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As the COVID-19 pandemic 
showed few signs of receding,  
it would have been easy this year 
to slow the pace of our work, 
maintaining existing services 
while waiting for the future  
to become clearer. We always 
knew, though, that a ‘wait and 
see’ approach wasn’t an option. 
Myeloma patients already wait 
far too long on average for a 
diagnosis and urgently need 
more treatment options. The 
pandemic also left many feeling 
more confused and anxious 
than ever about their health and 
future prospects. 

So, thanks to the generosity and 
determination of supporters like 
you, in 2021 we accelerated all 
our efforts to put the myeloma 
community first. We cannot 
allow the needs of patients to be 
ignored when we move out of the 
pandemic, and we also cannot 
let COVID-19 overwhelm our 
wider ambitions to find a cure for 
myeloma and continually improve 
treatment and care. This report 
gives a glimpse of the wide-
ranging progress we achieved 
together in 2021. I can’t thank 
you enough for being with us. 

Jo Nove 
Acting CEO, Myeloma UK

Thank you for helping us go further

http://www.myeloma.org.uk
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Our work would not be possible without your 
support. Your donations and fundraising turn 
our hopes into meaningful impact for myeloma 
patients and their families and friends. Here are 
just some of the ways you got involved in 2021: 

61 people ran the Virgin 
Money London Marathon 
and virtual event, raising 
over £130,000

497 of you organised your 
own fundraising event  
from coffee mornings  
to head shaves

Over 1,000 of you now  
play our Lottery  
every week

25 people generously 
donated a gift in their will, 
together donating over 
£700,000

Spending breakdown 
across our activities

Total raised in 2021: over £4.4m

To everyone that ran, walked, skipped,  
baked or donated, thank you.

42%

23%
19% 16%

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

We raised £6.60 for every  
£1 we spent on fundraising.

For each £1 spent, 81p went 
towards funding our activities.

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

https://www.myeloma.org.uk/
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“I’ve relied on 
Myeloma UK  
more than once for 
my mental wellbeing 
and I feel there’s 
going to come a 
time when my family 
will be really reliant 
on the information 
provided by the 
charity. When I say 
Myeloma UK is my 
lifeline, I mean it.”

Charles Montlake, who has 
myeloma and the related 
condition AL amyloidosis, 
completed the virtual London 
Marathon for Myeloma UK  
in 2021. He walked between his 
home in Greenwich and the O2 
arena 4 times, completing 26.2 
miles and raising an incredible 
£17,700. People like Charles 
inspire us to keep going further. 

With you, this is  
how we go further  
for myeloma patients.

Diagnose
myeloma earlier

Discover
and share knowledge

Transform
the patient experience 

Influence
positive change in care 

http://www.myeloma.org.uk
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With your support, in 
2021 we published a 
new guide to help GPs 
identify myeloma more 
quickly – because we 
know spotting the signs 
early can save lives. 

The statistics on diagnosing 
myeloma are stark. On average, 
myeloma patients in the UK face 
a 163 day wait between their 
first symptoms and diagnosis. 
That’s one of the longest waits 
for any cancer. Close to a third of 
patients are diagnosed through 
an emergency route. Some of 
these patients are so ill they need 
emergency treatment, and their 
chances of surviving for more 
than a year have fallen sharply. 

To help GPs identify myeloma 
and distinguish it from other 
conditions with similar 

symptoms, in 2021 we published 
a new guide, Myeloma and 
MGUS – A Guide for GPs, and 
launched it at a range of key 
medical conferences. The 
content reflects what GPs told us 
they wanted to know more about, 
with sections on warning signs, 
the most effective tests and how 
to interpret test results. Initial 
feedback has been excellent,  
and we’ll keep raising awareness 
of the guide so more people get 
the best support more quickly.

You’re helping to diagnose myeloma earlier

https://www.myeloma.org.uk/
https://www.myeloma.org.uk/documents/myeloma-and-mgus-a-guide-for-gps
https://www.myeloma.org.uk/documents/myeloma-and-mgus-a-guide-for-gps
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Also in 2021…
We launched a new  
£500,000 funding 
call, Early Diagnosis 
for Myeloma, inviting 
researchers to propose 
innovative projects 
exploring why diagnosis 
is often delayed, how 
myeloma develops and 
how we can improve 
diagnosis. The winning 
projects will begin in 2022.
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http://www.myeloma.org.uk
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Last year, you inspired 
a groundbreaking 
research project that 
could transform the 
future for the highest 
risk myeloma patients. 

Your support enables us  
to fund a range of pioneering 
research designed to help 
patients live longer and enjoy  
a better quality of life. In 2021, 
that research included the  
MUK nine/OPTIMUM clinical 
trial, which showed a more 
intensive treatment regime 
could offer new hope to patients 
most likely to relapse soon after 
finishing standard treatments. 

We fund one of the trial’s lead 
investigators, Dr Martin Kaiser, at 
the Institute of Cancer Research. 
Together, the trial team used 
state-of-the-art diagnostics and 
genetic profiling to screen 

for the highest-risk myeloma 
patients. The patients identified 
were then given an intensive 
treatment combining drugs, high 
dose therapy and a stem cell 
transplant, among other elements. 

The results created real reason 
for hope, with patients 99.5% 
more likely to have a longer 
remission time than with standard 
treatment. That’s a major step 
towards myeloma treatments that 
are genuinely tailored to patients’ 
needs – and it’s another way you 
helped us go further for myeloma 
patients last year. 

You’re helping to discover and share knowledge 

https://www.myeloma.org.uk/
https://www.myeloma.org.uk/news/trial-identifies-a-better-way-to-treat-ultra-high-risk-myeloma-patients/
https://www.myeloma.org.uk/news/trial-identifies-a-better-way-to-treat-ultra-high-risk-myeloma-patients/
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Also in 2021…
We launched a new  
research project, the 
Myeloma Geographical 
Equalities Audit*, to 
investigate whether where 
a myeloma patient lives 
affects their access to 
treatments or care. This 
work will help ensure 
patients have equal 
access to the highest 
standards of treatment 
and care for patients, 
regardless of where they 
live. Again and again, 
your support raises 
the prospect of a more 
hopeful future. 

D
IS
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* Sanofi Genzyme and Takeda are 
funding the Myeloma Geographical 
Equalities Audit but have no editorial 
control over the content/outputs.

http://www.myeloma.org.uk
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The landmark approval 
of a new maintenance 
treatment showed 
our unstoppable 
determination to go 
further for myeloma 
patients – and our refusal 
to take no for an answer. 

We were celebrating in January 
2021 after the National Institute 
for Health and Care Excellence 
(NICE) recommended the use 
of lenalidomide (Revlimid®) 
maintenance for newly diagnosed 
myeloma patients following 
high-dose therapy and stem 
cell transplantion. It was a true 
breakthrough moment for 
myeloma. 

NICE had initially refused to 
recommend lenalidomide 
maintenance in a draft in 
September 2020. This prompted 
us to work more closely than 
ever with patients, clinicians, and 
the pharmaceutical industry to 
show just what a difference the 
treatment would make – and the 
pressure told. 

We have been pushing for 
lenalidomide maintenance to be 
available on the NHS for years. 
It’s seen as the gold standard 
for many myeloma patients, 
and back in 2016 we were 
involved in the clinical trial – the 
largest ever for myeloma – that 
assessed its effectiveness. Then 
in 2020, 460 people completed 
our patient survey to share 
their experiences, and 98% of 
them supported the treatment’s 
approval. We shared this first-
hand evidence with NICE, as well 
as making the case for approval 
in many meetings and with 
partners. With your support, we 
did everything possible to put 
patients’ experiences forward – 
and their insights were heard. 

You’re helping to transform the patient experience

https://www.myeloma.org.uk/
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Also in 2021... 
We recognised four  
more hospitals delivering  
high quality myeloma 
treatment and care 
through our sought-after 
Clinical Service Excellence 
Programme Accreditation. 
They were Leicester Royal 
Infirmary, Queen’s Hospital 
Burton, Royal Derby 
Hospital and University 
College London Hospital. 

We made sure patients’ 
voices were heard in four 
successful new treatment 
appraisals and ongoing 
appraisals. TR
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http://www.myeloma.org.uk
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With little known about 
the COVID-19 vaccine’s 
effectiveness for myeloma 
patients, in 2021 we 
joined a new vaccine 
research partnership 
which secured funding 
for vital studies into the 
risks of COVID-19 for 
blood cancer patients.

By linking with Blood Cancer UK, 
Anthony Nolan and the British 
Society for Haematology to form 
the Blood Cancer UK Vaccine 
Research Collaborative, we 
rapidly delivered a new level 
of insight into how patients 
with myeloma and other blood 
cancers were responding to 
the COVID-19 vaccine. We 
had big questions to answer. 
How did myeloma treatments 
affect vaccine effectiveness? 
Which vaccines worked best for 
myeloma patients, if any? As part 
of the collaborative, we shared 
patients’ experiences, identified 
gaps in existing knowledge and 
funded research to answer these 
questions and more.

The PREPARE study was one 
of many projects funded by the 
collaborative. Led by our Board 
member Dr Karthik Ramasamy, 
it involved collecting data from 
hundreds of myeloma patients 
to understand how well vaccines 
were working. By October, 
PREPARE had shown that 93% 
of myeloma patients had an 
antibody response after two 
vaccine doses. This gave people 
a crucial level of insight that was 
not available elsewhere – and 
was only possible thanks to the 
support of people like you. 

You’re influencing positive change in care

https://www.myeloma.org.uk/
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Also in 2021…
We submitted patient-
led evidence to the joint 
COVID enquiry by the 
All Party Parliamentary 
Groups on Blood 
Cancer and Stem Cell 
Transplantation, and to 
the Health and Social 
Care Select Committee 
enquiry into clearing 
the diagnostic backlog 
created by the pandemic. 

We published a new 
economic model showing 
how earlier diagnosis 
of myeloma not only 
improves outcomes for 
patients – it can create 
significant cost savings 
for health providers too.
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http://www.myeloma.org.uk
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This is the power of your support 

Your donations and fundraising efforts make all this and so much more possible. 

Thank you for helping us go further.

96% said  
they were better informed

89% feel less isolated 
and alone

92% are more confident 
making decisions about 
their treatment and care

93% have more clarity on what 
to ask healthcare professionals

89% said they felt confident 
that they can live well with their 
diagnosis

92% said they felt supported

In 2021, we answered 2,780 calls on our Infoline and 1,115 emails sent to our  
Ask the Nurse service. This is what myeloma patients said our information  
and support services meant to them: 

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