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This year, antibodies have been 
a hot topic of conversation with 
COVID-19 and the vaccination 
programme, so, in this edition, we 
have a run-through of what they 
are and how they work. 

If you’re looking for more 
information about COVID-19, 
vaccinations and immunity, our 
COVID-19 hub on our website 
is the place to go. Our Hub is 
regularly updated with the 
latest research, guidance and 
helpful tips to live well during 
the pandemic. Visit 
myeloma.org.uk/covid-19 
to find out more. 

This edition of Myeloma Matters 
also features an article from 
a myeloma patient who was 
diagnosed in 2018 at only 34 
years old. Carly Leigh James 
shares how she’s learning to 
cope with her diagnosis and 
what she’s learnt over the 
past three years of navigating 
myeloma and, more recently, 
the pandemic. 

To help support patients like 
Carly, Myeloma UK is launching 
a new online Support Group 
specifically for those in their 
50s and below. This Group will 
be a space for you to discuss 
any questions, concerns and 
queries you have, and share your 
experiences of living as one of 
the 17% of myeloma patients 

diagnosed below 60. It’s also 
open to any carers in this age 
group too, so if you’re a younger 
patient or carer, I encourage you 
to get in touch with us and join 
this new online Support Group. 
Email supportgroups 
@myeloma.org.uk for more 
information and our team will 
get back to you to tell you more 
about it. 

In more Myeloma UK news, we 
said goodbye to Marc Gordon 
as Chair earlier this year and 
welcomed our new Chair, 
Simon Linnett. You can read our 
interview with Simon inside to 
find out more about him and 
his thoughts on the new role.

With a number of treatment 
changes having occurred during 
the pandemic and coming up in 
future, you can read how 
anti-myeloma drugs are 
developed in the Research Focus 
and then have a quick refresher 
on what’s currently available 
and how they work in the 
Hot Topics section.

As always, if you have any 
questions or queries, you can 
get in touch with us through 
our Myeloma Infoline 
on 0800 980 3332 or via 
our ask the nurse email service 
by emailing askthenurse 
@myeloma.org.uk or by visiting 
myeloma.org.uk/atn. 

Alice Baron  
Myeloma Matters Editor
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Most myeloma patients 
respond to COVID-19 vaccines
Results from a study looking at the 
effectiveness of COVID-19 vaccine 
in myeloma patients were recently 
published in the Lancet Haematology.  

The study, which included 93 
myeloma patients who attended the 
Royal Marsden Hospital, London, for 
their myeloma, showed that 70% 
of myeloma patients had an immune 
response to the first dose of either 
the Pfizer-BioNTech or Oxford-
AstraZeneca COVID-19 vaccine. 

The study found the greatest 
response among patients who were 
in remission or responding well to 
treatment, compared to those with 

active myeloma. The research team 
are currently looking at the overall 
vaccine response in patients who 
have received their second dose  
of vaccine. 

Although this is positive news, it is 
not currently known how response 
rate relates to protection against 
COVID-19. It is hoped that this data 
will be available soon.

You can stay up to date with the 
latest research on COVID-19 on 
our COVID-19 information hub at 
myeloma.org.uk/covid-19. 

Anti-myeloma treatment 
weakens resistant myeloma cells 
Scientists at Imperial College, 
London, have discovered that 
resistant myeloma cells become 
vulnerable and potentially easier 
to kill after exposure to 
anti-myeloma treatment. 

The team, who were studying the 
biology and function of myeloma 
cells to understand why some cells 
were resistant to treatment, found 
that after exposure to anti-myeloma 
treatment the resistant cells went 

into ‘survival mode’ shutting down 
several cell functions and process 
to help the cell recover from the 
damage caused by the treatment. 

This helped the scientists identify 
several weaknesses in cell function 
that could be exploited to kill the 
resistant cells. The research team 
is now looking at whether new drugs 
targeting these weaknesses 
can be developed. 

New UK study aims to discover  
why myeloma develops 
University College London (UCL) 
has launched a study called 
COSMOS to better understand how 
and why myeloma develops from 
smouldering myeloma. 

The team, lead by Professor Kwee 
Yong, will monitor smouldering 
myeloma patients over five years 
to discover the changes in immune 
function and plasma cell DNA that 
are associated with the progression 
of smouldering myeloma to myeloma.  

The results will help better identify 
the patients who have the greatest 
risk of developing myeloma so 
they can be offered treatment or 
the chance to enrol in clinical trials. 
The information from the COSMOS 
study will also help researchers 
develop new treatments to prevent 
progression from smouldering 
myeloma to active myeloma. 

First myeloma CAR-T 
therapy approved 
for use in the US 
The Food and Drug Administration 
(FDA) in the US have approved 
the first ever CAR-T cell therapy, 
idecabtagene vicleucel (ide-cel)  
for the treatment of myeloma 
patients who have received at least 
four previous lines of treatment. 

The approval was supported by 
results from the Phase II KarMMa 
trial which evaluated ide-cel in heavily 
pre-treated myeloma patients. The 
treatment was effective with 72% 
of patients achieving partial 
response or better.  

In Europe, ide-cel is currently going 
through the approval process 
with the European Medicines 
Agency (EMA).

Selinexor (Nexpovio®) 
approved for use 
in Europe 
The UK Medicines and Healthcare 
Products Regulatory Agency (MHRA) 
and the European Medicines Agency 
(EMA) have conditionally approved 
the use of selinexor in combination 
with dexamethasone for the 
treatment of myeloma patients who 
have received at least four previous 
lines of treatment and are refractory 
to several currently available anti-
myeloma treatments. 

The approvals wereas supported by 
results from the Phase II STORM trial 
which evaluated selinexor in heavily 
pre-treated myeloma patients. The 
combination with 26% of patients 
achieving partial response or better. 
The approvals will be reviewed once 
the data from the Phase III BOSTON 
trial is available.  

Selinexor is the first drug of its kind 
to be available in the UK. It has not 
yet been evaluated for use through 
the NHS. 

MYELOMASCOPE
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NAME: Carly Leigh James

LIVES: Newcastle

AGE: 36

MY LIFE WITH
MYELOMA

My name is Carly Leigh James and I 
am a 36 year old mother of two little 
boys, Jack (9) and Ben (3). I live in 
Newcastle with my boys and partner 
Jon, and work for Barclays Bank. Life 
was busy and I had what I would call 
a normal family life.  

In August 2018, I started feeling 
really tired constantly, but I put it 
down to the fact I was a working 
mother. By early October, though, 
the tiredness had become so much 
more; I felt weak, dizzy and my legs 
felt like lead weights. I also kept 
getting repeated infections, which 
were chest and or water infections. 
One course of antibiotics was never 
enough to shift them. I decided to 
go and see my GP as I just didn’t feel 
right. I never in my wildest dreams 
though it would be cancer but I just 
knew I wasn’t well, I have always 
trusted my gut when it comes 
down to health. 

After numerous tests, I was 
diagnosed with myeloma in 
November 2018. It feels like 
yesterday in some ways but a lifetime 
ago in others. I will never forget that 
day sitting in the hospital, the look 
of sympathy in the consultant’s 
eyes. I initially went into complete 
shock, I could see his lips moving 

but I couldn’t take it in. A few weeks 
previous, I had never heard of 
myeloma and now here I was being 
diagnosed at 34 years old with an 
incurable cancer. My head was 
spinning. All I could think of were my 
children and if I would see them grow 
up. It was in that moment I felt my life 
shatter into a million pieces. 

I tried to stay strong and arm myself 
with as much information as possible. 
I masked my own feelings and felt 
like I had to stay strong so my family 
were ok, I felt guilty for putting them 
through this. But staying strong all 
the time is not realistic and I cracked, 
but I’m glad I did, because, in that 
moment, I learnt that I was not alone 
in this fight against myeloma. My 
family and friends picked me up 
and have been there ever since. 
The support has been overwhelming 
and, in some ways, made me feel 
lucky, my consultants and nurse 
specialists Catherine and Sarah have 
been nothing short of amazing, and 
Myeloma UK have been a constant 
source of support, which is why 
I fundraise for them, it’s nice  
to give back. 

I started treatment the week after 
diagnosis. I remember sitting on the 
chemo ward looking around and 
feeling the tears run down my face. It 
was surreal. I kept thinking ‘this can’t 
be happening, this can’t be real, not 
me, why?’ But now I think ‘why not?’ 
– 1 in 2 people will get cancer now, 
which is a horrible statistic. I’d done 
nothing wrong, I’d just been unlucky. 

The treatment I started was VTD and 
I tolerated it quite well. I did get a lot 
of side effects; some came and went, 
like a rash covering my entire body, 
but some stayed and I still suffer to 
this day with peripheral neuropathy. 
Chemo and treatment save lives 
everyday but they’re definitely not 
without their side effects, some of 
which can make you feel more poorly 
than the actual cancer. 

In April 2019, I had my stem cell 
transplant and it worked. I am 
currently enjoying remission. The 
transplant was one of the hardest 
things I have ever done in my life but 
it was all worth it. I spent 3 weeks in 
the hospital and some of that was a 
stay in the intensive care unit. I just 
remember feeling so poorly I doubted 
if I was ever going to get through it. 
But now I feel like it’s given me 
a second chance at life.  

Life is very different now and it has 
its good and bad days. I still suffer 
with pain daily and my mental health 
took a nosedive, but I see an amazing 
psychologist, Rachel, who helps me 
rationalise my fears, and just openly 
talk. The saying ‘it’s ok not to be ok’ 
is so true. That’s what I would tell 
somebody newly diagnosed – it’s ok 
not to be ok. 

In that moment, I learnt 
that I was not alone in this 
fight against myeloma.

I’d done nothing wrong, 
I’d just been unlucky. 

https://myeloma.org.uk
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I think cancer patients, in particular, 
are told by everyone to stay positive, 
and, whilst that is great advice, it’s 
not realistic to be positive 24 hours 
a day. If you have a day where you 
feel mad, sad, angry, allow yourself to 
have that day. I think it’s really, really 
important, because your feelings 
are valid and it is so important to 
recognise how you’re feeling. 

One of the most challenging aspects 
for me living with myeloma was, and 
still is, the fear of relapse. It’s always 
there, every niggle, every pain, I 
worry that it’s back. I guess over time 
the more years I am in remission 
the easier this will become. But I 
feel like right now I live in 8-week 
cycles; bloods then clinic to be told 
everything is still ok, then I can 
breathe for another 8 weeks until I 
have to do it all again. 

One of the hardest parts for me 
has been the pandemic. Although 
I felt so lucky that I wasn’t on 
active treatment, it’s still been 
such a worrying time. Being told 
and listening to the news and the 
press conferences just how sick a 
vulnerable person like me could 
get was just horrific, I feel like I have 
lived in constant fear. As much as 
shielding has been so hard, I was so 
grateful that we could shield because 
I have felt so much safer. Having the 
kids home has definitely helped me 

cope more because they have kept 
me so busy doing home schooling 
that I have been too preoccupied to 
dwell on things. Social media switch 
off days have been a huge help also 
when things got overwhelming.  

During the pandemic, I was 
diagnosed with a vascular necrosis 
of the femoral head, and we think the 
myeloma treatment and stem cell 
transplant caused it. I am due to have 
a total right hip replacement very 
soon. This has had a huge impact 
on my life being a younger myeloma 
patient. Losing my mobility has been 
heart-breaking, not being able to do 
things with my friends or run around 
the park with my children has really 
been upsetting. Now at 36 years old 
I have to have a hip replacement and 
live with the limitations that will bring. 
But I am alive and otherwise well 
so I put my positive pants on and 
soldier through. 

Over time, I’ve found that lots of 
different things help. I like journaling: I 
think that’s a really good tool if you’re 
not somebody that openly talks to 
other people. It’s a great outlet for 
getting everything out.  

I also find it great connecting with 
other people going through the same 
thing, whether that’s via a support 
group or through social media, I find 
that really good because they know 
what you’re going through. I started 
blogging my journey on Instagram 
and through that I have met so 
many myeloma patients. When I 
was first diagnosed, I couldn’t find 
anyone my age with myeloma and 
I remember feeling really alone, so 
I started ‘Carly’s myeloma journey’ 
and through that I have met the most 

amazing people of all ages. Having 
a support network is so important, 
especially people who know exactly 
what you’re going through.  

Myeloma UK has been so helpful. 
It’s the only organisation I trust, as 
the information it provides is factual 
and up to date. Also, during the 
pandemic, when the media and 
social media were putting out things 
to scaremonger, I emailed the ask the 
nurse team who quickly replied and 
were so sympathetic, kind 
and reassuring.

I look at life so differently now. I see 
the beauty in every day, I smile wider, 
I laugh harder and I love stronger. 
Myeloma is part of my life now, it’s 
like the relative no one wants around. 
I tell newly diagnosed patients who 
reach out through my blog that it’s 
so important to let people support 
you, you do find a new normal. In the 
beginning I focused so much on the 
incurable part and not enough on 
the treatable part. Treatments 
are getting better constantly and 
there are many options available to 
myeloma patients now.  

I like helping spread awareness of 
myeloma now, it’s been good to turn 
something so awful into a positive. 
I’ve made family and friends sign 
up to be on the bone marrow donor 
register and also to donate blood. 
I plan on doing lots more to raise 
money and raise awareness once the 
pandemic is over. It’s been hard on 
everyone, especially charities. I feel 
like I have coped well with the whole 
lockdown, as after my transplant last 
year I was pretty much in lockdown 
while I recovered, I just can’t wait until 
it’s over and we can get back to living 
our normal lives. Life is precious and I 
don’t want to waste another day. 

Over time, I’ve found 
that lots of different 
things help.

 
Having a support 
network is so important, 
especially people who 
know exactly what you’re 
going through.

MY LIFE WITH MYELOMA

https://myeloma.org.uk
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SP TLIGHT
ON BONE DISEASE 

“Our bones are like Swiss cheese” 
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INTRODUCTION  
BONE DISEASE 

One of the most common 
complications of 
myeloma is myeloma 
bone disease, with it 
affecting around 90% 
of patients at some point 
over the course of 
their myeloma.  

It can cause pain and mobility issues, 
and in rare cases can cause 
serious complications such as 
spinal cord compression.  

For a number of patients, bone 
disease will have been their route to 
diagnosis, with a fall or even a sneeze 
causing an unexpected fracture (also 
known as a pathological fracture). 

At first glance, it can seem odd that 
a blood cancer affects the bones 
so much. But that’s the nature of 
myeloma, it’s a complicated cancer. 
You have to trace it back to where 
the abnormal plasma cells form. Not 
only do these cells upset the balance 
of blood cell production resulting in 
fewer bloods cells and produce the 
useless antibody paraprotein that 
can go on to cause damage to the 
kidneys, but the cells also interrupt 
their surrounding environment, 
resulting in bone disease.   

Although it is one of the most 
common complications of myeloma, 
the extent of bone disease differs 
between patients and is not always 
inevitable. Not all myeloma patients 
will experience fractures, for example, 

despite the increased risk. Serious 
complications, like spinal collapse or 
spinal cord compression, are rare.  

Bone damage can be prevented 
by detecting myeloma and/or 
subsequent relapses early, assessing 
the extent of bone disease accurately 
and getting the right treatment.  

That’s why whole body MRI is 
recommended as part of the 
diagnosis process rather than a 
series of X-rays (a skeletal survey). 
An MRI can give a more detailed 
picture of the extent of any damage.

In this Spotlight on, we dig deeper 
into the causes and treatments of 
bone disease, and give some tips 
on how to look after yourself. 

SPOTLIGHT ON

https://myeloma.org.uk
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Top  
places affected 
by bone disease

2 Skull

1 Spine 

5 Arms
and legs

3 Hips

4 Ribs

DID YOU KNOW?

Around 90% of patients 
will have myeloma bone disease at some point 
during the course of their myeloma 

Around 70% of patients 
have myeloma bone disease at diagnosis 

Around 60% of patients 

will experience a fracture at some point in their lives   

Around 15% of patients 
will experience hypercalcaemia (too much calcium 
in the blood) at diagnosis because of the breakdown 
of bone with bone disease 

SPOTLIGHT ON
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How is bone disease treated?

What causes myeloma bone disease?

Although there are no treatments 
that repair the bone damage caused 
by myeloma, supportive treatments 
can be used to prevent further 
damage occurring, reduce pain 
or improve mobility. 

Successfully treating the myeloma 
is the main way to prevent bone 
damage. It reduces the progression 
of myeloma bone disease which can 
in turn ease pain. 

Bisphosphonates 
A type of supportive drug given to 
prevent bone complications (e.g. 
fractures). They work by slowing 
down further bone breakdown.  
The most commonly used one in 
the UK is zoledronic acid (Zometa®). 
Sometimes a different drug called 
denosumab may be used instead, 
as it has been found to be suitable 
for those with kidney problems. 
It is currently recommended that 

all myeloma patients, even those 
without signs of myeloma bone 
disease, receive a treatment with 
a bisphosphate for up to two years 
following diagnosis.

Painkillers 
Painkillers are crucial in managing 
bone disease.  It is important that 
you find one that works best for you. 
If you are having persistent problems 
with pain, you can ask to be referred 
to a pain specialist. 

Radiotherapy 
Radiotherapy can be used to relieve 
localised pain by killing myeloma 
cells in a specific area. 

Surgery and 
physical support 
Surgical procedures can be used 
to strengthen areas of bone that 
have fractured or are in danger

of fracturing. In the spine, 
percutaneous vertebroplasty and 
balloon kyphoplasty can be used 
to stabilise vertebral compression 
fractures. Sometimes a brace is 
also fitted to help support the spine.

Although bone is made up of 
minerals, it is a living tissue 
containing blood vessels, nerves 
and cells. It is not static and like 
other tissues of our body it is in a 
constant state of renewal. In the 
bones, this renewal process is called 
remodelling. It is a delicate balance 
with the cells responsible for bone 
building and bone breakdown 
working in harmony.

Myeloma cells disrupt this delicate 
balance. As they build up in the bone 
marrow, they produce chemical 
signals that cause the bone to break 
down faster than it can be rebuilt. 
This results in areas of thinned bone 
and holes (lytic lesions). These 
areas are more fragile and prone 
to fractures.

Sometimes lesions form in the bones 
of the spine and can cause the 
vertebrae to collapse. This is known 
as a vertebral compression fracture 
and it can result in curvature of the 
spine, known as kyphosis.

osteoclasts mononuclear
cells

osteoblasts lining cells

bone
matrix

new bone

BREAK DOWN
by osteoclasts

FORMATION
by osteoblasts

osteoclasts mononuclear
cells

osteoblasts lining cells

bone
matrix

new bone

BREAK DOWN
by osteoclasts

FORMATION
by osteoblasts

Once a lytic lesion has 
formed, it never fully heals. 
Instead of being refilled with 
bone, lesions are filled with 
scar tissue and calcium, 
which isn’t as strong and 
robust as bone. That’s why 
preventative measures and 
overall bone strengthening 
treatments are so important.  

DID YOU 
KNOW?

SPOTLIGHT ON

https://myeloma.org.uk
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Living with bone disease

Taking calcium and vitamin D supplements will not repair the damage caused by myeloma bone disease 
and there is no evidence that they prevent the progression of myeloma bone disease or reduce the risk 
of fractures. 

However, if you are receiving bisphosphonates as part of your supportive treatment, you may be advised to 
take calcium and vitamin D supplements. This is because low calcium levels (hypocalcaemia) have been 
reported as a potential side effect of bisphosphonates, so supplements will help maintain the calcium levels 
in your body if necessary. 

Vitamin D supplements can be helpful for general use because adults in the UK often don’t get enough 
sunlight to produce it themselves. 

Can calcium and vitamin D supplements help? 

Living with bone disease can be challenging. It can cause pain and mobility issues, and 
in rare cases can cause serious complications such as spinal cord compression. With a 
few considerations to the condition of their bones, patients can still enjoy many of the 
activities they want to do.

Get support 
If bone disease has affected your mobility, you may be 
entitled to a blue badge from your local council. There 
may also be certain benefits you could receive to assist 
with everyday living. Check online using a benefits 
calculator, such as ‘entitledto’ or ‘Turn2us’, and you 
can also ask your healthcare team for local support 
services. It’s also important to be honest with family 
and friends about how you’re feeling and if there are 
ways they could help. 

Pain relief 
Pain is one of the most difficult side effects to live 
with so make sure you’re talking to your team about 
pain relief if you need it. They can prescribe a number 
of different painkillers and can refer you on to the 
palliative care team for specialist support if necessary. 

Sports and exercise 
Patients should be aware of the stress exercise can 
put on their bones, so unfortunately that means 
certain higher intensity exercises and sports should be 
avoided. This can be hard to come to terms with 
if you can no longer do one of your hobbies or 
passions. Gentle exercise is encouraged for muscle 
tone and overall wellbeing though, so you may like to 
try out some new ways of keeping fit. You can ask  
or a referral to a physiotherapist who will work with you 
to find exercises that suit your needs.  

SPOTLIGHT ON
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RESEARCH  
FOCUS
Developing effective anti-myeloma drugs
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Over the last 20 years there have been huge developments in the treatment 
of myeloma and today there are at least 12 different anti-myeloma drugs and 
combination treatments approved for use in the UK.  
 
Each of these treatments were approved based on data from clinical trials that 
showed that the treatments were safe and effective. 

Clinical trials 
Clinical trials are research 
investigations in which patients can 
volunteer to take part. They test new 
ways to treat patients aiming to find 
out if the new treatment is safe 
and effective.  

Typically, drugs need to go through 
three phases of clinical trials to 
generate the necessary data need to 
confirmed safety and effectiveness 
before they can be approved for use 
by health authorities.

For an anti-myeloma drug to 
be approved in more than one 
combination or at more than one 
point in the myeloma treatment 
pathway (e.g. at diagnosis, first 
relapse, fifth relapse) it needs to be 

shown to be safe and effective in 
every combination and every point of 
the treatment pathway it will be used.  

Typically, when a new anti-myeloma 
drug enters clinical trials, it is given 
as a single drug (monotherapy) to 
myeloma patients with advanced 
myeloma. These trials are sometimes 
called first-in-human trials. This is 
why most brand-new drugs start 
off as monotherapies for multiply 
relapsed myeloma patients. For 
example, daratumumab (Darzalex®) 
was first approved as a monotherapy 
for patients who had received at 
least three lines of treatment (third 
relapse) before it was developed and 
approved for use as a triplet at 
first relapse. 

Clinical trials are described in phases. 
As treatments go through the 
phases, more people are involved 
and receive the treatment. Each 
phase has particular aims  looking 
at various aspects of a treatment, 
for example, safety, effectiveness 
or optimum dosage. In later phases, 
how it compares to other treatments 
is looked at. This information is vital 
for the approval process as bodies, 
such as National Institute for Health 
and Care Excellence (NICE) and 
the Scottish Medicines Consortium 
(SMC), who can use this information 
to see whether the treatment is 
better than what is currently 
available and whether they should 
fund the treatment.

Phase I Phase II Phase III

15–30 people 20–150 people 100s or 1,000s of people

Safety 

Best dosage 

Confirmation of 
safety  

First indication of 
effectiveness 

Confirmation of  
safety and effectiveness  

How treatment 
compares to current 
treatment(s) 
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How effectiveness 
is measured
The effectiveness of myeloma 
treatments is measured in several 
ways, however, not all measures 
are considered equal in the eyes of 
patients and health approval bodies. 

The ultimate goal for any 
anti-myeloma treatment is to extend 
life and as a result, the main measure 
for effectiveness is how long patients 
live after receiving the treatment 
(overall survival). Overall survival is 
typically reported as a median, 
the mid-point in the data. 

Therefore, this measure gives us an 
indication of how well the treatment 
works overall and the proportion 
of patients alive at each time point 
but can’t tell us how long individual 
patients will live following treatment. 
Phase III myeloma trials typically 
aim to show that the new treatment 

delivers a comparable or better 
overall survival than a currently 
available treatment (see figure).

Overall survival data can take 
years to generate, especially when 
developing new treatments for 
newly diagnosed patients. Therefore, 
researchers often use other 
measures to give an indication of 
how well treatments work particularly 
in the early phases of clinical trials. 

One of these measures is the 
response rate, it gives researchers 
an early indication of how well the 
new drug or combination treatment 

works. It is a measure of how much 
paraprotein and myeloma cell levels 
have decreased following treatment. 
There are different levels of response 
depending on how well the treatment 
reduces the paraprotein level 
and/or level of myeloma cells in 
the bone marrow. 

The response rate is usually reported 
as the overall response rate, which 
tells us the percentage of patients 
who achieved a partial response or 
better (see table for response 
rate criteria).

Another way of measuring the depth 
of response is minimal residual 
disease (MRD). It is a relatively new 
measure of drug effectiveness in 
myeloma and at the moment it is 
only really used in clinical trials.

It is measured using very sensitive 
analysis techniques that can detect 

very low levels of myeloma cells 
in bone marrow samples. After 
treatment patients will either be 
defined as MRD negative or MRD 
positive. MRD negative means that 
no myeloma cells were detected in 
the sample and MRD positive is when 
myeloma cells were detected.  

Another measure of effectiveness 
you may hear is progression free 
survival.  It is a measure of how 
long a person’s myeloma remains 
stable following treatment, either in 
full remission or in plateau, before 
the myeloma starts to get worse 
(progress). Like overall survival, it 
is typically reported as the median.

Speeding up access 
to effective drugs
It can take up to ten years to develop 
and gain approval for a new 
anti-myeloma drug.

This is because it takes several 
years for drugs to move through 
the phases of clinical trials and it 
takes years to collect the overall 
survival data needed to confirm the 
effectiveness of new anti-myeloma 
drugs. There is concern that as anti-
myeloma treatments improve, and 
life expectancy increases, the time 
needed to generate this data and 
gain approval for new drugs will get 
even longer. 
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Clinical trials don’t just test 
new drugs. They are also 
used to test how differences 
in patient support, exercise, 
diet, sleep or healthcare 
services affect life expectancy 
and quality of life. 

DID YOU 
KNOW?

DID YOU 
KNOW?

Clinical trials have specific 
entry requirements, called 
eligibility criteria, that people 
must meet to join the trial. 
These requirement differ 
between clinical trials and 
can include when you were 
diagnosed, how many lines of 
treatment you have received, 
the stage of your myeloma, 
your age or your fitness.

Example of an overall survival curve. This compares how long patients live when receiving two different 
treatments. The median point is when 50% of patients are still living. In this example, the new treatment 
has a greater median overall survival. 
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Therefore, academia, the 
pharmaceutical industry and health 
approval bodies are looking at ways 
to speed up the drug development 
process, so that patients who 
urgently need effective treatments 
can access them. 

One way is to look at innovative 
trial designs that either let you test 
multiple treatments at the same time 
or conduct more than one phase

at the same time. This approach was 
used for COVID-19 vaccines. This 
approach can help reduce time spent 
on trial administration and planning, 
however, it can have a higher 
financial risk for pharmaceutical 
companies and doesn’t cut the time 
required to generate the overall 
survival data. 

Researchers are also looking to 
find alternative ways to measure 
effectiveness that gives an accurate 
prediction of overall survival. There is 
much discussion and debate about 
whether MRD status can be used 
in this way. So far, the results look 
promising, however, a lot of work is 
required to harmonise and validate 
this measure before it will replace 
overall survival. 

Health authorities can also grant 
conditional drug approvals on 
the basis of phase II trial data, 
progression free-survival data or 
projected overall survival data. 
This only happens in special 
circumstances when there is a clear 
need or there are no other effective 
treatments available. For example, 
belantamab mafodotin (Blenrep®) 
was recently given conditional 
approval by the European Medicines 
Agency for myeloma patients who 
have received at least four previous 

treatments and were resistant  
to currently available anti-myeloma 
drugs, because there are limited 
treatment options for these patients. 
These approvals will be re-evaluated 
as soon as the complete data 
is available. 

Clinical trials are the gold standard 
for measuring and confirming both 
the safety and effectiveness of 
anti-myeloma drugs and with 
several new drugs and treatment 
combinations currently in trials, 
including T cell engagers and CAR-T 
cell therapies, it looks like there are 
more advancements to come. 

If you are interested in joining a 
clinical trial, you need to discuss it 
with your haematologist, as they 
will have access to all your medical 
information and can discuss your 
options further. If your haematologist 
thinks the trial looks suitable for you, 
they will contact the trial team to ask 
if you can take part. You will not be 
able to sign you up to the trial without 
your doctor’s input.

Response rate

Stringent complete response (sCR) No detectable paraprotein 

No detectable myeloma cells in the bone 
marrow

Complete response (CR) No detectable paraprotein  

<5% myeloma cells in the bone marrow 

Very good partial response (VGPR) >90% reduction in paraprotein

Partial response  (PR) >50% reduction in paraprotein 

Minor response  (MR) <50% reduction in paraprotein 

Stable disease  No change in paraprotein levels 

Progressive disease (PD) Increase in paraprotein levels 

The first controlled clinical 
trial was conducted in 1747 
by James Lind. The trial was 
designed to find the best 
treatment for scurvy which 
was common among sailors 
in the British Royal Navy.  
The treatments he tested 
included cider, vinegar, sea 
water and citrus fruit. Lind 
discovered that the sailor 
who ate the citrus fruit did 
not develop scurvy. He had 
discovered the cure for 
scurvy – vitamin C. 

DID YOU 
KNOW?

You can find out what trials 
are currently ongoing in the 
UK with our Clinical Trial 
Finder available at 
myeloma.org.uk/trials

RESEARCH FOCUS
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ANTIBODIES 
With a lot of discussion 
about antibodies in the 
news over the last year 
and it being a common 
topic within clinics, here 
we give an overview of 
what these small but 
important molecules are.

What are antibodies? 
Antibodies, sometimes called 
immunoglobulins, are proteins made 
by immune cells, called plasma cells, 
when the body responds to infection.  

Antibodies help our bodies protect 
themselves from diseasing-causing 
organisms (pathogens) like viruses 
or bacteria. We have billions, if 
not trillions, of distinct antibodies 
which target specific pathogens. 
For example, most people will have 
antibodies that target mumps, 
measles and the viruses that cause 
the cold. There are five main types 
of antibody, based on their function, 
IgG, IgA, IgM, IgE and IgD.

How do antibodies work?  
Antibodies work by helping the 
immune system find and kill 
pathogens. Every antibody has 
binding sites that recognise and 
attach to specific proteins, called 
antigens, which are found on the 
surface of pathogens. The shape 
of the binding site is specific to the 

antigen it is targeting; in the same 
way a key has a specific shape to 
match the lock it needs to open. 
By attaching to the pathogen, the 
antibody tags it for destruction and 
removal from the body.

Antibodies and 
myeloma paraproteins 
Paraproteins are antibodies made by 
the abnormal plasma cells that cause 
myeloma, MGUS and AL amyloidosis. 
They are distinct from the antibodies 
produced to fight infection.  

‘Healthy’ plasma cells only make 
copies of themselves (replicate) and 
produce antibodies when there are 
signs of infection. However, myeloma 
cells are continually replicating and 
producing antibodies. Typically, 
these antibodies don’t have any 
useful function. 

Anti-myeloma treatments 
Several new anti-myeloma 
treatments use the targeting ability 
of antibodies to kill myeloma cells. 

They can do this because antigens 
are also found on the surface of 
our cells. The type and number of 
antigens vary between different cell 
types. For example, researchers have 
discovered that myeloma cells have 
higher levels of antigens called 
CD38 and BCMA.  

Monoclonal antibodies 
Monoclonal antibodies are synthetic 
antibodies made in a laboratory. 
They have binding sites that target 
antigens on the surface of myeloma 
cells. Daratumumab and isatuximab 
are monoclonal antibody drugs that 
target myeloma cells by attaching to 
the antigen called CD38.

Antibody drug conjugates
Antibody drug conjugates are 
chemotherapy drugs that have been 
attached to a synthetic antibody. 
The antibody allows the drug to 
find and attach to an antigen found 
on the surface of myeloma cells. 
After it attaches to the antigen 
the chemotherapy drug separates 
from the antibody and kills the 
myeloma cell. Belantumab mafodotin 
(Blenrep®) is an antibody drug 
conjugate that targets myeloma 
cells by attaching to the antigen 
called BCMA.

T cell engagers
T cell engagers are made from two 
distinct synthetic binding sites. One 
binding site finds and locks on to 
antigens on the surface of cancer 
cells and the other receptor locks on 
to antigens on the surface of T cells 
(a type of immune cell). They are 
designed to form a bridge between 
cancer cells and a T cell so the 
cancer cells are more likely to be 
killed by the immune system.

Antibodies

proteins on the
cell surface

cell/pathogen

Antigen binding sites

T cell engager

MYELOMA 
CELL

T CELL

proteins
on the cell
surface

proteins
on the cell
surface
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BALANCING CONCERNS ABOUT SYMPTOMS  

Your healthcare team will 
want to know how you’re 
feeling to help pick 
up signs of a relapse, 
unmanageable treatment 
side effects or potential 
complications. Being 
aware of symptoms, but 
not letting worry take 
over, is a challenge for 
all myeloma patients 
and carers. 

Equip yourself with 
knowledge 
Myeloma patients and carers are 
often told to tell their healthcare 
team about any new side effects 
or symptoms that aren’t normal. 
However, it can be a challenge to 
know what is ‘normal’, and what 
symptoms should be a cause for 
concern. Making sure you’re informed 
can help you feel confident of what 
to look out for and how to access 
support when you need to.

When you receive your treatment, 
read the information that comes with 
it. This will tell you what you should 
be looking out for and what the 
potential side effects and warnings 
are. Ask your clinical nurse specialist 
if there is anything you should be 
particularly looking out for. You 
should also discuss supportive 
treatments so you understand your 
future options if you do experience 
any side effects or complications.

Some things to look out for include:

 • Side effects – changes in toilet 
habits and needs, fatigue

 • Signs of infection – 
temperature, feeling unwell, 
cough, GI issues 

 • Signs of relapse – 
pain, fatigue, increase 
in infections

Be open and honest 
with those around you 
Downplaying or ignoring symptoms 
won’t help in the long run, and the 
sooner your team know, the sooner 
they can do something about it.  

Instigate an openness policy – if you 
have noticed something your partner 
or loved one hasn’t, mention it. 
Encourage an open dialogue where 
you can both be honest – whether 
that’s something you’ve noticed or 
the way you’re feeling in yourself.  

This is particularly good to do when 
preparing for an appointment. That 
way you can ensure you’re both 
on the same page and no one 
faces a surprise admission in 
the consultation.  

No one wants to feel like they’re 
being watched constantly, but by 
building honest communication, 
those around you can feel secure 
that anything important isn’t going 
to be missed.  

Vocalise concerns 
If you feel reluctant to talk about 
how you’re feeling, it can help to 
explore why. Explaining why it is that 
you’re feeling hesitant to tell your 
loved ones or team how you’ve been 
feeling can actually reduce some 
of those worries and you can work 
through them as a team.  

For example, you may be worried that 
speaking up about a side effect that’s 
been troubling you will mean you 
have to come off a treatment that is 
working. Talking to your healthcare 
team about that can provide you 
with reassurance. They’ll discuss 
any decisions with you and you 
can decide the best way 
forwards together. 

Build your relationship 
with your team 
Trust between you and your 
healthcare team is a vital part of 
myeloma treatment and care. You 
want to know they’re making the best 
judgements but they can only do that 
if they know all the facts. If in doubt, 
tell your team.  

Remember, you can contact your 
healthcare team any time you are 
concerned about a symptom, even 
when you are not sure whether it is 
serious. Make sure you have an 
out-of-hours number to call in case 
you need it. 

 • Keep a record of how you’re 
feeling and what affects 
this. The Myeloma UK 
Patient Diary can be a good 
place to do this 

 • Get a thermometer to get 
accurate temperature 
readings  

 • Make notes of what to bring 
up in your appointment 

 • Try not to downplay or shrug 
off concerns – be honest

What patients can do

 • Keep a note of any changes 
you’ve noticed and compare 
them to your loved 
one’s notes 

 • Have an open discussion 
before appointments to 
make sure you’re both on 
the same page 

 • Keep contact details handy 
for the healthcare team, 
out-of-hours contact and 
emergency numbers

What carers can do

HOT TOPICS
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MYELOMA TREATMENT TYPES 

Why do we use 
combinations of 
drugs?
Myeloma patients are 
treated with a variety of 
different drugs that work 
in different ways. They 
are used in combinations 
that complement each 
other’s mechanisms of 
action, working side by side 
to increase each other’s 
effectiveness. We use multiple 
methods at once to give the 
best chance of getting the 
myeloma under control. 

Myeloma treatment 
involves combinations 
of drugs and as more 
are being developed 
and working their way 
through the approval 
process, it can be hard 
to keep track of how 
they all work. Here’s 
an overview of all the 
types of myeloma drugs 
currently in use and how 
they work.

Histone deacetylase 
(HDAC) inhibitors

 • Panobinostat (Farydak®)

These drugs work by 
interfering with the DNA in 
cells.

They stop DNA from binding 
to particular proteins, which 
would normally turn off genes 
that control cell growth.

This means that the genes 
that control cell growth stay 
turned on and prevent the cell 
from growing and multiplying.

Chemotherapy

 • Bendamustine

 • Cyclophosphamide

 •Melphalan 

Chemotherapy drugs work 
by damaging the DNA in 
myeloma cells. This stops 
them being able to multiply 
and results in their death.

Proteasome 
inhibitors

 • Bortezomib (Velcade®)

 • Ixazomib (Ninlaro®)

These drugs stop the 
“recycling machines” 
(proteasomes) in myeloma 
cells working, so they can’t 
break down unwanted 
proteins. The proteins then 
build up to toxic levels and kill 
the cell.

Steroids

 • Dexamethasone

 • Prednisolone

They mimic the actions of 
naturally occurring hormones 
in the body.

Steroids make other 
anti-myeloma drugs work 
better, and they form the 
backbone of most myeloma 
treatments.

They also help reduce 
inflammation.

Immunomodulatory 
drugs

 • Thalidomide

 • Lenalidomide (Revlimid®)

 • Pomalidomide (Imnovid®)

These drugs affect the body’s 
immune system in multiple 
ways.

They directly kill or stop the 
growth of cells.

They block the growth of new 
blood vessels.

They boost the immune 
response against the 
myeloma cells.

They alter the production of 
chemical messages involved 
in the growth and survival of 
myeloma cells.

They prevent the myeloma 
cells from sticking to the bone 
marrow.

Monoclonal 
antibodies

 • Daratumumab (Darzalex®) 

 • Isatuximab (Sarclisa®)

These drugs work by 
attaching to a protein on the 
surface of the myeloma cell, 
enabling the immune system 
to target and kill the cell.

HOT TOPICS
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Last month, Myeloma UK 
welcomed Simon Linnett 
as the new Chair of the 
Board of Directors. As 
he joins our myeloma 
community, we took the 
opportunity to ask him 
some questions to get 
to know him better. 

Can you tell us about 
yourself and your 
background? 
I have spent the whole of my career 
working with and for Rothschild &Co, 
an international but UK-focussed 
banking advisory house serving 
governments and corporates. I 
have committed the vast majority 
of that time to working at the 
interface between the public and 
private sectors and it was through 
that generic work that I became 
interested in health provision, the 

ultimate public service. Through that 
association I became a Trustee of the 
Queens Nursing Institute in 1999.  
My interest in health continued to 
grow and in 2013 I worked with Sir 
John Chisholm (founder and later 
first Chair) on the business plan 
that led to the creation of Genomics 
England.  More recently, I became 
the chair of the Luton and Dunstable 
University Hospital. Last year we 
merged with Bedford Hospital to 
become Bedfordshire Hospitals 
and we now serve 600 —700,000 
patients across Bedfordshire and 
North Hertfordshire. 

What drew you to 
Myeloma UK? 
At Bedfordshire Hospital I have 
always paid particular attention to 
the ability to deliver on the cancer 
pathway.  As part of that focus, 
about two years ago, we created a 
committed HaemOnc unit. When I 
was approached by Myeloma UK, 
I was keen to see whether I could 
apply my skills and understandings 
to help a blood cancer charity which 
– I immediately discovered – has 
clear vision and great drive. In the 
very brief period of my association, 
I have been totally impressed by 
these qualities showing themselves 
strongly in all the people I have met, 
both individually and as a team. I 
wanted to be part of that. 

Why is Myeloma UK different 
from any other charity? 
The organisation’s breadth of activity 
is truly incredible: from the early 
diagnosis programme, the early 
adoption of new treatments, and the 
deep science, through to the deep 
empathy and care shown to those 
with the disease. Myeloma UK has 
also developed some incredible 
relationships with all its stakeholders 
including funders, scientists and, of 
course, the networks it has created 
for patients and the amazing support 
they bring.

As well as an adviser 
to corporates and 
governments, you have 
been deeply involved with 
healthcare throughout your 
working life. What has that 
taught you that resonates 
the most with you?

It often seems that we live 
in a world where we are 
increasingly encouraged 
to think that ‘me’ and 
‘now’ are the only two 
words that matter. 

Interview with 

SIMON 
LINNETT
NEW CHAIR OF 
MYELOMA UK

At Bedfordshire Hospital 
I have always paid 
particular attention to the 
ability to deliver on the 
cancer pathway. 
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It often seems that we live in a 
world where we are increasingly 
encouraged to think that ‘me’ and 
‘now’ are the only two words that 
matter. Healthcare demonstrates, 
particularly over the pandemic, that 
there is a much deeper, richer, and 
more compassionate side to our 
human psyche. As Adam Smith drew 
out in his extraordinary book, ‘The 
Theory of Moral Sentiments’, we have 
much more to us than our desire to 
enter into the competition of life. The 
examples of our human compassion 
and endeavour know no better 
example than in healthcare. 

What are you most excited 
about as you take on the 
role of Chair?
I am greatly looking forward to 
becoming part of the myeloma 
community and understanding how 
Myeloma UK, patients, families and 
supporters forge such close bonds.  
As part of that, I am particularly keen 
to join a local support group meeting 
in action and am hopeful for an early 
invitation! Beyond that, I am most 
excited by meeting the individuals 
(and teams) at all levels who make 
up Myeloma UK. I was introduced to 
more people in the process of my 
appointment than I have been in any 
previous role, and what I have seen 
makes me very keen to discover 
more. I am looking forward to my 
first trip up to the Edinburgh office 
once our CEO. Laura Kerby. has 
paved my way.

What is your vision for 
myeloma patients?
Ultimately my hope for patients is 
that we make such advances in 
treatment and in the way the health 
services identify and treat myeloma 
that we become almost unnecessary. 
As our excellent President, Judy 
Dewinter, reminds me: a charity has 
to fulfil an unmet need.  But that 
may be some way off. In the more 
immediate term, I hope that we will 
continue to diagnose patients early, 
care for them, give them the greatest 
options for living well with myeloma 

and draw them into the community 
so that they want to make their 
own contribution, however they feel 
able, to join our ambition to make 
myeloma history.

What are your immediate 
plans and what are your 
hopes for Myeloma UK in the 
next few years?
I am joining Myeloma UK as Chair, so 
my plans have to be to coordinate 
the organisation’s vision and to 
support Laura Kerby in the delivery 
of its ambition. I have seen examples 
of Myeloma UK in action and have 
read the refocused strategy for the 
immediate future. There is nothing 
that I see there that I would want 
to change in the breadth of or the 
delivery of Myeloma UK’s aims. I 
hope to be able to assist in certain 
specific areas such as fundraising, 
partnership working, and extending 
our network but it is important to 
understand that Myeloma UK will 
continue to be run by Laura Kerby 
and the Executive Leadership Team.

What do you think the 
biggest challenges are for 
charities are right now?
I think that charities need to 
overcome the national feelings of 
extreme uncertainty and caution. 
We have been hit hard by the 
pandemic and we can see massive 
changes over the horizon borne 
of the environmental imperative. 
But we are also told that there 
is believed to be £200bn above 
normal levels sitting in private sector 
bank accounts. I hope society is in 
the process of reinventing its own 
social contract and I hope that 
the whole charitable sector can 

inspire people to understand that 
they can afford to give and will get 
great value from doing so. I think 
Myeloma UK has a great ability to tap 
into that opportunity by offering such 
individuals the opportunity to give of 
both time and resources – and to find 
that holy grail we have to keep our 
vision real and achievable.

Are there any other charities 
or leaders that you admire, 
and why?
My wife has been a trustee and 
supporter of a charity Greenhouse 
Sports, founded and driven by a 
true visionary, Mike de Giorgio. The 
charity fills a clear and growing need 
by offering sport to adolescents 
through participating schools. 
What particularly impresses me is 
the impact this endeavour has on 
these children as they are becoming 
adults, not only physically and 
mentally, but also in their learned 
behaviours. Many of those who were 
once coached become coaches 
themselves on leaving school, 
thereby offering them an additional 
benefit – a transition into work. Like 
Myeloma UK, one sees the same 
level of commitment to the vision and 
confidence in their purpose.

In general, what motivates 
you in life? What makes you 
happy?
I think what motivates me is to 
feel that I have made a difference 
in taking a public service forward, 
whether within healthcare, as a 
Trustee of the Science Museum, or as 
Treasurer of Queen Mary University 
London. This has always been guided 
by another important, underlying 
theme – to try and improve social 
cohesion. What makes me happy 
are friendships, relaxing in heavy 
unskilled gardening, and reading. 
Somewhat late in life, I have initiated 
a book club born out of the pandemic 
– it can be surprising where 
opportunity can be found.

I think that charities need 
to overcome the national 
feelings of extreme 
uncertainty and caution. 

INTERVIEW
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MAKING THE PATIENT VOICE COUNT 
IN THE DEVOLVED NATIONS

As a UK charity, Myeloma 
UK is active across the 
four nations, supporting 
patients, working with 
clinicians and, through 
our Patient Advocacy 
work, making sure 
the voice of myeloma 
patients counts with 
decision makers.  
Health and wellbeing are “devolved” 
issues meaning they are the 
responsibility of the administrations 
in Scotland, Wales and Northern 
Ireland, with Ministers held to 
account by the legislatures at 
Holyrood, the Senedd and Stormont.  

It has been an exciting period with 
election season in Scotland and 
Wales, (Northern Ireland are due 
to hold their elections in 2022) 
and the Patient Advocacy team are 
gearing up to meet with Ministers, 
Parliamentarians, and decision 
makers to improve myeloma 
treatment and care.   

Whilst there are no changes in 
parties leading the Governments of 
Scotland and Wales, there are new 
Cabinet members for health in both 
administrations and they will have 
a long list of issues waiting in 
their inboxes. 

At that top of that list will be the 
recovery of cancer services from 
impact of COVID-19. Myeloma UK will 
be working with our partners in the 
Wales Cancer Alliance (WCA) and the 
Scottish Cancer Coalition (SCC) to 
ensure that cancer recovery remains 
a top priority.  

Through the WCA and SCC 
we have engaged with the Scottish 
Government and Welsh Government 
on several issues during 
the pandemic.  

In Scotland, we contributed our 
thoughts towards the development 
of the Scottish Government 
National Cancer Recovery plan; met 
regularly with officials in the Scottish 
Government to discuss the impact of 
the pandemic on myeloma patients 
including sharing the results of our 
COVID-19 patient and family surveys; 
we continued to represent patients 
at appraisals for new treatments with 
the Scottish Medicines Consortium 
(SMC); our Director of Research sits 
on a Clinical Trial Recovery sub-group 
as part of the Scottish Government’s 
National Cancer Recovery Group; 
and, our CEO spoke to MSPs at the 
Scottish Parliament Cross Party 
Group on Cancer on the impact of 
the pandemic on myeloma patients.   

In Wales, we met regularly with the 
Welsh Government to discuss the 
impact of the pandemic on myeloma 
patients, including sharing the results 
of our surveys and helping to develop 
a more nuanced shielding policy. 
We are also currently working with 
our partners in the WCA to critique 
the new Cancer Quality Statement 
which will replace the Welsh Cancer 
Deliver plan.

Looking forward, we have priorities 
for cancer recovery across the 
devolved nations. While we don’t 
yet have detailed data, there are 
concerns that the pandemic will 
have affected diagnosis, and this is, 
therefore, a key priority. 

We are also advising on both the 
positive and negative effects of 
treatment changes during the 
pandemic. For example, oral 
treatments and virtual appointments 
have allowed patients to continue 
to be treated through the pandemic. 
However, there have been delays to 
treatment such as high-dose therapy 
and stem cell transplantation (HDT-
SCT) and a lack of access for services 
like psychological support.  

We are also working on cancer 
recovery in Northern Ireland, 
alongside contributing to the 
development of the Northern Ireland 
Cancer Strategy. This overarching 
strategy will focus on improving 
cancer services and outcomes in 
Northern Ireland for the next 10 years. 
Over the past 18 months Myeloma UK 
have taken part in a sub-group on 
diagnosis and screening helping to 
produce recommendations for the 
strategy. We are expecting a draft of 
the Cancer Strategy to be released for 
public consultation over the summer 
period of 2021 and will contribute our 
own consultation response.  

Improving early diagnosis, getting 
patients access to new treatments, 
enhancing data on myeloma so we 
understand better the challenges 
and how to tackle them; we will keep 
working in partnership with clinicians, 
patients, the NHS and industry to 
deliver on these priorities for patients 
in the devolved nations.

POLICY BRIEFING

POLICY BRIEFING

If you want any more 
information on our work in the 
devolved nations, then please 
get in touch by emailing 
policy@myeloma.org.uk

https://myeloma.org.uk
mailto:policy%40myeloma.org.uk?subject=
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What support is 
available to help me 
care for my parent? 
It is not always easy or straightforward 
caring for a parent who is ill, particularly 
if you do not live close by. Help and 
support is available, although it may 
vary between geographical areas. 

Talking to your parent’s clinical nurse 
specialist (CNS) and/or GP is a good 
starting point. They will be able to 
offer suggestions about suitable local 
resources for you and/or your parent. 
They can also arrange any appropriate 
referrals if necessary. Your parent’s 
local council can also provide a social 
care needs assessment to look at 
what support your parent may need. 
To find out more about this you can 
contact the council’s social services 
department (social work department 
in Scotland) or visit their website. 

To get support for yourself, contact 
your local council about a carer’s 
assessment and speak to your GP. 
Carers Trust can also help with 
identifying local support services.  

You can also join support groups or 
online groups to chat with and get 
support from other carers.  

I’ve just started treatment with 
lenalidomide (Revlimid®), 
what side effects might I get? 
Lenalidomide can cause a range of side effects. This includes side 
effects that may ease over time or with treatment, such as skin rashes, 
diarrhoea and constipation. Persistent diarrhoea could be caused by 
a condition called bile acid malabsorption, which usually will require 
dietary changes and/or treatment. 

Other side effects to look out for include peripheral neuropathy, which 
can increase progressively due to the cumulative effects of long-term 
treatment; this often reduces if lenalidomide dosage is lowered. Low 
blood counts can also develop over time, increasing infection risk, 
bruising/bleeding, or causing anaemia. Anaemia can cause fatigue, 
though this can be a standalone side effect of lenalidomide and 
a symptom of the myeloma itself. 

In addition, the risk of developing blood clots or deep vein thrombosis 
(DVT) increases whilst taking lenalidomide. DVT most commonly 
develops in the legs causing red, painful swelling that is warm to the 
touch. Blood clots can sometimes travel to the lungs, causing new 
shortness of breath and/or chest pain. Patients will usually be given 
a preventative drug to lower their risk of DVT.

Any new or worsening side effects should be reported 
to your medical team. 

Ellen Watters, Kim Dolman and Hayley Hepworth  Myeloma Information Specialists

I’ve been very short of breath lately, 
what could be causing this?
Breathlessness can occur for a number of reasons, some of which 
may be related to your myeloma or its treatment. For instance, 
anaemia is a common complication of both myeloma and its 
treatment. Anaemia can cause a number of side effects such as 
shortness of breath, especially on exertion.  

Another common cause of breathlessness in myeloma patients is 
infection, these may be bacterial, viral or fungal. Chest infections, 
COVID-19 and pneumonia can cause changes in breathing. You may 
also have a raised temperature, may be shivery and will feel tired 
and unwell. Your team will want to know if you are experiencing any 
signs that you may have an infection, which will always be 
treated promptly.  

Patients who experience loss of height as a result of myeloma 
related damage to the bones of the spine (the vertebrae) often 
have breathing difficulties due to there being less space for the 
lungs to fully inflate.  

ASK THE NURSE
ASK THE NURSE

If you have a questions for our 
Myeloma Information Specialists, 
call the Myeloma Infoline on 
0800 980 3332, 
use our online form at 
myeloma.org.uk/askthenurse 
or email 
askthenurse@myeloma.org.uk

tel:08009803332
http://myeloma.org.uk/askthenurse
mailto:askthenurse%40myeloma.org.uk?subject=
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Small Society Lottery  
Registration No: 443188myeloma.org.uk/mylottery

Play our lottery for just £1 per week and help 
Myeloma UK to provide advice and support to myeloma 
patients and their families, as well as supporting our work 
to improve diagnosis, treatment and care for patients 
across the UK.

Win up to £25,000
Lottery
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Changing lives every week

Join online today
or call 0131 230 0429  
to request an entry form

Holding a coffee morning this November is a great way to 
raise awareness and funds to help make myeloma history

Coffee

0131 230 0429    coffee@myeloma.org.uk
myeloma.org.uk/coffee

Clinical Nurse Specialist 
leaves gift in her will to 
Myeloma UK 
Myeloma UK supporter Dave 
Edmondson kindly shared a little 
about his wife Deborah, who sadly 
died in June 2020. Dave told us 
about Deborah’s life and why it was 
important to her to leave a gift in her 
will to Myeloma UK.   

Deborah was the youngest of her six 
siblings and was brought up on a farm 
in Oxfordshire. Dave and Deborah 
met at a friend’s wedding and married 
in March 1991. The couple had two 
children, Hannah and Charles. Whilst 
raising their children, Deborah worked 
as a Palliative Care Clinical Nurse 
Specialist, working for the NHS for 
many years. 

Deborah was diagnosed with 
myeloma in 2006 and despite her 
myeloma diagnosis, she continued to 
care for others. Dave told us:  

“Debs was a true fighter who fought 
her cancer for some 14 years. Despite 
this, she always put others first above 
herself. She was a truly inspirational 
person who was caring and loyal both 
in her private life and as a Palliative 
Care Clinical Nurse Specialist working 
with patients in the community/
Hospital and Hospice settings.”  

Dave and Deborah had recently 
moved back to the area Deborah 
grew up in, buying one of the former 
farm cottages. She took on the 
task of converting and extending 
the cottage and became a brilliant 

project manager. Deborah was an 
avid gardener and spent a lot of time 
working in the garden. She sadly knew 
that she wouldn’t have very long to 
enjoy the new house, but she made 
it a lovely family home for Dave and 
their children.  

Dave spoke of Deborah’s 
determination and that she always had 
a mindset of overcoming adversity:  

“Debs suffered from myeloma for 
many years, and she fought with 
energy despite it taking its toll over the 
years with transplants and so forth. 
She was looked after by the team at 
the Royal Marsden and was superbly 
looked after. Debs was very aware 
of the effect that her treatment and 
the eventual outcome would have on 
others and did whatever she could to 
ensure that we were not affected as 
best she could. As ever, she thought of 
others rather than herself.” 

Deborah generously left £1,000 in 
her will to Myeloma UK. She wanted 
to support work into finding more 
effective treatments for myeloma, and 
information and support services to 
help other patients and their families. 

We really appreciate this wonderful 
legacy left by Deborah to make 
a difference in the lives of other 
myeloma patients.

She was a truly 
inspirational person who 
was caring and loyal 

 

As ever, she thought of 
others rather than herself.

If you would like 
to talk to someone about 
leaving a gift in your will to 
Myeloma UK, and support 
our vital work, please contact 
Claire Holmyard, Individual 
and Planned Giving Manager 
on 0131 230 0737 
or email claire.holmyard@
myeloma.org.uk

SUPPORTER  
STORIES

SUPPORTER STORIES

https://myeloma.org.uk
mailto:claire.holmyard%40myeloma.org.uk?subject=
mailto:claire.holmyard%40myeloma.org.uk?subject=
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Small Society Lottery  
Registration No: 443188myeloma.org.uk/mylottery

Play our lottery for just £1 per week and help 
Myeloma UK to provide advice and support to myeloma 
patients and their families, as well as supporting our work 
to improve diagnosis, treatment and care for patients 
across the UK.

Win up to £25,000
Lottery
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Changing lives every week

Join online today
or call 0131 230 0429  
to request an entry form

Holding a coffee morning this November is a great way to 
raise awareness and funds to help make myeloma history

Coffee

0131 230 0429    coffee@myeloma.org.uk
myeloma.org.uk/coffee

mailto:coffee%40myeloma.org.uk?subject=
http://myeloma.org.uk/coffee
https://www.myeloma.org.uk/fundraising-and-donations/myeloma-uk-lottery/


We’re here for everything a 
diagnosis of myeloma brings 

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

 Get answers to your questions by  
emailing AskTheNurse@myeloma.org.uk

 Learn about myeloma from experts and meet other patients  
at our Patient and Family Myeloma Infodays.

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

 Join your nearest Myeloma Support Group to meet up  
and talk to other people face to face.

 Visit myeloma.org.uk, a one-stop-shop for information on myeloma;  
from news on the latest research and drug discovery to articles on 
support, treatment and care.

 Watch Myeloma TV, videos about myeloma presented by experts, 
patients and family members.

 Use the Discussion Forum for the opportunity to share experiences  
and advice about living with myeloma.

 Help make myeloma history by fundraising and donating.  
Email fundraising@myeloma.org.uk or call 0131 230 0429  
to find out ways you can help.

Registered Charity No: SC026116

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

 0131 557 3332

 myelomauk@myeloma.org.uk myelomauk    

tel:08009803332
mailto:AskTheNurse%40myeloma.org.uk?subject=
tel:08009803332
https://www.myeloma.org.uk/
mailto:fundraising%40myeloma.org.uk?subject=
tel:01312300429 
tel:01315573332
mailto:myelomauk%40myeloma.org.uk?subject=

