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An experienced and 
accomplished healthcare 
leader, Rosemarie Finley,  
has been appointed 
Chief Executive of 
Myeloma UK.

Welcome to the Summer 2017 
edition of Myeloma Matters.

In this edition, we feature a 
Spotlight on pain, a myeloma-
related complication described as 
“exhausting and dispiriting” by a 
patient who took part in a survey 
we recently carried out. We asked 
those that have struggled with 
pain to give us their top tips for 
coping with it – it is my hope that 
these tips, and the ‘lessons learned’ 
across a 20 year career working 
in pain management from Prof 
Ahmedzai, a palliative medicine 
consultant, can help others.

number of senior leadership 
positions at Buckinghamshire 
Healthcare NHS Trust, 
including Director of Education, 
Research and Development; 
Associate Chief Nurse for the 
Specialist Services Division; and 
Safeguarding Lead for Acute and 
Community Services.

Rosemarie has an MBA in Health 
Management and has also 
worked as a strategic adviser 
to a number of pharmaceutical 
companies. All at Myeloma UK 
welcome Rosemarie to the team 
and we will feature an interview 
with her in the next edition of 
Myeloma Matters.

I hope you enjoy this edition and, 
as ever, please contact me with 
any comments.

Our medical focus this issue is on 
imaging in myeloma, co-authored 
by Dr Christina Messiou and 
Dr Martin Kaiser, a consultant 
radiologist and consultant 
haematologist respectively at 
The Royal Marsden Hospital in 
London. It has a particular focus 
on a new technique called ‘whole 
body diffusion weighted MRI’ and 
how this is proving particularly 
effective for imaging myeloma.

Finally, I want to share some 
important news with you. An 
experienced and accomplished 
healthcare leader has been 
appointed Chief Executive 
of Myeloma UK. On 28 June, 
Rosemarie Finley joined Myeloma 
UK from the Epilepsy Society, 
where she was Acting Chief 
Executive and Chief Operating 
Officer. Rosemarie is a trained 
nurse and has extensive 
management experience in the 
healthcare sector. She held a 

Jude Leitch 
Myeloma Matters Editor 

DEAR 
READER
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Keep up-to-date  
on myeloma news  
by visiting  
www.myeloma.org.uk  
or sign up to  
our monthly 
e-newsletter at  
www.myeloma.org.uk/
enewsletter

MYELOMASCOPE

New method may 
help patients avoid 
painful biopsies
Researchers at the Massachusetts 
Institute of Technology have 
devised a new technique to 
capture and count circulating 
plasma cells from small samples 
of blood from myeloma 
patients, raising the possibility 
of an alternative to painful bone 
marrow biopsies. The research 
team coated the channels of 
a microchip with CD-138, an 
antibody that is also expressed 
on the surface of plasma cells. 
1 millilitre samples of blood 
were then pushed through the 
microchip. The antibodies, acting 
as tiny Velcro pads, grabbed onto 
any passing plasma cells while 
letting the rest of the blood flow 
out of the chip. This allowed the 
researchers to count the cells. 
This method may provide an 
easier way to monitor levels of 
myeloma at diagnosis, response 
to treatment or to look for 
mutations in cells, helping to 
further characterise a patient’s 
myeloma. “Capturing plasma 
cells from blood samples can 
serve as a liquid biopsy, which 
can be performed in clinics as 
often as required, and serve as 
a diagnostic and prognostic test 
during and after chemotherapy 
treatment” the lead researcher 
stated.

Study highlights challenges associated with 
early diagnosis of myeloma 
A study examining the number of visits people made to their GP before 
being diagnosed with cancer through accident and emergency (A&E) 
has shown that myeloma patients presenting via this route have a 
higher number of prior GP visits than patients with any other cancer. 
Published in the British Journal of General Practice, researchers analysed 
data from over 4,500 patients from the 2010 English Cancer Patient 
Experience Survey. Contrary to the theory that patients presenting at 
A&E represent missed diagnoses, they found that approximately a third 
of cancer patients had never been to see their GP about their symptoms. 
These were more likely to be male, older people and those from more 
deprived backgrounds. Another third of patients had between one to 
three GP consultations and a further third had more than three prior GP 
consultations. Those in the latter category were more likely to be women, 
younger people and from ethnic minorities. They were also more likely to 
have “difficult to diagnose” cancers such as myeloma and lung cancer. 

Ultra-high doses of vitamin C and myeloma 
It is well documented that vitamin C can block the action of bortezomib 
(Velcade®) against myeloma cells. However, researchers at the University 
of Iowa have found that combining ultra-high doses of intravenous 
vitamin C (also called pharmacologically-dosed ascorbic acid) with the 
most potent drug currently used to treat myeloma – melphalan – had 
a significant effect on myeloma cells in both in vitro (laboratory) and 
in vivo (mouse) studies.  Melphalan is often given in very high doses as 
part of the stem cell transplantation process but can cause many side-
effects. Combining the pharmacologically-dosed ascorbic acid with 
lower doses of melphalan - 25 per cent of the typical dose – delivered 
the same effect on myeloma cells, or even better, than seen with the 
typical dose of melphalan given alone. The research team is now laying 
the groundwork for clinical trials in patients. If the same effect is seen 
in patients, it may mean fewer side-effects for those undergoing stem 
cell transplantation and could mean that more patients would be able to 
have a transplant.

New technology for predicting outcome  
in myeloma
Researchers from Cardiff University have shown that measuring 
sections of DNA called telomeres can help predict outcome in 
myeloma. Telomeres are protective stretches of DNA that cap the end 
of chromosomes. Every time a cell divides, telomeres gradually shorten 
and eventually leave the chromosome ends exposed. This triggers 
DNA damage that accelerates cancer progression and drug resistance. 
The research, published in the British Journal of Haematology, used 
new technology to detect the length of telomeres in samples from 134 
myeloma patients and then cross-referenced this against the patients' 
medical records to analyse the impact of telomere length on disease 
progression and survival. The researchers found that telomere length 
was an effective indicator of how myeloma will progress in patients. 
The technology may help doctors make better choices about the most 
appropriate and effective treatment option for individual patients, but 
more research is needed.
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NAME: Roger Preston

LIVES: Bournemouth

AGE: 61

MYELOMA
MY LIFE WITH

My name is Roger Preston, I live 
in Bournemouth with my wife 
and three (grown up) children 
and have worked playing in the 
cello section of the Bournemouth 
Symphony Orchestra for the past 
37 years. My wife Judith is also a 
member of the Orchestra, playing 
the viola.

I was diagnosed with myeloma 
2 1/2 years ago after a prolonged 
period of severe back ache. I 
put this down to a lifetime of 
sitting playing the cello and so 
didn't take much notice, also I’m 
someone who has rarely had any 
need to go to the doctor and has 
almost never had a day off work. 

After finding myself literally 
unable to stand up with 
excruciating back pain soon 
after we had played a concert 
in Truro, I was dragged off to 
the GP even though I was firmly 
convinced that it was a slipped 
disk, or something similar, and 
that some physio would sort 
it out (it transpired later that 
several lower vertebrae had 
actually collapsed). My GP and 
my wife thought differently and 
very wisely sent me off for a 
blood test, the results of which 
suggested an abnormal calcium 
level. I was extremely fortunate to 

be seen by my brilliant consultant 
Dr Helen McCarthy and the 
excellent haematology/oncology 
team at the Royal Bournemouth 
Hospital, which I soon learnt is a 
real centre of expertise for the 
study and treatment of myeloma. 
Helen has been my consultant 
from diagnosis right through to 
the present and I have always had 
complete confidence in her.

I was offered the Myeloma XI trial 
which I was very happy to accept, 
and I trusted and felt confident 
with the information and advice 
I was given. This treatment was 
very effective in dealing with 
my myeloma, but unfortunately 
it also dealt a massive blow 
to my immune system and I 
contracted a very severe case 
of H1N1 (swine flu). This led to 
multiple complications, including 
pneumonia in both lungs and 
severe acute respiratory distress 
syndrome, which finally put me 
in intensive care on a ventilator 
and in an induced coma (“the 
worst case of swine flu I have ever 
seen!” stated an intensive care 
consultant). Oh yes, what nearly 
finished me off was a severe 
gastrointestinal bleed as well! 
It is absolutely true to say that I 
would not be alive today were it 

not for the outstanding treatment 
I received and the complete 
dedication of the intensive care 
team. There are not enough 
appropriate words to express my 
sincere gratitude to them.

Obviously I remember little about 
this period in hospital, aside from 
having the most amazing and 
vivid dreams! Eventually I was 
conscious enough to wonder 
why everyone looked so sad. 
I discovered later that it was 
actually thought unlikely that I 
would survive and there was a 
‘Do Not Resuscitate’ notice on 
me. However, once I was past 
the danger point and as soon as 
I could think straight again, I had 
other ideas!

I'm not someone who agonises 
over the past; why things have 
happened and “isn’t it awful that 
this has happened to me" are to 
be avoided in my opinion. 

From the moment I was 
diagnosed with cancer I felt 
instinctively that to stand any 
chance of recovery and getting 
back to a “normal” life, a positive 
attitude would be essential. 
Having faith in the doctors and 
determination to get better, at 
least to an achievable level, has 
always seemed crucial to me.

Summer 2017www.myeloma.org.uk6
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Visit www.myeloma.org.uk/stories 
to watch Roger talking more about 
living with myeloma



www.myeloma.org.uk8 Summer 2017

PATIENT EXPERIENCE

By the time I left hospital I 
couldn't walk for ages, was left 
with a severe spinal deformity and 
lung damage. But to everyone's 
surprise I was still alive! As soon 
as they would let me out I began 
the long process of putting my 
life back together.

Having made sufficient recovery, 
and in order to try to give my 
back more strength and stability, 
I underwent an operation for 
balloon kyphoplasty at the 
Royal National Orthopaedic 
Hospital in London. This is a 
relatively common procedure 
these days but was unusual 
in my case because at first it 
was felt that it was too late 
for my spine to benefit from 
this procedure. However, 
after extensive scanning, four 
vertebra were identified as being 
suitable for treatment. Given my 
compromised lung function and 
having been so long on oxygen, 
it was felt unsafe to give me a 
general anaesthetic. So I had 
the interesting experience of 
having balloon kyphoplasty under 
local anaesthetic and actually 
seeing the inside of an operating 
theatre during an operation of 
this kind. I'm told it took a lot of 
nerve to have this done, but it 
just seemed to me that it was 
something I had to do.  It was 
somewhat unnerving for the 
consultant orthopaedic surgeon 
as he told me that he had never 
undertaken this procedure under 
local anaesthetic before. However, 
it went well and I believe it has 
helped give my back some more 
strength and stability, though of 
course it was too late to make it 
any difference to the deformity of 
my spine but hopefully will help 
prevent my kyphosis from getting 
progressively worse.

Underpinning my recovery, 
aside from the love and support 
of my family and the amazing 
help and support of all my work 
colleagues, has been the desire 
(a need, really) to get back to 

playing the cello and making 
music again. I've been playing for 
nearly 50 years, so it truly seems 
like part of me. To get back to 
playing in the Orchestra, where I 
have been pretty much my entire 
working life, was my ultimate 
goal. 

As soon as I was strong enough 
to pick up the cello I started 
playing a few notes and was 
hugely relieved and slightly 
surprised that I could still play, 
albeit tentatively. Of course I 
straightaway realised the need 
to make changes to my seating 
position and the way I hold the 
instrument because of my bent 
spine and having lost 6 inches 
in height due to the collapse 
of my lower vertebrae. I soon 
realised that possibly the main 
challenge would actually be 
sitting for long enough in a fixed 
position in order to participate in 
music-making for any meaningful 
length of time. Next step was to 
buy a special chair to enable me 
to sit reasonably comfortably. 
I gradually discovered that my 
life would become preoccupied 
with a myriad of practical details 
necessary for me to play and 
eventually get back to work.

After practising a little at a time 
and then gradually increasing 
the length and complexity of my 
practice I began a phased return 
to playing in the Orchestra. This 
went well enough that I felt able 
to return to work part-time from 
last October.

My myeloma is currently at a low 
level, pretty much in remission, 
though I'm still on a low dose 
of lenalidomide (Revlimid®) and 
steroids, which fortunately has no 
noticeable side-effects and works 
for me. I'm under no illusions 
about my condition returning 
at some point, but that just 
reinforces my need to make the 
most of every day and enjoy my 
family growing up and appreciate 
the concerts that we play even 

on the days when exhaustion 
or discomfort is in danger of 
getting the better of me. On a 
practical level I have to plan my 
days, especially on work days. I 
have to make sure I'm completely 
prepared for the music we are 
playing, having everything I need 
organised and anticipate access 
requirements etc for the many 
venues the Orchestra serves all 
over the South and West. It's 
crucial to allow myself enough 
time for everything I do, since 
that allows me to tackle most 
things really and lead as “normal” 
a life as possible. 

I can't believe that it has only 
been 2 1/2 years since I was first 
diagnosed. An extraordinary 
amount has happened to me and 
although, as I have mentioned, I 
do not dwell upon the past, when 
I do think back it all feels slightly 
unreal and something I might 
read in a novel! However, it is very 
real and sometimes the pain on a 
particular day or the frustration of 
not being able to run around and 
achieve a great deal at speed like 
I used to is very real. But nothing 
is going to put me off doing the 
best I can and achieving as much 
as I can, for as long as I can. 

I can't finish without mentioning 
the exceptional financial 
support I have received from 
the charity Help Musicians and 
the Bournemouth Symphony 
Orchestra Benevolent Fund. I 
don't really know how I would 
have managed without the 
unquestioning support of these 
two organisations - I owe them 
both a huge debt of gratitude.

Aside from the love and 
support of all my family and 
friends and the unstinting 
support of my colleagues from 
the Bournemouth Symphony 
Orchestra, which has all been 
more than I could possibly wish 
for, I find it hard to imagine where 
I would be without my music and 
especially my cello.



“A constant daily 
grind. Limiting me 
physically at work 
and in social terms. 
You learn to cope 
but it’s hard for 
other people to 
really understand 
what you feel.”

SPOTLIGHT
ON PAIN
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To look at me you would swear  
I was normal, fit and healthy with 
nothing wrong with me… it’s  
difficult for people to understand 
the pain issues I currently face. 

Pain is a sensation 
which causes 
discomfort or 
distress and is often 
a signal that the 
body is dealing with 
injury or illness. Pain 
is subjective and 
individual - what is 
bearable in one person 
may be intolerable in 
another person, even 
when the cause of the 
pain is similar.  

AN INTRODUCTION 
TO PAIN

it can be due to the side-
effects of treatment. Effective 
control and management of 
pain is an important aspect of 
myeloma treatment. Due to 
the differences in perception 
of pain - partly influenced 
by background, culture, 
genetics and gender – pain 
management needs to be 
tailored to the individual. 

The following pages provide 
more information on pain 
from fellow patients, family 
members and a healthcare 
professional, and include tips 
for coping with pain.   

Unfortunately, pain is a common 
symptom of myeloma and will 
affect up to 80% of patients at 
some point. 

For many, pain is frustrating 
and debilitating. Its effects 
are not only physical, but also 
psychological and emotional. 
Pain can cause weariness, anger, 
fear, poor concentration and 
sleep deprivation. In turn, these 
can affect the way patients  
cope with the pain.

Generally, pain is described as 
being either acute, chronic or 
breakthrough, and can be a  
result of the myeloma itself or  

SPOTLIGHT ON
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#1 Bone 
disease

#3 
Infection

#5 Bone marrow 
tests

#4 Mucositis

#2 Peripheral 
neuropathy

Top    
causes   
of pain?

Of over 100 patients who completed our survey: 

9 out of 10 had 
experienced pain, either 
as a symptom of myeloma 
or a side-effect of 
treatment

Over 68% found it 
difficult to accurately 
describe their pain to 
others

 

32%
68%

physical effects

psychological & 
emotional effects

social effects

“Even doing simple 
things like carrying heavy 
shopping can mean that 
the next day the pain is 

hard to cope with.”

“My pain is constant  
and unrelenting – gives a  

feeling of isolation that  
no one apart from my  

husband can understand.  
It’s a daily battle to  

keep focused.”

“It is very limiting. I find it almost impossible to sleep in a 
bed, making planning a holiday nearly impossible. Also I 
have to research issues such as access and availability of 
disabled toilets before visiting friends or social venues.” 

SPOTLIGHT ON
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“One of the side-effects that patients  
dread – but don’t tell usually their doctors  
about – is painful constipation from morphine 
and related drugs. I advised patients to write  
down such issues so that they didn’t forget  
to mention them during the busy short clinic 
visits. Family members of myeloma patients  
can also be so helpful and have taught me  
so much - they can sometimes speak more  
openly on behalf of the patients about  
symptoms and side-effects, and other  
ways that pain or its treatments are  
upsetting their quality of life.” 

The healthcare professional view

The first lesson I learnt about 
caring for myeloma patients was 
that not only is pain common 
in myeloma, but it takes many 
different forms and needs a wide 
range of treatments.  

I found many patients with 
myeloma bone pain were being 
‘knocked out’ with too high doses 
of morphine (an old so-called 
‘natural’ drug, but actually not 
the most powerful painkiller 
and one with some of the worst 
side-effects), to the extent 
that it was threatening their 
wellbeing. So I learnt to use less 
and less morphine. We switched 
patients to more modern forms 
of drug delivery, such as patches 
containing synthetic drugs called 
fentanyl and buprenorphine, 
which are more powerful than 
morphine but have reduced  
side-effects, and which most 

patients find more convenient  
to use. We also offered patients 
new approaches to ‘top-up’ their 
pain relief such as tablets that 
dissolve in the mouth, or nose 
sprays. These can give very rapid 
but short-lasting pain relief, often 
allowing people to rise out of  
bed or get into the car to have 
a day out.  

Another cause of troublesome  
pain in some patients is 
neuropathy caused by certain 
anti-myeloma drugs. I introduced 
several new drugs which work 
alongside the patches, helping to 
reduce neuropathic pain without 
causing undue side-effects.  

The third group of patients that 
challenged my pain management 
skills were those with mucositis  
following high-dose 
chemotherapy given during stem 

cell transplantation. Mucositis 
is when the lining of the mouth 
and gullet – and sometimes also 
the bowel – becomes inflamed 
and ‘raw’, causing intense pain. 
I designed a protocol using 
special mouthwashes that can 
instantly numb the pain and allow 
patients to take drinks again. The 
mouthwashes were not new but 
the trick I found was to use these 
in combination and frequently – 
every 2 hours. Using these with 
patches and nasal sprays allowed 
many patients fast and safe pain 
relief without causing dangerous 
sedation. With this approach, 
we virtually abolished the use 
of morphine injections in the 
transplant unit.

I find working with myeloma 
patients and their families so 
rewarding and hope that I have 
given as much back to them. 

Prof Sam H Ahmedzai is a recently retired palliative medicine consultant. He worked 
for 20 years at the Royal Hallamshire Hospital in Sheffield where he and his team were 
increasingly involved in care of myeloma patients living with myeloma-related pain 

SPOTLIGHT ON
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It can be very difficult 
living with pain and 
you may need a lot of 
help and support.

Remember that the 
extent of pain you are 
living with may not 
always be obvious to 
family, friends, doctors 
and nurses. 

Pain is frequently under-
reported by patients who: 
consider it an unavoidable 
symptom of myeloma; are 
worried it may be a sign that 
their myeloma is returning; or 
are concerned that treatment 

WITH PAIN
LIVING / COPING

IF PAIN IS DUE TO 
NEUROPATHY, TRY VITAMIN B.

TRY TO STAY 
AS ACTIVE AS 
YOU CAN.

Patient tips on coping with pain 

DON’T SUFFER IN SILENCE. 

‘It might be frightening 
to take morphine 
based pain-killers but 
they work and you can 
slowly come off the 
medication, with no 
side-effects, when the 
myeloma is in remission.’

‘Get a really comfortable 
mattress if you can if 
you are suffering back 
and rib pain.’

‘Get referred to a pain 
management clinic.’

‘BE DETERMINED WHEN 
DISCUSSING PAIN WITH 
YOUR DOCTOR.’

‘Take each day as it comes 
because every day is different. 
Feeling positive helps!’

‘Seek support from as 
many places as possible. 
Hospice outpatient teams 
can be very helpful and also 
open up opportunities for 
complementary therapies.’

‘INSIST ON TRYING 
DIFFERENT 
CATEGORIES OF 
PAIN-KILLERS AS 
SOME MAY WORK 
FOR YOU BETTER 
THAN OTHERS.’

‘Be prepared to take 
pain-killers on a regular 
basis. And hot water 
bottles and wheat bags 
were my best friends!’

‘Try orthotic insoles 
to relieve peripheral 
neuropathy.’

‘There is a balance to be 
struck between taking 
the edge off pain and 
not feeling your ‘brain 
is dulled’. Feeling some 
pain may be better than 
feeling ‘out of it.’ 

Order information 
from Myeloma UK

Myeloma Infoline 
0800 980 3332



will be stopped if they mention 
their pain.   

In order to get on top of 
pain, you have to be honest 
with those around you. Your 
doctor and nurse will try to 
reduce your pain by medical, 
non-medical or surgical 
interventions. The aim of any 
pain relieving treatment is 
to provide continuous pain 
relief, whenever possible, with 
minimal side-effects.  
Pain is often relieved by 
treatment of the myeloma itself 
and a response to treatment is 
a major factor in reducing pain 
and improving quality of life. 

There are also some things that 
you can do yourself to try to 

get control of your pain and 
to cope with it, such as asking 
for help when needed, taking 
pain-killers regularly and as 
prescribed and achieving a 
balance between regular rest 
and activity.   

For more support about 
how to cope with pain, order 
information from Myeloma UK 
or phone the Myeloma Infoline.

‘EXPLORE ALL OPTIONS 
IF YOU ARE STILL 
EXPERIENCING PAIN 
EVEN AFTER SUCCESSFUL 
MYELOMA TREATMENT – 
WEEKLY ONE HOUR PILATES 
SESSIONS HAVE REALLY 
HELPED ME.’

SPOTLIGHT ON
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OUR NEXT  
SPOTLIGHT  
WILL BE ON 
INFECTION

Myeloma patients are up 
to 10 times more likely to 
develop an infection than 
the general population. 
We’d love to hear from 
you on this topic. 
Have you had frequent 
infections? Are you often 
concerned around others 
about picking up a bug? 

Get in touch with your 
comments and your words 
could feature in the next 
issue. 

E: jude.leitch@myeloma.org.uk 

TIPS FOR COPING  
WITH PAIN

1 6

2 7

3 8

4 9

5 10
Find a hobby  
to help take your 
mind off the pain

Seek help from a 
variety of sources

Take each day  
as it comes and 
have patience 

Ask to be  
referred to a pain  
management clinic

Try to keep  
mobile and 
active 

Listen to your  
body and go at 
your own pace 

Try different pain 
relief until you find 
one that suits you 

Don’t suffer in  
silence, there’s  
no need to do so

Ask for help  
when needed

Try to keep a  
positive mental  
attitude 

www.myeloma.org.uk14
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Ellen Watters RGN Myeloma Information Specialist, Myeloma UK

The term oligoclonal bands 
refers to the detection of the 
different normal immunoglobulins 
(antibodies) in a person’s blood. 

In myeloma, this is most often 
seen following high-dose therapy 
and stem cell transplantation and 
its timing is usually connected 
to a specific regeneration phase 
of the immune system. The 
presence of oligoclonal bands 
is a good indication that the 
patient is recovering well and 
producing all the different normal 
immunoglobulins. 

The detection of oligoclonal 
bands post-transplant is thought 
to be associated with a more 
favourable outcome. What if there are no clinical trials at 

my hospital?     
Not all hospitals have the facilities or expertise to conduct clinical trials. 
If you are interested in taking part in a particular clinical trial you may be 
able to travel to a different hospital to take part.

Myeloma patients often have low levels of normal healthy 
immunoglobulins (antibodies) needed to fight infection. This is due 
mainly to the overproduction of abnormal plasma cells (myeloma cells) 
in the bone marrow, which suppresses the production of healthy plasma 
cells which make healthy immunoglobulins. 

Some anti-myeloma treatment 
can also lower white blood cell 
levels, increasing the risk of 
infection. Patients who have 
recurrent bacterial infections 
and low levels of healthy 
immunoglobulins may be 
able to have immunoglobulin 
replacement therapy.
This involves injections of 
immunoglobulins, collected 
from blood donors, into the 

What is immunoglobulin  
replacement therapy?  

What is meant 
by ‘oligoclonal 
bands’? 

To find out more call the 
Myeloma Infoline or email 
askthenurse@myeloma.org.uk

Ask the Nurse 
@myeloma.org.uk

Myeloma Infoline 
0800 980 3332

vein with the aim of boosting 
immunoglobulin levels and 
giving a patient’s immune 
system a (short-term) boost 
against bacterial infection. 
Immunoglobulin replacement 
therapy is often given once a 
month at first, but its frequency 
may be reduced based 
on ongoing monitoring of 
immunoglobulin levels and/or a 
reduced number of infections.

If you choose to participate in 
a trial at a hospital elsewhere, 
this does not always mean 
that you would have to receive 
the treatment or have all the 
investigations undertaken there 
– in some situations treatment 
and investigations can be 
undertaken locally but under 
the guidance/instruction of the 

hospital hosting the clinical trial. 
It is best, in the first instance, to 
speak to your own doctor who 
will be able to confirm if the trial 
is an appropriate option for you. 
If they feel it is a good option and 
you fit the criteria, you can then be 
referred to a doctor at a hospital 
where the trial is running for 
further information.  
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Introduction
Imaging myeloma is challenging 
because it is a cancer that can 
happen anywhere within the 
bone marrow. Sometimes it can 
be present throughout the whole 
bone marrow which is described 
as ‘diffuse infiltration’. In other 
patients there may be a single 
lesion, called a plasmacytoma, 
or many lesions, called multifocal 
disease. Consequently imaging 
myeloma requires imaging nearly 
the whole skeleton.

Why is imaging myeloma 
important and what are 
the options?
At The Royal Marsden we use 
imaging techniques to determine 
whether a patient has myeloma or 
not. This can be done in a number 
of ways. For example, a series 
of plain X-rays of the skeleton 
(skeletal survey) or a whole body 
computerised tomography (CT) 
scan can be performed. 

These techniques look for 
damage to the cortical bone 
(the compact outer shell which 
surrounds the central bone 
marrow). A major limitation is 
that both techniques involve a 
small exposure to radiation and 
up to 50% of a bone needs to be 
damaged by myeloma before the 
defect can be seen on an X-ray 
(Figure 1).

Once cortical bone is destroyed, 
this increases the risk of fracture 
which in addition to being painful 
can lead to abnormalities such as 
bending of the spine (kyphosis).

Using ‘whole body’ Magnetic 
Resonance Imaging (MRI) 
provides an opportunity to 
see the myeloma before the 
cortical bone has been damaged. 
MRI can also detect whether 
compression of the spinal cord 
is likely to happen and whether 
there are any vertebral fractures. 
It can also differentiate between 
fractures caused by myeloma 
or osteoporosis (reduced bone 
density which can occur with 
increasing age). 

An alternative to whole body 
MRI is Fluorodeoxyglucose 
Positron Emission Tomography 
with CT (FDG PET/CT). FDG is 
a sugar with a small amount of 
radioactivity. It is administered as 
an injection and goes to parts of 
the body - such as cancer cells 
- that use sugar for energy. The 
PET/CT scanner takes images of 
where the sugar uptake happens 
and highlights areas that may be 
cancerous. The CT component 
of the scan provides additional 
information on the condition of 
the cortical bone. However, MRI 
is more sensitive than FDG PET/
CT for detecting myeloma in the 
marrow and has the advantage 
of not involving radiation. Also, 
for imaging myeloma, MRI rarely 
involves injections. Nevertheless 
PET/CT is a very useful imaging 
method and it is currently more 
widely accessible than whole  
body MRI.

State-of-the-art imaging: 
whole body diffusion 
weighted MRI
There are several means of 
carrying out MRI scans that 
are very helpful for detecting 
myeloma in the bone marrow. 
Over the past ten years diffusion 
weighted MRI has become an 
essential component of all MRI 
in cancer. More recently it has 
become possible to perform 
diffusion weighted MRI of the 
whole body and The Royal 
Marsden uses this technique to 
take images of myeloma patients.

What is diffusion 
weighted MRI?
Diffusion weighted MRI makes 
use of the water content in a 
patient’s body tissue to map 
out its structures in great detail. 
Bone marrow is naturally quite 
fatty and the movement of water 
is limited. In myeloma, there is 
an increase in the number of 
cells in the bone marrow which 
restricts the movement of water 
to an even greater degree. As a 
result, water molecule diffusion 
patterns, captured by images 
taken during the MRI scan, can 
reveal minute detail about where 
the myeloma is located within the 
bone marrow. 

What is the advantage of 
diffusion weighted MRI?
Current evidence suggests that 
diffusion weighted MRI is the 
most sensitive test for detecting 
myeloma in the marrow and it 
also allows disease to be detected 
at a very early stage and treated 
before complications can occur.

This type of imaging is also  
non-invasive so causes no  
harm to the body.

CURRENT EVIDENCE 
SUGGESTS THAT 
DIFFUSION 
WEIGHTED MRI IS 
THE MOST SENSITIVE 
TEST FOR DETECTING 
MYELOMA IN THE 
MARROW AND IT 
ALSO ALLOWS 
DISEASE TO BE 
DETECTED AT A VERY 
EARLY STAGE AND 
TREATED BEFORE 
COMPLICATIONS CAN 
OCCUR.

In this article, consultant 
radiologist Dr Messiou, 
and consultant 
haematologist Dr Kaiser,  
explain why imaging 
myeloma is important 
and provide insight into 
an new type of imaging 
called whole body 
diffusion weighted MRI. 
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The x-ray of the lumbar spine does not show any evidence of myeloma. However the MRI
of the same patient shows almost complete replacement of normal bright marrow
(shown by the *) by myeloma which appears dark (example shown by the arrow).

Figure 1. The X-ray of the lumbar spine does not show any evidence 
of myeloma. However the MRI of the same patient shows almost 
complete replacement of normal bright marrow (shown by the *)  
by myeloma which appears dark (shown by the arrow).

X-ray MRI
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There are some patients who 
might benefit from surveillance 
imaging as they don’t need to 
start treatment immediately, 
but by imaging regularly we can 
ensure that we detect disease 
early. 

The ability to measure the 
diffusion properties of myeloma 
is also very important. Following 
treatment, myeloma lesions 
themselves often do not shrink as 
soon as the myeloma cells inside 
them have died. By measuring the 
diffusion properties of the lesions 
we can detect cell death before 
lesions shrink in size. This gives us 
a really good view of whether the 
treatment is working.

What does having a 
whole-body MRI involve?
An MRI scan is a painless 
procedure which does not involve 
radiation. The MRI scanner used 
for a whole-body MRI scan is the 
same as for a conventional MRI 
scan - it’s the software to analyse 
the results that differs. Most 
whole-body MRI examinations 
take about 45 minutes and do not 
usually involve an injection. 

The scanner is a short cylinder 
which is open at both ends. 
Light frames will be placed 
over your body – these are 
the receiver coils which pick 
up the signals to form images. 
Although the radiographer will 
not be in the same room while 
the scan is taking place you can 
communicate with them at all 
times through a microphone. 
The scans happen in short bursts 
and the radiographers will tell 
you when they are going to take 
images. The scanner can be noisy 
so you will be given earplugs or 
headphones so that you can listen 
to music.

At The Royal Marsden we asked 
36 of our myeloma patients who 
were having whole-body MRI 
scans to fill out a questionnaire. 

93% of patients were very happy 
and had no problems but a few 
felt their scan was quite long; 
thanks to this feedback we’re 
now researching shortening 
examination times.

What are the challenges 
of providing a whole body 
MRI service?
In 2016 the National Institute 
for Health and Care Excellence 
(NICE) issued guidance on the 
diagnosis and management 
of myeloma. As part of this, it 
recommended that healthcare 
professionals should consider 
a whole-body MRI scan as first-
line imaging for people with 
suspected myeloma. However, 
whole-body MRI is not yet widely 
available. There are several 
reasons for this. One of the 
greatest challenges is that the 
traditional skeletal survey was 
low-cost and quick while a whole 
body MRI scan can involve up to 
45 minutes of scanner time and is 
more expensive to perform.   

A whole-body MRI scan also 
takes longer to report than a 
skeletal survey and requires 
specialist radiology expertise.

Summary
Imaging plays an integral part  
in the diagnosis of myeloma  
and current evidence suggests 
that the most accurate diagnostic 
imaging test for the presence 
of myeloma in the bone marrow 
is whole-body MRI. There are 
additional benefits of imaging 
potential skeletal complications 
without the risks or invasiveness 
of radiation or intravenous dye. 
This is supported by the 2016 
recommendations from NICE. 
At The Royal Marsden we have 
been providing a whole body 
MRI service including diffusion 
weighted MRI since 2011 and  
our experience suggests that 
whole-body MRI will also be 
invaluable for surveillance and 
treatment response evaluation  
in selected patients. 

MEDICAL FOCUS
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Patient and Family  
Myeloma Infodays 
are held throughout the UK 
and bring people affected 
by myeloma together to 
share experiences, hear 
about the latest treatments 
and research direct from 
the experts and learn more 
about the support Myeloma 
UK provides.

• Find out more about 
myeloma and get answers 
to your questions 

• Get the information you 
need to make treatment 
decisions that are right  
for you

• Build a support network  
to help you live well  
with myeloma

2017

Patient, London Infoday

For further information call Zara on 0131 557 3332  
or visit www.myeloma.org.uk/infodays

100%
of attendees 

were glad they 
attended an 

Infoday
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Usually government or 
academic websites  
.gov   .gov.uk   .ac   .ac.uk
Usually charity or  
public-sector  
websites 
.org  .org.uk

THE INTERNET  
– PITFALLS AND TIPS   

Information helps you 
to make sense of your 
diagnosis and to make 
informed decisions 
about treatment 
and care. For many, 
the internet – which 
puts an enormous 
amount of unfiltered 
information at our 
fingertips - is the 
first place to go to 
when looking for 
information. 

Unfortunately, a lot of what 
passes for cancer information on 
the internet is made up of opinion 
and biased information that 
isn’t necessarily accurate. The 
wrong information can be very 
misleading and even harmful. 

In this article we will highlight 
some simple ways to help 
navigate the sometimes murky 
waters of the internet.

Who is writing the 
information?
One way to identify a reliable 
source of information is to look 
at who owns the website – this 
can be checked by clicking on 
the ‘About us’ section of the 
website. Government and non-
profit websites are usually the 
most trustworthy sources of 
information. If a site does not list 
any address or contact details, it 
may be unreliable.  

The end of the website address 
can tell you something about  
who owns the website:

Information found on the 
internet may not be deliberately 
incorrect: it can be influenced 
by the author’s experiences 
or beliefs, or by their lack of 
scientific knowledge. Forums 
and social media groups are 
great ways to hear about other 
patients’ and carers’ experience of 
myeloma; however, it is important 
to remember that everyone’s 
experience will differ. Remember, 
too, that the majority of people 
posting will not be medically 
trained experts.

When was the information 
written?
Research into myeloma continues 
to develop rapidly, therefore it is 
important that information hosted 
on a website is up-to-date and 
ideally have a publication and 
review date. 

Where is the website 
based?
The differences in drug licensing 
in the UK and US means that 
US websites may be discussing 
myeloma treatments that are not 
yet available in the UK.

Sensationalised claims 
Sometimes the information 
on websites is deliberately 
sensationalised. ‘Click-bait’ is 
when a catchy or shocking title 
is used to encourage viewers to 
read the article and find out more 
– the more people that read the 
article, the more money the site 
makes through advertising. As a 
result the information provided 
may be biased or inaccurate. 

Be wary if a website promises any 
of the following:

 • Supplements for sale backed up 
by no scientific evidence

 • Success stories with little or no 
scientific data

 • An ‘ancient remedy’, ‘miraculous 
breakthrough’ or ‘one easy tip’ 
to cure cancer

 • A product that claims to cure a 
wide range of symptoms 

 • You can only buy the product 
from this website, and they offer 
a money-back guarantee (this is 
usually nearly impossible to get)

Summary

Only information that is unbiased, 
up-to-date and accurate should 
be relied upon when researching 
myeloma. Anyone can publish 
opinion or articles claiming to be 
factual on the internet. Therefore 
select your internet sources 
carefully and remember that the 
information found on the internet 
should not replace the advice you 
get from your medical team.
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My sense of taste went 
very quickly so I laced 
everything with any type of 
sauce, which meant I could 
at least taste something - 
HP sauce, tomato ketchup, 
salad cream… you name it.

Myeloma treatment 
can have an effect on 
your sense of taste and 
smell. These changes 
are usually temporary, 
but while they last 
can make eating less 
enjoyable and even 
change how you feel 
about some of your 
favourite foods.

Symptoms
You may find that everything 
tastes the same, or you may have 
a metallic taste in your mouth. 
Sometimes everything can taste 
extremely sweet or very salty. 
Rarely, you may not be able to 
discern any taste whatsoever.

As taste and smell are both 
required to determine the flavour 
of food, a lack of smell may also 
cause an altered sense of taste.

Causes
Some of the chemotherapy 
treatments for myeloma, 
particularly the high-dose 
chemotherapy used as part of the 
stem cell transplantation process, 
can cause taste changes. This is 
because chemotherapies affect 
cells which are rapidly dividing, 
including those in the mouth. 
They may also affect the olfactory 
nerves, which are responsible for 
the sense of smell. 

Some chemotherapies can be 
secreted in the saliva, which may 

TASTE AND SMELL  
CHANGES 

account for the metallic taste 
patients sometimes report. 

Strong painkillers and radiotherapy 
can damage the saliva-producing 
cells in the mouth. This can 
cause a dry mouth, which may 
in turn affect how food tastes. 
Radiotherapy can also affect the 
taste-buds and sense of smell. 

It is also possible that dental 
problems or oral mucositis 
(inflammation of the mouth) may 
be responsible for taste changes. 
It is therefore important to have 
good oral hygiene and regular 
dental check-ups.

Patient quote from The small things 
that make all the difference

Top tips for combating 
taste changes:
 • Use lots of spices, herbs and 
seasoning when cooking

 • Marinade meats and use 
strong tasting sauces (curries, 
sweet and sour etc.)

 • If smells when cooking  
bother you, try eating cold  
or pre-cooked foods 

 • Eat what tastes good – try 
new foods or things you 
wouldn’t normally opt for

 • Drink lots of water with meals 
and rinse the mouth before 
and after eating

 • Snack or eat multiple small 
meals instead of ‘three square 
meals’ a day

Summary
Myeloma treatment may cause 
taste and smell changes. There 
are ways to reduce the impact 
this has on your quality of life, 
however if you are struggling 
you should ask for referral to a 
dietician. Hints and tips

Changes in taste and smell are 
not usually permanent, and 
should disappear in time. This 
can take some months, and some 
tastes may take longer than 
others to return (for example, 
salty tastes may take longer to 
return than sweet). 

It is important to eat healthily 
following myeloma treatment. 
If you are having trouble eating, 
your doctor may suggest seeing a 
dietician.

For more information, see 
the Mouthcare and Diet and 
nutrition Infosheets from 
Myeloma UK. 

Ask the Nurse 
@myeloma.org.uk

Myeloma Infoline 
0800 980 3332

LIVING WELL WITH MYELOMA
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Some treatments 
and complications of 
myeloma can affect 
your appearance – 
either temporarily or 
permanently - which 
can change how you 
think and feel about 
yourself. 

For example, oedema (swelling) 
and increased appetite on steroids 
can lead to weight gain; you may 
lose your hair following high-dose 
chemotherapy; or lose height due 
to vertebral compression fractures 
in the spine. Or the changes may 
be less visible – persistent fatigue, 
peripheral neuropathy or bowel 
issues. 

In addition to possibly altering 
what you see in the mirror, these 
sort of changes can lead you to 
feel self-conscious, less attractive 
or lacking in confidence. 

Your body image is what you 
believe about your appearance, 
even though other people might 
see you differently. A poor body 
image may cause you to feel 
ashamed, self-conscious and 
anxious about your body and can 
hold you back from your normal 
activities. 

Improving your  
body image
Despite changes to your 
appearance, you can learn to 
be comfortable in yourself. 
Sometimes the best thing to do 

BODY IMAGE  
AND MYELOMA

is to embrace changes, which 
can help you feel in control. For 
example, some patients choose 
to shave their hair before it falls 
out or buy new clothes to suit 
their new body shape. 

Talking to your family and friends 
will make them aware of how 
you feel and may alleviate some 
of your worries. Your family, 
friends and healthcare team can 
sometimes be so focused on 
your health and getting better 
that they might not realise how 
changes to your appearance are 
affecting you. 

It can be tempting to hide away if 
you feel self-conscious in public, 
but facing your worries can help 
you overcome them. Set yourself 
realistic goals – a short walk, a 
shopping trip, a coffee out – and 
as you build up your activities, 
your confidence may increase. 

Changing the way you think 
about yourself can also help 
you see your body in a positive 
and balanced way. When you 
find yourself thinking something 
negative about your body, take a 
step back and question it – why 
do you think that? Are you over-
generalising or being extreme? 
Would you say it about one of 
your friends? 

Sometimes we are unaware 
of how harmful our thought 
patterns are and we are much 
harsher to ourselves than we 
would be to others. Taking 
a moment to evaluate your 
thoughts can help you develop  
a more balanced and positive 
body image. 

It’s important to keep in mind 
that your body is only one part of 
who you are as a person. Doing 
your best to remain positive and 
recognise your strengths beyond 
your physical appearance can 
help improve your body image.

Summary
There are many ways of 
improving your confidence if 
changes to your appearance have 
affected your body image. On top 
of the practical ways to manage 
body changes, challenging 
unhelpful thinking, being kinder 
to yourself and talking about how 
you feel can all help to build up 
your confidence again. 

Tips to help you feel 
more confident: 
 • Wear wigs, hats and 
headscarves if you prefer  
to cover up hair loss

 • Spend time with people who 
make you feel good about 
yourself

 • Dress to suit your new  
body shape 

 • Try new make-up techniques 
– Look Good Feel Better 
provide free make-up 
workshops for cancer patients

 • Ask to be referred to a 
dietician for advice about 
maintaining a healthy weight 

 • Make time for hobbies that 
you love and feel confident 
about

 • Try Cognitive Behavioural 
Therapy (CBT) or mindfulness 
to help with negative thoughts

LIVING WELL WITH MYELOMA
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myeloma story
Dorothy Chapman is 71 and a 
retired primary and learning 
support teacher. She lives in 
Edinburgh after moving from 
Aberdeenshire 18 months 
ago. Her husband, Brian, was 
diagnosed with myeloma in 
April 2008 and is currently  
on treatment.    

Background to my husband 
Brian’s myeloma 
Brian was a blood donor and 
an irregularity was picked up in 
the blood test when he went to 
donate blood in December 2006. 
He went to his GP, was given iron 
tablets but was also referred very 
quickly to the haematology unit at 
Aberdeen Royal Infirmary. It was 
confirmed he had Monoclonal 
Gammopathy of Undetermined 
Significance (MGUS) and was 
monitored regularly for over 
a year. In April 2008 a bone 
marrow biopsy showed he had 
progressed to myeloma. All this 

time he was very fit and at that 
time was actually training to walk 
The West Highland Way (90+ 
miles) in June.  He did this in five 
days! 

Then treatment began and our 
lives took a dramatic change of 
direction. It has not been easy 
for him. The drugs he has been 
on have caused side-effects that 
many reading this will be familiar 
with - peripheral neuropathy, 
necrosis in the jaw, kidney 
problems, bone pain and fatigue, 
not to mention the dreaded 
constipation!

But he is still here and for that 
we are eternally grateful to all 
these wonderful doctors and 
nurses whom we have met on our 
myeloma journey.

How was it for you when Brian 
was diagnosed with myeloma? 
When Brian was actually 
diagnosed with myeloma we had 
lived with a sense of false security 

MY MYELOMA STORY



Infoline: 0800 980 3332 25Summer 2017

for over a year. He was fine. Life 
was good.

I remember vividly that fateful 
day when he went for his regular 
MGUS check at the hospital.  He 
always went in on his own to see 
the doctor. It was usually a short 
consultation and really there 
was no need for me to be there. 
However, on that particular day, 
he was away a very long time. 
I sat there waiting, patiently to 
begin with, but with a sense of 
foreboding as time went on. 
Should I go to reception and 
ask? But you don’t want to be a 
nuisance, do you? So I sat quietly 
- and waited.

Then he appeared at the door 
of the waiting room, absolutely 
ashen faced. (He had had a bone 
marrow biopsy.) I went to meet 
him and he just managed to say, 
“Bad news. I’ve got myeloma.”

Somehow stairwells and long 
corridors are hardly the places 
to have any discussion about this 
life changing statement. So we 
made our way back to the car in 
silence together and, in my case, 
desperately suppressing tears.

The diagnosis had taken us by 
total surprise. I just thought life 
had ended. We had no idea 
what the future held, if there was 
a future. Initially I tried to find 
out all I could but soon became 
myeloma-overloaded. Brian, on 
the other hand, didn’t want to 
know. His mantra has always 
been to deal with things as they 
happen and never cross bridges.

He is by nature a private person 
and we discussed whether we 
should tell people. Obviously 
our girls had to be told. I half 
expected him to say it was 
nobody’s business except ours. 
However, he knows I’m no good 

MY MYELOMA STORY
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whether or not it is worth 
continuing. That is particularly 
hard for me to deal with. What 
can you say? I am not in his shoes. 
Trying to be positive at times like 
that is so, so hard. He is by nature 
a glass half full person. On dark 
days just being there for him is 
enough. No chat on dark days - 
just silent support. 

What has been the hardest thing 
for you to deal with since his 
diagnosis?
When we first met - 50 years 
ago - I knew Brian would be 
someone who would look after 
me. Someone who would care for 
me and always do his best for me. 
Life can be such a gamble but 
we struck it lucky. Our two girls 
adore their dad and he them. 

We both had our “jobs” within 
our marriage. I did the inside - 
cooking, washing etc and he did 
the outside - DIY, gardening etc. 
Not very politically correct these 
days but it suited us!

As his inability to do some of 
the physical things became 
impossible for him, I took them 
over. This really upset him as 
it only highlighted what life 
had become for him. He has 
prepared me for things I must do 
when that time comes. All these 
preparations are for my benefit 
but just writing about it just now 
brings tears to my eyes. 

Who or what do you turn to 
when it gets hard? 
Life these last 18 months has 
changed dramatically for us 
because we had lived all our lives 
(70+ years) in a small village in 
rural Aberdeenshire and now live 
in Edinburgh. Our two daughters 
and their families live here, 
hence the move. They are a huge 
support but I am aware we must 
not encroach too much on their 
lives. It can be unfair to burden 
them with our problems. 

When we were up north, I was 
a member of a walking group 

(we both were when Brian was 
able). I do miss the fellowship of 
friends I could talk to about our 
situation. It is difficult sometimes 
to curtail talking about Brian and 
his myeloma when we meet up 
with family and friends. I know I 
can go into overdrive! However, 
Brian usually lets me know when 
enough is enough! 

So really, I just get on with things 
and try to keep busy. 

Has anything positive come out 
of Brian’s diagnosis?

This was the hardest question. 
The two words ‘positive’ and 
‘myeloma’ don’t link together 
comfortably as far as I am 
concerned. But then again, when 
you are faced with a diagnosis 
like this it could be very easy to 
become consumed by anger and 
bitterness. That attitude helps no 
one and can be detrimental to 
how you lead your life.

You come into contact with 
other patients who have it much 
harder - young people with a 
young family, people who are 
dealing not only with myeloma 
but other serious conditions, 
people who are in constant pain 
- all so inspirational in how they 
cope. You can come across lovely, 
beautiful people who succumb 
quite suddenly and disappear 
from the waiting room.

Treatable, but not curable. 
Life continues on during this 
unpredictable ‘roller-coaster’ 
journey, which you know will 
come to an end. At least you have 
time to plan and do things within 
the constraints of this awful 
beast. Brian has got me settled 
into our new abode near the girls 
so he knows I will be looked after 
and this gives him inner peace. 

You learn to do things when you 
can, and in our case, spend as 
much time together as possible. 

You see, it is not just Brian’s 
myeloma but mine too. We are 
lucky we have each other. 

at secrets and he decided to be 
open about his myeloma and tell 
people. 

For both of us, it was the best 
decision. 

What adjustments have you had 
to make to your life since his 
diagnosis? Do you see yourself  
as a carer?
We had great plans to do far 
afield travel when we retired. I do 
regret we have not able to fulfil 
these dreams. But that is just the 
way things are and it would be 
easy to become annoyed at how 
things have turned out. There is 
little point in hurting each other.

I had never considered myself 
as his carer until we moved from 
Aberdeenshire to Edinburgh. 
On registering with our new GP 
the final question on the form 
was “Are you a carer?” For the 
first time that question made 
me examine our relationship and 
I answered yes. It was quite a 
sobering response for me, and 
yes, there are times when I have 
had to do things for him that I 
never thought I would have to do.

On reflection, I maybe prefer 
the word ‘supporter’ rather than 
carer.

How honest are you with Brian 
about how you are feeling? 
I am probably not very honest 
about how I am feeling. Most of 
the time I am upbeat especially, of 
course, when Brian is in remission. 
I do my best to hide when I am 
feeling downhearted and dealing 
with a huge overwhelming 
sadness which can hurt physically. 
He has now had many treatments 
and remissions for nine years 
- a long time. I am not the one 
who is dealing with the effects 
of myeloma and the aggressive 
treatments. It would upset Brian 
even more to have to deal with 
me if I went to pieces and all 
because of him and his myeloma.

There are times he can struggle 
and on occasion he can question 
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There are many ways you can support Myeloma UK and 
get involved in our work - here are just a few examples. 

A donor’s perspective
My name is Nick Argent. I am 68, with two grown-up children. I live in 
Cheshire and work as an independent contractor to the pharmaceutical 
industry. I was diagnosed with myeloma in 1997 and have been through 
many different treatments. Now my paraprotein is climbing slowly 
again but, as yet, I have no adverse physical symptoms. 

My consultant at The Christie, 
Manchester told me about 
Myeloma UK as an extra source 
of good and comprehensive 
information about myeloma, and 
I have attended many Patient and 
Family Infodays, which proved 
to be a great way to meet other 
patients, carers, clinicians and 
nurse specialists, all superbly 
organised by Myeloma UK. 
These meetings stimulated me 
to start supporting Myeloma UK 
financially, which I have been 
doing via a Direct Debit for several 
years.

Anyone thinking of supporting 
Myeloma UK just needs to look at 
the website or call the Infoline to 
find out just how comprehensive 
the information is. Their regular 
e-mail updates and Myeloma 
Matters are a great source of 
information about what’s going 
on in the world of myeloma. 
Myeloma UK has become a 
well-respected organisation with 
significant political clout which 
keeps the pressure on politicians 
to recognise the needs of patients 
and works tirelessly with drug 
companies, clinical opinion leaders 
and NICE to maximise the benefits 
to patients. 

Supporting Myeloma UK 
financially gives the wherewithal 
to enable them to attend 
and influence major scientific 
meetings, organise and manage 
clinical trials and maintain a 
comprehensive information 
service for patients, carers and 
professional medical people. 
I hope that my support, both 
by monthly donations and by 
remembering them in my Will, 
will mean the organisation is able 
to continue its excellent work. 
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In 2016 a total of

£136,952.41
was raised from

walking events

If you’re interested in doing a  
sponsored walk in aid of Myeloma UK 
please contact the fundraising team 
on 0131 557 3332 or email   
fundraising@myeloma.org.uk 

We rely on regular monthly donations and gifts left in Wills as we receive 
no government funding. To set up a Direct Debit today visit www.myeloma.
org.uk/donate or to discuss other ways to donate call 0131 557 3332 or  
email fundraising@myeloma.org.uk 

How you can get involved

Would you like to 
share your story? 

We are currently seeking 
patient and family 

member volunteers  
to speak at our events 

across the UK. 

Contact us at  
infodays@myeloma.org.uk

�



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

Myeloma UK, 22 Logie Mill, Beaverbank Business Park, Edinburgh EH7 4HG 
T: 0131 557 3332 F: 0131 557 9785 E: myelomauk@myeloma.org.uk Charity No: SC 026116

Myeloma UK is the only organisation in the UK  
dealing exclusively with myeloma.
With Myeloma UK you can…

Call our Myeloma Infoline for practical advice,  
emotional support and a listening ear: 
UK: 0800 980 3332  Ireland: 1800 937 773

 

 
Learn about myeloma from experts and meet others  
at our Patient and Family Myeloma Infodays. i

 

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

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

Visit www.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.

Myeloma
TV


