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Your support of Myeloma UK
creates hope for people like Paul,
living with myeloma.

After his initial treatment failed, Paul
enrolled in a clinical trial for BVD,

one of the combination treatments
Myeloma UK successfully campaigned
for NICE to approve in 2025 (see

page 9). Within weeks he was

in remission.

My consultant said it’s
probably the biggest
improvement they’ve
witnessed. It gives me
quite a lot of confidence
in the drugs and it makes
me more optimistic
about the future.

- Paul Silvester
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For today and for tomorrow

Focusing on ‘for today and for tomorrow’ defined our progress
in 2025. The future can and must be better for people affected by
myeloma, but we never lose sight of what is needed right now.

That theme is at the heart of our pioneering new research strategy
(page 4). It sets out how we will use our investment and expertise
to drive research forward. Our first £1 million research grant

call ‘Treatment optimisation, tolerance and consequences’ aims

to understand why some people respond better to treatments

than others, a key step towards personalised treatment. And our
investment in the MyeTRIAL Partnership (page 5) puts people living
with myeloma at the heart of trial design.

Our research strategy will deliver for the future, but these investments
will also help people live longer and better lives today.

We work every day on preventing, treating and helping people live
well with myeloma. Thanks to your support we are seeing progress,
including several more treatments approved in 2025. But we also see
the many struggles people face. Thank you for being with us as we
confront these challenges head-on - for today and for tomorrow.

Dr Sophie Castell
CEO, Myeloma UK
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Launching our new research strategy

Prof Kwee Yong (right) and
her team at UCL are working
to slow down or prevent the
development of myeloma.
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Together, we have transformed treatment and care for people affected
by myeloma. Our new research strategy will accelerate research to
prevent, treat and support people to live well with myeloma today,
while we keep seeking a cure for the future.

For the first time, we’re putting a focus on and investment towards
a functional cure for myeloma, when myeloma may still be there
but the condition is under control for long periods with little impact
on everyday life. With your support we believe we can accelerate
progress. An absolute cure, when someone is free from myeloma,
remains our goal and will continue towards that in partnership

with others.

Importantly, personalisation runs through all of our research.

No two myeloma journeys are the same. You have told us that the best
treatment for one person living with myeloma may look very different
from the best treatment for another.

That’s why our first £1 million funding opportunity is for
ground-breaking research into ‘Treatment optimisation, tolerance
and consequences’.



The successful projects will seek to understand how
to personalise myeloma treatment. Understanding
why some people respond better to certain
treatments will be an essential step towards a future
where a functional cure is within reach.

Read more at myeloma.org.uk/research-2025

Myeloma UK’s Professor Graham Jackson,
Shelagh McKinlay and the University of Leeds team

MyeTRIAL - Clinical Trials

We are proud to have launched a £500,000
multi-year investment at the Clinical Trials
Research Unit at the University of Leeds, known
as the MyeTRIAL Partnership, which puts people
living with myeloma at the heart of trial design.

Clinical trials are extremely important in the
development of new treatments and expanding our
knowledge of myeloma. They provide the evidence
needed to get new treatments approved on the
NHS. But more than that, clinical trials bring hope.

We are committed to ensuring that clinical trials
are driven by the needs of people living with
myeloma. MyeTRIAL will deliver early phase trials
that focus on issues that might have previously
been overlooked. For example, trials exploring
less painful treatments or treatments with a

fixed duration.
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40 Preventing myeloma

An Invisible Presence: Myeloma UK
Precursor Framework

Every single person who has myeloma has had a
precursor condition; monoclonal gammopathy of
undetermined significant (MGUS) and smouldering
myeloma. In September 2025 we launched our
pioneering Precursor Framework. It outlines what is
needed to transform research, services and support
for people living with precursor conditions. We’re
exploring what it means to live with a precursor
condition, how we can improve diagnosis and
detection, and what the best ways are to manage
precursor conditions.

We’ve taken the framework to a wide range of policy
makers, health professionals, researchers and
decision makers to drive transformational change
and map a route to the prevention of myeloma.

Read more at myeloma.org.uk/precursor-framework
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We have the opportunity to move

the dial in the prevention space by
exploring fundamental questions in
precursor conditions. The framework
recommendations are a starting point
to drive much-needed conversations
and actions forward.

Prof Graham Jackson (pictured above), Chief
Clinical and Scientific Advisor, Myeloma UK



Raising awareness
in Black communities

Black people in the UK are two to three times
more likely to develop myeloma. But awareness
of the condition in Black communities remains
low and diagnosis times are too often delayed.
This has to change.

During Blood Cancer Awareness Month in
September, we launched the ‘Knowledge is Power’
Campaign, with our partners at the Race Equality
Foundation (REF). The campaign was co-produced
by Black people living with myeloma and includes
powerful short videos and a series of posters,
designed to be displayed in clinical settings.

We will continue to work with the REF in 2026

to build on this work, because everyone affected
by myeloma should get the support they need,
as soon as they need it.

Read more at myeloma.org.uk/black-communities

I want people to listen to their
bodies. If you feel something

is off, go get it checked out. If
doctors aren’t listening, advocate
for yourself. Perseverance is key.
We only get one body. We only get
one chance at life!

Simone Williamson (pictured above),
co-production group member, whose symptoms
were dismissed as a bad migraine
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Increasing awareness of myeloma’s warning signs

Back pain. Rib pain. Extreme fatigue. Repeated infections. Those were
the warning signs our brilliant volunteers Carly, Mel, Mart (pictured
right) and Louise described in films that were the centrepiece of our
award winning Myeloma Awareness Week campaign in June.

The signs of myeloma are often there for a long time before people
seek help. The volunteers were determined to change that. They
shared their stories through captivating films and images.

The campaign was seen by over 1.6 million people, raising awareness
of myeloma symptoms with a new audience.

During the week we also encouraged supporters to share our
symptom translator with GPs. The handy guide lists examples of
symptoms in patients’ own words alongside medical terms for each.

Download the translator: myeloma.org.uk/translator
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It Treating myeloma

Landmark drug approvals

Once again in 2025, your
support ensured first-hand
evidence was heard at every
myeloma drug appraisal.

Several game-changing new
treatments are now available
including the cutting edge BVD,
approved for use on the NHS in

a world-first. BVD, which can
give people up to three years in
remission, combines belantamab
mafodotin (Blenrep®), bortezomib
(Velcade®) and dexamethasone,
for people who have only had

a single line of treatment.

Unfortunately, the approval came
with some restrictions so we’ll
continue our work across the UK
to widen access.

Myeloma UK is fighting for access in every single
myeloma drug approval in the UK because we
know that having options is key. No patient should
be left behind.

Shelagh McKinlay (pictured above), Director of Research
and Advocacy, Myeloma UK

myeloma.org.uk 9




IsaVRD, the very first quadruplet treatment was
approved in England and Wales, benefitting up

to 3,300 people. Initially knocked back by NICE,
we worked with clinicians and the pharmaceutical
company behind the treatment to submit more
evidence and successfully made the case

for approval.

IsaVRD combines isatuximab (Sarclisa®),
bortezomib (Velcade®), lenalidomide (Revlimid®)

and dexamethasone. It is aimed at newly-diagnosed
patients who are not eligible for a stem cell
transplant. Trial data showed 63% of people on

the treatment were still in remission after five

years. IsaVRD is now also available in Scotland.

We also successfully pushed for the
ground-breaking treatment, talquetamab
(Talvey®). It is now also approved for use

in England and Wales for patients at fourth line.

Read more at myeloma.org.uk/treatment-news
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This treatment is really manageable.
It gives people a chance to live their
lives, to do normal things as well as
exceptional things. As patients all
we want is to have options, to have
a future ahead of us.

Sue Harley (pictured above with her husband Jerry), is
in remission since starting talquetamab in September
2023 through a compassionate use scheme



Step change for people
with high-risk myeloma

For those with harder to treat
myeloma, known as high-risk,
treatment progress has been
hard to achieve. 2025 saw

the culmination of a major
programme of research.

In partnership with Myeloma UK,
the Jacquelin Forbes-Nixon
Fellowship enabled Professor
Martin Kaiser’s pioneering work
to understand the genetics

of high-risk myeloma at the
Institute of Cancer Research.

Prof Kaiser (pictured opposite)
identified that some people
have multiple high-risk genetic
mutations, coined ultra-high
risk. Those people are most

likely to respond poorly to
standard treatment. Through the
‘OPTIMUM/MUK nine’ trial he
proved that tailored treatment
works. Ultra-high risk patients
receiving an innovative five-drug
combination followed by stem
cell transplant saw remission

times nearly triple and survival
rates double compared to
standard care.

The findings have shaped
national guidance,
recommending for the first time
that there should be genetic
testing for all newly diagnosed
patients. This work paves the
way for treatments that not only
extend life but reduce treatment
burden for those at lower risk.

We will continue working
alongside Professor Kaiser,
championing this vital research
that benefits patients today, and
tomorrow. Our deepest thanks to
the DFN Foundation for making
this step change possible.
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Celebrating 10 years
of transforming care

Our Clinical Service Excellence
Programme (CSEP) marked

its 10th anniversary in 2025.
CSEP champions high-quality,
patient-focused care by sharing
best practices and identifying
ways to improve.

Since 2015 CSEP has accredited
86 hospitals. Our ambition is to
reach every UK hospital with

a myeloma service because
every person diagnosed with
myeloma, regardless of their
circumstances or location,

must be able to access the

best possible level of care.
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CSEP helped us to become more aware of
patients’ priorities. Most importantly, CSEP gave
us insight into what was happening elsewhere
and opened our eyes to what was possible.

Dr Ceri Bygrave (pictured bottom left holding the plaque),
Consultant Haematologist, University Hospital of Wales



T Living well with myeloma

Expanding Peer Support

Talking to someone who understands what you are going through can
really help when you’re living with myeloma — a Peer Buddy is exactly
that. We’re striving to make peer support more accessible for people
from every background by increasing the capacity of this service so
we can provide this valuable support to more people.

Thanks to the insights shared by our volunteers and service users
we’re introducing new digital tools to handle tasks like volunteer
matching and meeting scheduling, reducing the time these

tasks take so we can support more people. As we make these
improvements, we’re committed to preserving the human touch
that everyone involved in the feedback highlighted as important.

It’s been really good just to speak to
someone who does understand what you’re
going through. It feels a very personal service.

Catherine, Peer Buddy service user
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Helpline now in
260+ languages

To help us reach more people,

we partnered with the translation

and interpretation service
Clear Voice. Callers to our
helpline can now speak to us in
over 260 languages. Last year
our team answered over 1,500

calls and this change will ensure

even more vital support.
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It’s another example
of how we’re improving
our services to

reach and support
more people.

Pippa Foster (pictured above),
Myeloma UK Director of Lived
Experience and Clinical Practice

Gathering new knowledge
of heart disease

Our first Chapman-Livanos
Fellow, Dr Romi Carriere, spent
2025 investigating whether
heart and circulatory problems
could be caused by myeloma,
or by intensive treatment,

or are simply an unfortunate
but random occurrence.

Dr Carriere and Dr Sandra
Quinn (pictured opposite)
from Myeloma UK completed
a systematic review of current
evidence, collected first-hand
experiences of heart and
circulatory disease in people
with myeloma, and hosted

a meeting with our Clinical



Insights Group where the clinical
implications of the findings
were discussed.

Initial findings suggest myeloma
clinical teams could do more

to monitor signs such as high
blood pressure and cholesterol;
patients could be signposted to
relevant information to predict
their risk of heart disease; and
clinical trials could be designed
to ensure cardiovascular data
is captured. The Insights Group
have already applied to the
British Society for Haematology
to update the UK guidance

on supportive care and late
effects in myeloma.

One of the biggest strengths is being able to bring
together insight from people living with myeloma
with insight from clinicians to make real change.

Dr Romi Carriere (left above), Chapman-Livanos Survivorship Fellow
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Thank you to our volunteers

Volunteers played a vital role

in so many aspects of work and
our achievements throughout
the year. We’re so grateful to
everyone who brings their time,
energy and compassion to
Myeloma UK in so many ways.

From our patient panels, to our
support groups, Peer Buddies,
fundraising groups, participating
in campaigns like Carly (right)
or treatment appraisals. None of

our work would happen without Carly shared her experiences during

you getting involved - thank you! Myeloma Awareness Week:

If youd to like learn ! I'm a big advocate for saying Be bodly
more about volunteering '\ aware. Know your normal, so the second

with Myeloma UK, email A | - M :
volunteering@myeloma.org.uk something isn’t normal get it checked.

(Im
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Tony’s story:

Tony was diagnosed with myeloma in
2019. He is now one of our Peer Buddies.

I put my name forward when the Peer
Buddy service was recruiting more
volunteers, as I really wanted to help
others by sharing my experience.

My personal highlight was supporting
a man who was in a very dark place
when we first spoke. By the end of our
time connecting with each other, I saw
a massive change in him because of
our chats. It was a joy to see how far
he had come.

Some of our volunteers in action in 2025: shipping
Patient Information orders (left), bucket collection
event at the Easter Road, Hibernian FCs stadium

in Edinburgh (top right), cheering point at the Great
North Run (bottom right).
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You raised a record-breaking £5,730,241* in 2025!

The progress outlined in this report is all thanks to you! Myeloma UK is funded by voluntary donations,
fundraising activities, grants and gifts in wills from people like you.

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

W
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2,386 people give a
regular gift and 2,362
play our lottery, which
together funded £581,316.

848 people took on
challenges like runs,
walks and treks, raising
over £740,000.

32 people left a gift in their
will totalling £1,625,381.
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2,966 people gave

O personal donations
throughout the year
totalling £937,417 and
hundreds more collected
and donated £398,012 in
memory of a loved one.

Q 142 people used their

birthday, anniversary,
wedding or retirement
to raise £76,083.

95 organisations
gave grants, donated
or fundraised

raising £431,352.

Over 550 people
fundraised through

quiz nights, coffee
mornings, head

shaves, sky dives, the
Myeloma UK Big Knit and
more, raising £737,820.

*excludes non-fundraising income

Please note: all figures on this page are based on draft accounts



Richard and Yvette’s story

Richard was diagnosed with myeloma in 2024. He and his wife Yvette (pictured
below) are now valued donors whose personal giving helps drive our work
forward. In 2025, they both went the extra mile by fundraising and participating in

our Jurassic Coast Hike.

I heard about the Hike

3 months before my stem cell
transplant, and used it as a
focus and target for my recovery
from not only the stem-cell
transplant, but the whole year of
first-line treatment.

It was a huge challenge for
both of us but we were both
determined to complete it and
to raise funds for Myeloma UK,

who have been a great support
to me. The conversations I have
had with nurses at crucial parts
of my diagnosis and treatment
were invaluable. It’s support

the NHS doesn’t have time for.
The NHS is great at delivering
treatment but Myeloma UK filled
a very important gap.

The more we learn about
Myeloma UK’s work, the more
we support it. Taking on the
challenge of the hike was one of
the best things we’ve done. We
got a great sense of satisfaction
in completing it, knowing we
were supporting a great charity.




Thanks to your support, we're here
SO no one has to face myeloma alone.

MyelomalUK

Call our Myeloma Infoline on 0800 980 3332 & Join a support group or get matched up with
for practical advice, emotional support and a a trained Peer Buddy for one-to-one support.
listening ear. You can also email Visit myeloma.org.uk/connect
AskTheNurse@myeloma.org.uk

Order or download information which cover

Learn about myeloma from experts all aspects of myeloma. Call 0800 980 3332

and meet other people affected by myeloma or visit myeloma.org.uk/publications

at our Infodays and Digital Infoday Sessions.

Visit myeloma.org.uk/infodays Q Sign up for our enews to get updates
on treatments, research and more at

myeloma.org.uk/newsletter

Myeloma UK is dedicated to providing support and influencing access to treatments,
while researching a cure. Your support helps us go further, faster.

Visit myeloma.org.uk/how-you-can-help, call our Supporter Care Team on 0131230 0429,
or email supportercare@myeloma.org.uk

Myeloma UK 22 Logie Mill, Beaverbank Business Park, Edinburgh EH7 4HG
Find us on socials [flfin] (@) X & @MyelomaUK and online at myeloma.org.uk éws'necomwmo

TO GOOD FUNDRAISING
Myeloma UK is a registered charity no. SC026116 i

goodfundraising.sct
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