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“Myeloma UK are not 
standing still; they’re 
always looking for the 
next thing for people 
with myeloma. There’s 
constant research and 
investigations. It gives  
me a lot of hope.”

Louise Greenbank,  
living with myeloma 
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These are exciting times for the 
treatment and care of myeloma. 
Your support for Myeloma UK 
means you’re right at the heart  
of them. 

There’s no doubt that – whilst there 
are challenges ahead – everyone 
connected to Myeloma UK now has 
reason for hope. Life expectancy 
for myeloma patients is increasing 
and there are more treatment 
options available than ever before. 

Our impact report for 2023 shows 
how our work is beginning to shift 
and expand to meet these new 
challenges. While our ultimate 
aim remains to find a cure, there’s 
evidence of our increasing focus 
on improving quality of life as 
people live longer with myeloma. 

You’ll see how we’re focusing 
on those groups most at risk 
from myeloma, through our work 
to reach more GPs. We also 
spent 2023 having one of the 
biggest ever conversations with 
the whole of the myeloma 
community to make sure your 
priorities are seen and heard, 
and we showcased these on 
the global stage with our Unmet 
and Emerging Needs research. 

We are inspired by the 
conversations we’ve held and in 
2024 we will share how we will 
tackle the issues that you told us 
were important when we publish 
our new strategy. One thing that 
will never change is our enormous 
gratitude to supporters like you. 
Thank you for being with us. 

Powered by you

Dr Sophie Castell 
CEO, Myeloma UK

http://www.myeloma.org.uk
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“I can’t say enough good things about Myeloma UK”

What does it mean  
to be powered by you?  
It means people 
impacted by myeloma 
drive everything we do. 

That means our research, our 
campaigns, our information, our 
events and even our fundraising 
is created with and for people 
affected by myeloma. It means 
we’re used to being inspired 
by people’s dedication and 
determination. But even we were 
surprised by how far Mark Harrop 
was willing to go for us this year.

Lifelong cyclist Mark (pictured)
was diagnosed with myeloma 
in 2023 and needed a stem 
cell transplant. This meant he 
wasn’t able to join our London 
Paris Ride. But he wasn’t about 

to let that stop him. Instead, 
Mark arranged for an indoor 
bike to be delivered to his 
hospital room. And, as he 
prepared for and recovered 
from the transplant (and after 
the challenge was given the 
OK by his doctors), he cycled 
the full 500km distance at 
the end of his hospital bed. 

Mark raised £7,000 through 
this astonishing effort, and we 
can’t thank him enough. Being 
powered by people like Mark 
gives us all the motivation 
we could ever need.

“Myeloma UK’s information is such a rich resource.  
It’s like having somebody who really understands your 
situation and is always there. That’s why I decided  
to do this and to fundraise in this way.” – Mark Harrop

https://www.myeloma.org.uk/
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Amazing fundraisers Caroline and Nigel built a model railway in their 
garage and invited friends and family to come see it. They raised an 
amazing £756.50! 

91-year-old Dot knitted unicorns 
in support of her son, Don.  
Dot sold them to tourists who stop 
outside her home when visiting 
Paul McCartney’s childhood home.

Powered by you: meet some of our other brilliant fundraisers 

No matter the size or the activity, the support and time you give is exactly 
what it means to be powered by you. We cannot thank you enough.

http://www.myeloma.org.uk
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In 2023, your support 
meant we could 
reach more GPs who 
work with diverse 
communities, helping 
to reduce inequalities 
in myeloma diagnosis. 

Half of myeloma patients 
wait 163 days between first 
experiencing symptoms 
and being given a myeloma 
diagnosis. This delay – among 
the longest for any cancer – can 
make people’s symptoms far 
worse and reduce their chances 
of survival. Research has also 
shown that the picture is even 
worse for Black patients, who 
wait 37% longer than white 
patients on average and have 
to speak to doctors more times 
before being given a diagnosis. 

In 2023, you helped us tackle this 
issue head-on. We worked with 
Public Health England and Public 
Health Scotland, to identify the 
1,000 GP practices in England 
and 900 practices in Scotland 

with the highest percentage 
of Black patients. We then 
sent them an information pack 
containing our diagnostic tool – 
which details when to suspect 
myeloma, which tests to request 
and how to respond to results. 
We also included our information 
on why delays happen, and the 
inequalities Black patients face. 

Our approach meant GPs saw 
this vital information first-hand. 
Dr Dianne Addei, a Senior 
Public Health Advisor at NHS 
England, has used this work 
as an example of best practice 
in tackling health inequalities. 
With your support, we’re helping 
to diagnose myeloma earlier 
and tackle inequalities.  

You’re helping to diagnose myeloma earlier

https://www.myeloma.org.uk/
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Also in 2023…
We brought together 
experts to develop a new 
Lab Best Practice Tool 
to support laboratories 
that process tests for 
myeloma. Research has 
shown major variations 
in how tests are done 
and how results are 
communicated, and a 
2022 survey showed 
that laboratories badly 
want clearer guidance. 
So, we developed our 
handy tool and sent it 
to every myeloma lab in 
the UK. It’s another way 
you’re helping to improve 
myeloma diagnosis. 
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http://www.myeloma.org.uk
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You’re helping to discover and share knowledge 

As people continue to 
live longer with myeloma, 
you’re funding research 
into how patients can 
have the best possible 
quality of life. 

Over the past 25 years, life 
expectancy after a myeloma 
diagnosis has quadrupled. 
This is incredible progress, 
but, thanks to the hundreds 
of supporters who fed into our 
Unmet and Emerging Needs 
work, we know the many issues 
patients still face. One of the 
biggest findings was the huge 
psychological impact of living 
with an incurable cancer and 
constantly waiting for test results 
and wondering about changes 
in health. Our own Dr Sandra 
Quinn (pictured) presented this 
research on a global stage at the 
American Society of Hematology 
(ASH) in San Diego – taking 
your voice to the world’s largest 
haematology conference.

More understanding is  
needed to offer patients the 
best support, so we launched 
new research funding, the 
Myeloma UK Survivorship grant. 
Through the funding – of up to 
£170,000 – we hope to identify 
ways to improve people’s 
quality of life during diagnosis, 
treatment and assessment. 
This could mean anything 
from ways to reduce the side 
effects of treatments to ideas 
that help people manage 
myeloma themselves at home. 
With the outlook now better 
than ever after a myeloma 
diagnosis, with your support 
we’ll make sure more people 
can live the best life possible. 

https://www.myeloma.org.uk/
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Also in 2023…
Sir Frank Chapman (pictured), 
our former trustee, teamed 
up with the George P. Livanos 
Foundation and Myeloma UK 
to fund a £100,000 research 
project exploring possible 
links between myeloma 
and cardiovascular issues. 
Sir Frank was diagnosed with 
myeloma 13 years ago and 
had a heart attack himself 
in 2022. His experience 
led him to seek out new 
understanding, by generously 
funding research that 
could transform patients’ 
futures as more people 
live longer with myeloma. 
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http://www.myeloma.org.uk


Myeloma UK Impact Report 202310

Your generosity in 
2023 meant you were 
side-by-side with our 
support group leaders 
as we developed 
new training to make 
sure groups can 
keep improving. 

Our 89 UK support groups play 
a vital role in helping people cope 
with the impact of myeloma.  
Run by patients, carers and family 
members, they provide a unique 
place for people to ask questions, 
share concerns, offer advice 
and be there for each other.

To make sure every group offers 
the support that members need 
and that everyone running 
them feels confident, in 2023 
we piloted a new support group 
partnership programme.  
It was co-produced with groups 
at every stage, as we worked 
together to understand what 
support would be most valuable 
and how it should be delivered. 
As a result, we will launch a new 
digital platform that will make it 

easier than ever for groups and 
leaders to communicate and find 
information. And we’ve developed 
training covering everything 
from safeguarding and finances 
to running effective group 
discussions and fundraising. 

Truly powered by you, this new 
support will be rolled out to all 
groups in 2024. We’re so grateful 
to everyone who runs our 
groups, and leaders now have 
clearer support and resources 
available to them. And everyone 
who joins any Myeloma UK 
support group will soon have 
a better idea of what to expect, 
as we keep working to give 
every patient an empowered 
present and a hopeful future. 

You’re helping to transform the patient experience

https://www.myeloma.org.uk/


myeloma.org.uk 11

Also in 2023…
We answered 1,847 calls 
on our Infoline and 100% of 
people would recommend it

Our information booklets 
were reaccredited with a 
PIF quality assurance tick.

112,192 pieces of patient 
information were sent out 
or downloaded and 85% of 
people felt more in control 
after using it.

Our Peer Buddies service 
was rated 9.5 out of 10 
by those who have been 
supported over the last year. TR
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See the back of this booklet 
to find out more about our 
services and information.

http://www.myeloma.org.uk
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Thanks to you, in 2023 
we made sure treatment 
options for patients kept 
growing – including  
the announcement that 
DRD, a game-changing 
drug, would be available 
right across the UK 
for people as soon as 
they are diagnosed. 

DRD combines three drugs, 
daratumumab (Darzalex®), 
lenalidomide (Revlimid®),  
and dexamethasone. 
Daratumumab has been 
available for newly-diagnosed 
patients eligible for a stem cell 
transplant across the UK since 
December 2021. But, until 
now, newly-diagnosed patients 
ineligible for a transplant had 
to wait until their myeloma 
had returned to be allowed 
access to daratumumab. DRD 
has been shown to nearly 
double remission times. We’ve 
campaigned to widen access 
to daratumumab for years and 
now at long last more people 
will be able to benefit from this 
life-extending treatment. With 

you, we’ll make sure the best 
treatments are always available 
to everyone who needs them.

You’re influencing positive change in care

Also in 2023…
We successfully appealed 
a decision that could 
have blocked treatment 
for AL amyloidosis. Like 
myeloma, it is a condition 
involving abnormal blood 
plasma cells. Historically, 
people with AL amyloidosis 
have always had to rely  
on treatments designed  
for other conditions.  
So, when DaraCyBorD –  
the first bespoke treatment  
for AL amyloidosis –  
was rejected by NICE, 

Continued on next page 

https://www.myeloma.org.uk/
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for England and Wales, 
we were never going 
to stay silent. 

Michael Jameson 
(pictured), who accessed 
DaraCyBorD privately, 
described it as giving him 
“another chance at life” after 
he was given three months 
to live then had a complete 
response to treatment. 

Our #UnlockDaraCyBorD 
campaign asked supporters 
to contact their MPs directly. 
Peoples’ experiences 
were at the heart of our 
appeal, which was upheld 
by an independent panel, 
meaning NICE will now 
review all evidence again. 
That’s the impact of 
being powered by you.
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Continued from previous page 

http://www.myeloma.org.uk
https://www.myeloma.org.uk/how-you-can-help/help-shape-our-work/unlock-daracybord/
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The community of people nationwide who donate  
to us and fundraise for our work are a constant source 
of inspiration. We are hugely grateful to you all for your 
energy and commitment.

500 people fundraised for 
us at football tournaments, 
quiz nights, bake sales, 
craft sales, and many 
other events – raising an 
incredible £768,282. 

65 organisations provided 
grants, donated or 
fundraised for us giving  
an incredible £601,349.

461 people also took on 
runs, walks, treks and 
other challenges for 
Myeloma UK, including the 
London Marathon and our 
annual London Paris Ride, 
raising £811,363.

46 people left a gift in their 
will to Myeloma UK totalling 
£928,302.

Spending breakdown 
across our activities

Total raised in 2023: £5,077,260* 

Research
Fundraising
Policy/Advocacy & Communications
Patient Service & Clinical Practice

We raised £3.50 for every  
£1 we spent on fundraising.

From every £1 of expenditure, 
71p was spent on improving 
the lives of people affected  
by myeloma.

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

31% 29%

20% 20%

And thousands of you gave a personal donation through our annual 
appeals, playing the lottery, with regular gifts, in memory of a loved one 
or in your own way, generating an incredible £1.7million. *excludes non-fundraising income

https://www.myeloma.org.uk/
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When one of the founders 
of Project Giving Back was 
diagnosed with myeloma in 
2022, we were overwhelmed to 
be gifted a garden at the 2023 
show – and our ‘A Life Worth 
Living Garden’ was born. Created 
by Chris Beardshaw (pictured), 

the garden generated an 
incredible response – not only 
winning a Gold Medal but even 
claiming the coveted BBC/RHS 
People’s Choice Award. The 
garden inspired donations, and 
was seen by millions of people on 
the BBC – a fantastic opportunity 

to raise awareness of myeloma 
among a huge audience.  
We would like to thank everyone  
and, in particular, our amazing 
42 volunteers, who made this 
unique opportunity possible. 

How we won awards and hearts 
at the RHS Chelsea Flower Show 

http://www.myeloma.org.uk
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 Find and join a support group at myeloma.org.uk/support-groups

If you would like to help transform lives, you can support our work by fundraising and donating.  
Email fundraising@myeloma.org.uk or call 0131 230 0429 to find out ways to help. Almost all of our funding comes  
from public donations and gifts in wills. We don’t receive government funding. Your support makes all the difference.

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

Get answers to your questions by emailing  
our Myeloma Information Specialists on 
AskTheNurse@myeloma.org.uk

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

Order or download our free information publications,  
which cover all aspects of myeloma – call  
0800 980 3332 or visit myeloma.org.uk/publications

Thanks to your support, we’re here  
for everything a diagnosis of myeloma brings

tel:0131 557 3332
mailto:myelomauk@myeloma.org.uk
https://www.myeloma.org.uk
https://www.facebook.com/myelomauk
https://www.linkedin.com/company/myelomauk/mycompany/
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https://www.tiktok.com/@myelomauk
https://www.myeloma.org.uk/support-groups
mailto:fundraising@myeloma.org.uk
tel:0131 230 0429
tel:0800 980 3332
mailto:AskTheNurse@myeloma.org.uk
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