.

�Answered 2,500 calls and 
emails to our Infoline and 
Ask the Nurse services. 
93% said they were 
more confident making 
decisions about treatment 
and care after.

�Held two digital and  
6 in-person Infodays  
across the UK where 
patients connected and 
learnt about myeloma and 
treatments from experts. 

�Over 20,000 people 
receive our monthly e-news 
featuring the latest on 
treatments, research and 
how to get involved.

“Myeloma UK’s Patient 
Information is plain, concise and 
above all reassuring. I feel as if 
you are my friends and there for 
me at every moment.”

“It is just so incredibly nice 
to have the possibility to 
ask questions and to get 
well‑informed, clear and honest 
replies. Big thank you!”

See back cover for details on how to access our services



myeloma.org.uk 13

Expanding our reach through volunteering

We’re committed to reaching 
more people affected by myeloma 
and getting them involved in our 
work –  to help shape and guide  
it – ensuring that the patient voice 
is heard in everything we do. 

Volunteering is a key part of 
this, from our patient panels, to 
support groups, and our Peer 
Buddy service. And of course 
the volunteers who take part in 
getting treatments approved on 

the NHS, making sure patient 
voices are heard by key decision 
makers. The Myeloma UK Board 
of Trustees are also volunteers, 
with expertise in different areas.  

In 2024 we expanded 
volunteering to include office 
volunteers with our corporate 
partners, roles to support key 
fundraising projects and we 
established four fundraising 
groups, led by volunteers. 

We hope to create more 
fundraising groups across the  
UK to raise more awareness  
and funds, helping us to go 
further, faster. 

A huge thank you to all our 
amazing volunteers who donate 
their time, skills and experience. 
Together, we are the cure!

If you’d like to volunteer, email 
volunteering@myeloma.org.uk

“	I felt I could help lead a group – a few 
fantastic people from my support group 
joined me – I can’t wait to see what we 
achieve and what laughs and experience 
we have along the way.” – Louise Greenbank 

Louise Greenbank and her mum. Louise has 
myeloma and leads the Glasgow fundraising group.
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Total raised in 2024: £5,366,703*

*  excludes non fundraising income  	 Please note: all figures on this page are based on draft accounts.

It’s all thanks to you! We are funded by voluntary donations, fundraising activities and 
gifts in wills, from people like you. We don’t receive any government or NHS funding.

Whether you’re doing it for yourself, someone you love, or someone you lost, 
your support helps us go further, faster. Together, we are the cure. 

�Over 390 people 
fundraised through coffee 
mornings, craft and bake 
sales, head shaves, sports 
tournaments and more, 
raising £658,996.

�86 organisations 
provided grants, donated 
or fundraised, raising 
£349,000.

�739 people took on 
challenges, like runs, 
walks, cycles, swims, 
treks and our virtual 
Challenge 24 and 100 
Miles for Myeloma, raising 
over £1 million. 

�37 people left a gift in their 
will, totaling £995,000.

�Over 400 individuals and 
companies supported the 
Myeloma UK Gala and 
raised over £506,000.

� 2,089 people give a 
regular gift, and 1,918 play 
our lottery, which together 
funds over £530,000 in our 
work annually.

And thousands of you gave to our appeals, purchased our Christmas cards, or made a donation 
throughout the year in memory of a loved one or for your own special reasons – thank you!   
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A journey to the Pride 
of Britain Awards 
Ian was diagnosed with myeloma 
in 2021. He was already well 
aware of the disease, as his mum 
died from myeloma in 2000. When 
doctors told Ian he was likely to 
only have a few years to live, he 
became determined to raise more 
awareness of myeloma and to 
fundraise to help find a cure.  

In 2024, Ian walked 190 miles 
coast to coast across northern 
England, from St Bees Head in 
Cumbria to Robin Hood’s Bay 
in North Yorkshire, raising an 
astonishing £15,000.  

“There are numerous charities you 
can support,” he said, “but with 
no cure for myeloma, I thought 
Myeloma UK must be the one.

Any cure is likely to be too late for 
me. But if, through my and others’ 
efforts, we can get a cure in the 
future, then I will be happy.” 

Ian was named ITV Anglia’s 
Regional Fundraiser of the Year 
for West Anglia at the 2024 
Pride of Britain Awards. We are 
so grateful for his support and 
want to congratulate him for 
this amazing achievement. 



Thanks to your support, we’re here  
so no one has to face myeloma alone. 

� 	 Call our Myeloma Infoline on 0800 980 3332 
for practical advice, emotional support and a 
listening ear.

� 	 Learn about myeloma from experts and  
meet other patients at our Infodays and  
Digital Infoday Sessions.  
Visit myeloma.org.uk/infoevents

� 	 Find or join a support group at  
myeloma.org.uk/support-groups

� 	 Order or download our free information 
publications which cover all aspects of 
myeloma, treatment and care.  
Call 0800 980 3332 or visit  
myeloma.org.uk/publications

� 	 Get answers to your questions by emailing  
our specialists on  
AskTheNurse@myeloma.org.uk

� 	 Find us on        @MyelomaUK

Myeloma UK is the only UK charity dedicated to providing support and influencing access to treatments, 
while researching a cure. 

Your support helps us go further, faster. To donate visit myeloma.org.uk/donate or to fundraise, 
volunteer or find out about gifts in wills, contact our Supporter Care Team, on the details below.

 0131 230 0429   SupporterCare@myeloma.org.uk   myeloma.org.uk
Myeloma UK  22 Logie Mill, Beaverbank Business Park, Edinburgh EH7 4HG
Myeloma UK is a registered charity no. SC026116 

tel:08009803332
mailto:AskTheNurse%40myeloma.org.uk?subject=
https://www.facebook.com/myelomauk
https://uk.linkedin.com/company/myelomauk
https://www.instagram.com/myelomauk
https://x.com/MyelomaUK
https://www.tiktok.com/@myelomauk
tel:+441312300429
mailto:SupporterCare%40myeloma.org.uk?subject=
https://www.myeloma.org.uk
https://www.oscr.org.uk/about-charities/search-the-register/charity-details?number=SC026116

