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Welcome to the first edition of 
Myeloma Matters of 2017. You’ll 
see that we have made some 
changes to your magazine, which 
I hope you like. These changes 
have been based on the feedback 
which we sought through our 
2016 reader survey – I’d like to 
thank those of you that fed back 
your thoughts on the magazine to 
us through this route. 

The changes to Myeloma Matters 
are not the only changes to 
occur at Myeloma UK since 
the last issue of the magazine - 
many of you will be aware that 
Eric Low, our founder and CEO, 
announced he was stepping 
down towards the end of 2016. 
What Eric has done over 20 years 
for the myeloma community at 
large is second to none. We wish 
him all the best with his future 
endeavours. The hunt for a new 
CEO is currently underway and 
it’s exciting to think who may 
come on board as our new leader. 

I hope you enjoy this first issue 
of the year and, as ever, please 
feel free to contact me with any 
comments.

You told us you wanted more 
information about living/coping 
with myeloma, and that you’d like 
to read more stories from people 
affected by myeloma. In response, 
each edition will now have a new 
‘Spotlight on’ section, which 
will allow us to explore topics in 
greater detail and will include 
hints and tips we’ve gathered 
together from patients and family 
members. The inaugural Spotlight 
on section in this edition is on 
fatigue. Each issue will also now 
feature a family member/carer 
experience as well as a patient 
experience. Finally, I’m sure you 
noticed that we’ve decided to 
try out a colour front cover, and 
we've also got other ‘new look’ 
sections throughout.

Jude Leitch 
Myeloma Matters Editor 

DEAR 
READER

Each edition will now 
have a new ‘Spotlight 
On’ section, which will 
allow us to explore 
topics in greater detail 
and will include hints 
and tips we’ve gathered 
together from patients 
and family members.
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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

Improved dialysis 
approach may 
benefit patients 
French researchers have been 
testing a new method to help 
myeloma patients recover 
their kidney function. Myeloma 
patients can have kidney damage 
thanks to extra workload put on 
the kidneys from excessive light 
chains in the blood. In a study 
of 98 patients the researchers 
found that 60% of patients using 
a type of dialysis called high 
cut-off (HCO) haemodialysis 
were dialysis-independent at 6 
months compared to 37.5% of 
patients using the conventional 
dialysis method. The researchers 
concluded that the type of filter 
used in HCO dialysis removes the 
light chains more effectively from 
the blood, resulting in a higher 
rate of kidney function recovery.

HIV drug active in 
refractory myeloma
Results from a Phase II study 
show that two-thirds of patients 
who had become refractory to 
Velcade® (bortezomib) began 
responding again to Velcade and 
dexamethasone once the HIV 
drug nelfinavir was added in. 
For patients who are refractory 
to proteasome inhibitors such 
as Velcade, current treatment 
options typically see a 30% 
response rate. In this study, 22 
(65%) patients achieved at least a 
partial response with the addition 
of nelfinavir. Notably, in patients 
with high-risk myeloma, the 
overall response rate was 77%.

Myeloma Genome Project launched 
The Dana-Farber Cancer Institute, the University of Arkansas for 
Medical Sciences (both in the US) and the drug company Celgene 
have partnered to create the Myeloma Genome Project. This project 
will compile high quality genetic and clinical data to improve diagnosis, 
prognosis and treatment for myeloma patients. The project will 
provide the opportunity to identify minor genetic changes that occur 
in myeloma that are often poorly described because of small sample 
numbers and limited data sets. The aim is to develop a strategy for 
classifying myeloma into subgroups based on the analysis of myeloma 
at the genetic level. The project also aims to develop clinically relevant 
tests for myeloma-associated genetic abnormalities that will ultimately 
allow more tailored treatment to be given to patients in the future. The 
UK is contributing data on 4,000 patients to the project. 

Less frequent use of zoledronic acid as 
effective as current standard
A study published in the Journal of the American Medical Association 
has found that administering the bisphosphonate zoledronic acid (often 
known as Zometa®) every 12 weeks, instead of the current standard 
of every four weeks over two years, does not increase the risk of 
skeletal-related events (SREs) in patients with bone complications 
due to myeloma, breast cancer or prostate cancer. The study included 
1822 participants (of whom 278 had myeloma) with at least one site 
of bone involvement. It showed that there was no difference between 
those receiving zoledronic acid every 4 weeks versus every 12 weeks 
in terms of the average number of SREs per year, pain, incidence of 
osteonecrosis of the jaw or kidney impairment. The authors concluded 
that fewer infusions of zoledronic acid did not appear to be less 
effective, and this alternative may be a more suitable approach 
particularly for patients in remission. This result needs to be replicated 
in further studies to be more conclusive. 

EMA recommends approval of Revlimid® in 
new ‘maintenance’ setting 
The European licence for Revlimid (lenalidomide) is set to be extended, 
granting authorisation for it be used as a maintenance treatment. 
A committee within the European Medicines Agency (EMA – the 
European licensing body) has recommended that Revlimid be licensed 
as a monotherapy (for use on its own) for the maintenance treatment 
of newly diagnosed myeloma patients who have undergone high-dose 
therapy and stem cell transplantation. Maintenance treatment is classed 
as further treatment which is given over an extended period of time 
after the main treatment has finished, often at a lower dose, to prolong 
remission/plateau. Maintenance treatment is currently only available 
through clinical trials.



PATIENT EXPERIENCE

NAME: Lynn Tait

LIVES: Westcliff-on-Sea, Essex

AGE: 67

MYELOMA
MY LIFE WITH

My name is Lynn Tait, I'm 67 and 
I’ve been married for 46 years 
to Andy. We have four children, 
12 grandchildren (with another 
due in May), and they all live 
locally. Although I trained as a 
teacher I have had a gift shop and 
greetings card company for 30 
years. 

I was diagnosed with myeloma in 
October 2012. It was discovered 
when I had an X-ray done on 
my knee because I needed a 
knee replacement. I knew I had 
cancer as soon as I looked at the 
consultant’s face.

Apparently it's very rare for 
myeloma "to present itself in the 
knee” (the myeloma had caused 
plasmacytomas above and below 
the knee). It took 10 days of tests 
to find out what the original 
cancer was; as with most people 
I had never heard of myeloma. 
The 10 days of waiting for the 
diagnosis was mental torture. I 
knew that whatever I had I could 
cope with, because nothing could 
get close to the trauma that I felt 
waiting to find out what type of 
cancer I had.

Initially I was treated at Southend 
hospital. I had a 5 months of 
CDT followed by 6 months of 
Velcade and dexamethasone. 
Unfortunately there was only 

partial success with both of these 
but enough for me to proceed 
with high-dose therapy and stem 
cell transplantation (HDT-SCT). 

My knee replacement was 
postponed, and a year after 
diagnosis I had HDT-SCT at 
Barts Hospital (London) where 
I had five weeks in hospital. 
After a short time at home I 
returned to Barts for five days 
with pneumonia. Fortunately I 
recovered well enough to be at 
home for Christmas. 

Thousands of things go through 
your mind when you get a 
diagnosis and one of them 
is trying to build a coping 
mechanism to deal with your 
life that has been turned upside 
down.

To start with I wondered how 
people around me at home and 
at work would treat me. I decided 
that I would be very upbeat and 
transparent about my cancer, so 
that people would know where 
they stood and could take the 
lead from me. I have a very good 
sense of humour and I've always 
got a story to tell. Hospital visits 
gave me plenty of opportunities 
to entertain. Your demeanour 
reflects back on you and I soon 
found that people wanted to 
see me and I always felt better 

from visits because I was upbeat; 
whatever I felt inside I didn't let 
on to staff, family and friends. I'm 
not saying it was easy to keep this 
up, but it worked for me.

From the very first hospital 
appointment I decided that I 
wasn't going to Google anything 
and I would ask the doctors on 
a need-to-know basis. This is 
because you can very easily get 
yourself very upset and obsessed 
with your condition by reading 
things on the Internet. I've chosen 
not to know about what happens 
in the future; I want to live my life 
as fully as I possibly can without 
paying homage to what is lurking 
inside me. I'm not saying that I 
had my head in the sand, I was 
fully aware from the onset that 
my cancer was not curable, but 
just as every patient's cancer is 
different, so is every person's way 
of dealing with it.

I am not a person of routine or in 
any way organised. The thought 
of taking regular medicines, 
having daily injections, being 
totally exhausted all the time - 
whilst having a head like porridge 
- made life even more of a battle. 
To deal with this everyone needs 
a game plan and there is no "one 
size fits all" game plan. We each 
have to derive our own plan that 

Spring 2017www.myeloma.org.uk6
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PATIENT EXPERIENCE

fits our circumstances and our 
frame of mind.

Every Tuesday for over a year I 
only ever had about half an hour 
of sleep as I was as high as a kite 
due to the steroids. It was nothing 
for me to write a two hour email 
to friends and family. I was very 
grateful to Myeloma Matters when 
I read an article about the effect 
drugs can have on your mind. It 
totally reflected how I felt and 
it was such a help to know that 
other people were suffering the 
same sort of mind and memory 
problems that I was experiencing. 
I decided that the best plan 
was to stop apologising for my 
unusual behaviour, move on and 
understand that it was just part of 
the reaction to the drugs, which I 
didn't have control over. This was 
a big step forward for me. 

I also discovered that I didn't 
need to have people with me 
for my treatments; I was self- 
sufficient in hospital and didn't 
need a lot of visitors. I appreciate 
though that everybody is 
different.

I did, however, always have 
someone with me during the 
consultations because the 
shutters would come down 
and I couldn’t take in or 
remember anything. My husband 
always took a notebook and 
we discussed the questions 
beforehand. He wrote down the 
answers and any information that 
we were given - so far we have 
filled three files. My wonderful 
husband has supported me in 
every way, both practically and 
with keeping my spirits up.

When my myeloma returned 
after the stem cell transplant in 
December 2014, it was almost 
worse than the first diagnosis 
because you always have a lot of 
hope to start with.

However I was very lucky 
to be put on the POLLUX 
clinical trial involving Darzalex® 
(daratumumab) which lasted 15 

months and was very successful 
for putting me into remission. 
At the moment I am being 
monitored and the readings are 
remaining stable.

I am very philosophical about 
my cancer. I used to be worried 
about getting older. Now I am the 
opposite. I feel so blessed to have 
had so much life - something 
many people are denied. There 
is little I worry about now and I 
work hard at lessening stress.

I had always been "sporty granny" 
to my many grandchildren - 
playing tennis and organising 
games in the garden and digging 
on the beach. Now, because of 
my poor mobility, I've become 
"arty granny" and my house is 
an open door for arts and crafts. 
My grandchildren wanted to do 
something for Myeloma UK so 
they organised the sale of their 
canvases and other art work with 
over £2,000 being raised for 
Myeloma UK. I was then invited 
by my local MP Sir David Amess 
to take the children's work to 
Westminster to display them to 
other MPs and invited guests. 
This was a great opportunity to 
raise awareness of myeloma and 
to showcase the art of the next 
generation.

So what advice would I give to 
people who have recently been 
diagnosed with myeloma and to 
their friends and colleagues who 
do not know how to deal with it?

I would say don't Google - it can 
scare you because your myeloma 
is individual and treatment 
advances are being made all the 
time. 

Always take the lead with 
conversation because people 
are worried about how to break 
the ice. Take the initiative to talk 
about your myeloma, then people 
will feel much more comfortable.

Do as much as you can to 
alleviate any stress, and get into 
a routine as soon as possible with 
your medication making sure you 

absolutely understand what is 
involved and when you have to 
take it.

If you have symptoms don't 
pretend that you're okay because 
it may be a sign that something is 
not going according to plan. 

When I heard I was going to lose 
my hair when I had the HDT-SCT, 
I was understandably worried. 
But I can say that the worry is 
worse than the actual loss of hair. 
It grows back quickly and if the 
chemo makes you better then it's 
a small price to pay. I had a Tintin 
style, a crew cut, a quiff, then it 
was very curly and frizzy. When 
my hairdresser finally cut, shaped 
and coloured my hair, it was a day 
that I really felt I was "back”.

And finally, it's difficult for people 
to understand how debilitating 
the exhaustion with myeloma 
can be, and how low you may 
feel. One of the things that I 
worried about was that people 
would think that I was being lazy 
because I was so tired doing the 
simplest of things.

It was a major problem for me 
to get the impetus to do things. I 
would say pace yourself and listen 
to your body and don't worry 
about what people think.

I'll always feel frightened and 
sick when I have a consultation 
- that will never change - but in 
between times I'm just thanking 
my lucky stars each and every 
day. I'm so grateful to the 
wonderful NHS who have thought 
I was worth investing money in to 
prolong my life.

Visit www.myeloma.org.uk/stories  
to watch Lynn talking more about 

fatigue and other aspects  
of living with myeloma 



SPOTLIGHT
ON FATIGUE

“Fatigue is like 
hitting a brick 
wall head on 
whilst carrying 
heavy lead 
weights - no way 
round it and no 
way over it.” 
Myeloma patient  

Infoline: 0800 980 3332 9Spring 2017
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Fatigue to me feels like 
trying to walk through 
treacle. I carry on as 
best I can but I have 
to give in to it which 
makes me feel guilty.

Fatigue is a 
persistent sense of 
extreme tiredness 
or exhaustion. It 
is not relieved by 
sleep or rest and can 
profoundly affect 
day-to-day life. It 
affects almost all 
myeloma patients at 
some point, and can 
also impact heavily 
on families and 
carers. 

AN INTRODUCTION 
TO FATIGUE

symptoms that have little 
impact on their life while 
another can experience 
symptoms that substantially 
reduce their quality of life. 
It can be under-reported 
by patients and also under-
recognised by healthcare 
professionals, meaning its 
management can be lacking. 

The following pages provide 
some insight from fellow 
patients and family members 
on fatigue, how it can be 
treated/managed by healthcare 
professionals and some 
strategies for coping with it.         

There are many possible causes 
of fatigue in myeloma, and in 
fact there are usually many 
contributing factors. 

Anaemia - as a result of the 
effects of the myeloma cells 
expanding in the bone marrow 
or as a side-effect of treatment 
- is a common cause. Other 
causes or contributing factors 
include pain, infection, kidney 
problems, poor diet, hormonal 
changes and the emotional 
impact of having myeloma. 

The level of fatigue can vary 
enormously from patient to 
patient; one person may have 

Myeloma patient

SPOTLIGHT ON



#1 Feeling 
weak or 
lethargic

#3 
Irritability,  
low mood  
or mood swings

#5 Loss of 
appetite

#4 Feeling more 
emotional and  
tearful than  
normal

Infoline: 0800 980 3332 11Spring 2017

#2 An inability 
to concentrate  
or make 
decisions

?

?

Fatigue can be a side-effect not only of  
anti-myeloma treatment but also some of  
the supportive treatments such as pain-killers 
and anti-sickness drugs 

Top    
symptoms  
of fatigue?

If your kidneys are not working properly then 
you are more likely to become anaemic and 
therefore fatigued

We asked our supporters on Facebook  
and Twitter about fatigue:  

99%
of the patients we 
asked said they had 
experienced fatigue 
at some point since 
diagnosis 

?

?
A lack of physical activity can make you feel 
lethargic, stressed and less able to sleep, 
upping levels of fatigue

? Fatigue is one of the most common symptoms 
talked about on the Myeloma Infoline

Myeloma causes an increase in specific 
chemicals called cytokines which can affect 
the way your body metabolises food, leading 
to increased fatigue

88%
said fatigue  
is the most  
difficult symptom  
to live with

SPOTLIGHT ON



www.myeloma.org.uk12 Spring 2017

The healthcare professional view

Fatigue is recognised as one of 
the most distressing symptoms 
of myeloma and side-effects 
of its treatment. Although it is 
challenging to treat this symptom, 
and no standard agreed 
assessment tool to help measure 
it exists, there are things that 
healthcare professionals can do 
which can help. A nurse’s role, in 
particular, is to be proactive in 
helping patients lessen the impact 
fatigue has on their day-to-day 
life, such as planning, prioritising 
and pacing themselves. 

Regular blood tests (looking 
at your full blood count and 
especially your haemoglobin 
reading) can provide useful 
information. If you are anaemic 

you will probably benefit from a 
blood transfusion or a course of 
erythropoietin (EPO) injections, 
both of which can help raise your 
haemoglobin.  

Treating bacterial infections 
promptly with antibiotics can help 
to reduce fatigue. Certain types 
of pain-killers - particularly those 
which are morphine based - can 
have a sedative effect and if you 
are not taking the appropriate dose 
for you, this can worsen existing 
fatigue. So it’s very important that 
you are closely monitored if you’re 
on this type of pain-killer.  Equally, 
some anti-myeloma treatments 
may cause side-effects similar to 
fatigue (such as thalidomide, which 
can make you feel sluggish) so we 

would recommend that you take 
these around bed time. 

Complementary therapies such as 
reflexology can help with fatigue, 
helping to increase energy 
levels, induce a deep state of 
relaxation and encourage sleep 
and relieve pain, including the 
pain associated with peripheral 
neuropathy. The theory is that 
the foot mirrors areas of the 
body including the head, spine, 
limbs and internal organs. As 
pressure is applied on specific 
reflexes within the feet it treats 
the corresponding part of the 
body. This nurturing treatment 
can improve general wellbeing, 
aid relaxation, and reduce stress 
and tension.

“I will always discuss fatigue with patients, 
and encourage them to report it to me or 

the doctor so that we can try to help.  
I would recommend that patients  

affected by fatigue reduce their  
caffeine and alcohol intake, up their  

water, fruit and vegetable intake and take 
regular gentle exercise. They also need to 

take time during the day to rest and accept 
any help on offer to manage daily chores 
such as shopping, cooking and cleaning.” 

Nicola Worcester is a Haematology Nurse Specialist at the Royal Sussex County Hospital. 
She also works part-time as a complementary therapist, having undertaken a reflexology 
diploma in 2014.  

SPOTLIGHT ON
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During treatment, 
fatigue is sometimes 
better understood  
and managed as 
patients are usually 
told it can be a 
potential side-effect. 

The time many  
struggle most with 
fatigue is after 
treatment has finished 
when everything 
should, in theory, be 
back to “normal”.

A key to managing fatigue 
is having a balanced and 
sustainable daily routine. 

When people have a good day, 
they are tempted to do more. 
This, though, can make fatigue 
worse. It can then seem as  
though fatigue is dominating  
your life. 

Small lifestyle changes can 
help break the cycle of fatigue. 
We asked patients who have 
experience of fatigue what 
helps them cope – this is 
presented below and on the 
next page. 

If you’d like more support and 
information about how to cope 
with fatigue, you can order 
information from Myeloma UK, 
phone the Myeloma Infoline for 
a chat and watch our webinar 
and videos about coping with 
fatigue on the Myeloma TV 
section of our website. 

WITH FATIGUE
LIVING / COPING

PLAN YOUR DAY
DO A BIT, 
REST A BIT.

Patient tips on living with fatigue 

PACE ANY PHYSICAL ACTIVITY

‘When I feel fatigued 
I like to just carry on 
as best I can - walk 
the dog, do some 
work, anything really. 
If I sit down when I get 
fatigued I feel like I’m 
wasting the day even 
though my body might 
be telling me that I 
should rest..’

‘Take time to do relaxing 
techniques, at least once 
a day, even if just for 10 
minutes.’

‘Our local Macmillan 
centre runs various keep 
fit activities, I find these 
very helpful. Otherwise 
it is an early bedtime 
with a good book.’

‘EVERY TIME THE 
FATIGUE CAME ON I 
WOULD GET UP AND DO 
SOMETHING, MOSTLY 
GO FOR WALKS. IT WAS 
MY WAY OF DEFYING  
THE CANCER.’

‘Although it’s often a 
struggle to force myself to 
go to the gym, once I get 
there I feel better - and I feel 
a real buzz at the end of a 
class! I know it’s very good 
for me mentally!’

‘You have to learn to pace 
yourself, doing things little and 
often around the house and 
rest when you need to. I’ve 
learned that I can’t manage 
all the housework in one go, 
for example, but if I can do a 
little bit each day, resting in 
between, I’m happy with that. 
I still feel guilty about relying 
on my husband for some things 
but I’ve gained a certain level 
of acceptance about this.’

‘SLEEP WHEN YOU 
NEED TO - THAT 
WAS THE ONLY WAY 
FOR ME - USED TO 
LOSE DAYS WHEN 
ON CHEMO - EXCEPT 
OF COURSE ON DEX 
DAYS…LISTEN TO 
YOUR BODY - IT’S 
NATURE’S WAY..’

‘I try pushing myself but 
eventually just need to 
rest in bed till I’m ready 
to go again.’

‘Learn to stop before 
pushing on too far and 
suffering even longer.’

‘I try to get to work early, 
so I can finish early and 
relax in the evening with 
my family.’

Order information 
from Myeloma UK

Myeloma Infoline 
0800 980 3332
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OUR NEXT  
SPOTLIGHT  
WILL BE ON 
PAIN

We’d love to hear from  
you on this topic.  
How has pain affected 
your life, and what has 
helped you deal with it? 

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

E: jude.leitch@myeloma.org.uk 

TIPS FOR DEALING  
WITH FATIGUE

1 6

2 7

3 8

4 9

5 10Eat well, little 
and often

Keep a diary

Take gentle  
exercise

Plan, pace  
and prioritise 

Spread chores  
throughout  
the week

Do things that 
matter to you 
each day

Rest when  
you don’t  
have energy 

Try a 
complementary  
therapy

Ask for help

Be realistic  
about what you 
can achieve

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

Myeloma patients are at increased 
risk of VTE due to:- 

 • The abnormal proteins 
produced by the myeloma cells, 
which can disrupt normal blood 
flow  

 • Some myeloma treatments 
increase the risk of VTE such as 
thalidomide, lenalidomide and 
pomalidomide

Your risk is also greater if you 
have heart problems or have had 
a VTE previously, and during a 

The concern for patients is  
that they are at an increased 
risk of infection for some time 
after having high-dose therapy 
and a stem cell transplant 
(HDT-SCT). Swimming is an 
excellent form of exercise but 
public swimming pools can be 
a places where you can pick 
up bugs. 

In general, around 3 months 
after your HDT-SCT your 
immune system will be pretty 
much back to normal meaning 
you can get on with your life as 
you did before your HDT-SCT.

For some patients, however, 
this can take a little longer and 
some may be advised not to 
swim for up to 6 months after 
their transplant.  

period of inactivity, such as any 
hospital stays or on long plane 
journeys.

Ongoing assessment of patients 
and VTE risk factors - with 
preventative treatment if 
necessary - is key in reducing VTE 
events. It is also important for 
patients to be vigilant and report 
any symptoms such as swelling 
and redness of the calf, shortness 
of breath or painful breathing to 
their doctor or nurse. 

When am I at risk of VTE?   
A ‘venous thromboembolic event’ or VTE describes the formation of 
blood clots within the veins, most commonly the deep veins of the legs 
(DVT) or the lungs (pulmonary embolism). 

The staging system most often used in myeloma is called the 
International Staging System (ISS) and is based on two blood proteins: 
ß2-M (beta-2 microglobulin) and albumin.

ß2-M is a protein found on the surface of many cells in the body and is 
increased in myeloma. The levels of albumin are reduced in myeloma. 

The three ISS stages in myeloma 
are:- 

 • Stage 1 – ß2-M is less than 3.5 
mg per litre (mg/L). Albumin  
is 3.5 grams per decilitre (g/dL)  
or greater (treatment may not 
be necessary) 

 • Stage 2 – ß2-M and albumin  
fall between those in stages 
1 and 3 (treatment may be 
necessary) 

What do the stages of myeloma 
mean?

Can I go  
swimming  
after a stem cell 
transplant? 

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

 • Stage 3 – ß2-M is 5.5 mg/L 
or greater (treatment will be 
necessary)

Whilst these stages give an idea of 
the effect the myeloma is having 
on the body, stage alone does 
not dictate response to treatment 
or life expectancy. Other factors, 
such as the complications caused 
by the myeloma, age and genetic 
factors, also play a role. 



BY DR SOPHIE LINDSAY 

Specialist Registrar in Haematology at St George’s Hospital, London

MEDICAL FOCUS
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In this article Dr Sophie 
Lindsay describes in 
detail what MGUS is, 
what is known about 
what causes it and its 
links to myeloma. 

What is MGUS?
Monoclonal gammopathy of 
undetermined significance,  
or as it is more commonly 
termed ‘MGUS’, is a benign (non-
cancerous) plasma cell condition 
that was first described nearly 40 
years ago.  

MGUS is a common condition 
which increases with age - it is 
present in more than 3% of the 
population aged 50 years and over. 
It is about 1.5 times more common 
in men than in women. The 
condition also appears to be nearly 
twice as common in people of 
African origin as Caucasian origin. 

MGUS does not cause any 
symptoms so is usually diagnosed 
incidentally when tests are 
performed to investigate other 
problems, and it does not require 
any treatment. 

So, why is MGUS of significance 
in myeloma? Well, some people 
go on to develop myeloma after 
having been diagnosed with MGUS  
and it is generally now accepted 
that all myeloma patients have 
had MGUS first, whether it was 
identified or not.

What is the link between 
MGUS and myeloma?
MGUS is a condition which 
resembles myeloma due to the 
presence of abnormal plasma 
cells in the bone marrow and 
abnormal protein (paraprotein or 
light chains) in the blood or urine, 
but at much lower levels than in 
myeloma. 

In MGUS, blood and/or urine tests 
will show:
 • A paraprotein level in the blood
of 30g/L or less

 • Little or no protein in the urine
 • A normal calcium level
 • Normal kidney function
 • No anaemia

If a bone marrow biopsy or X-rays
are carried out they will show:

 • Less than 10% abnormal plasma
cells in the bone marrow

 • No bone damage
MGUS can progress to myeloma 
or, less commonly, to other 
conditions such as Waldenström's 
macroglobulinemia, AL 
amyloidosis or lymphoma.

It can be sub-categorised on the 
basis of the type of abnormal 
protein - more specifically, 
the type of immunoglobulin 
(antibody) - affected. When 
one type of immunoglobulin 
proliferates above others in an 
abnormal way this is what is 
meant by ‘monoclonal’ (see Fig 1.)

The categories of MGUS are: Non-
IgM MGUS (for example IgG or IgA 
MGUS), IgM-MGUS and light chain 
MGUS.

What is the risk of 
progressing from MGUS 
to myeloma? 
After a diagnosis of MGUS has 
been made the patient will have 
a regular blood test, usually for 
the rest of their lifetime. Regular 
monitoring is important because 
of the small chance that MGUS 
will develop into a more serious 
diagnosis, such as myeloma. The 
aim of monitoring is to catch any 
changes at the earliest possible 
stage. MGUS patients are usually 
checked every 3 – 4 months for 
the first year following diagnosis. 
The checks can then be reduced 
to every 6 – 12 months as long as 
no symptoms develop.

Each sub-category of MGUS 
has a slightly different risk of 
progression to cancer. Non-IgM 
MGUS has a 1% risk of progression 
to myeloma each year, IgM MGUS 
a 1.5% risk and light chain MGUS a 
0.5% risk. 

Progression to myeloma is 
diagnosed on evidence of organ 
damage, or the paraprotein/
light chain level rising above a 
given threshold (paraprotein 
>30g/L) and/or the bone marrow
infiltration by abnormal plasma
cells rising above 10%.

Only a minority of patients 
progress to myeloma or a related 
cancer, hence MGUS being of 
‘undetermined significance’.

Are there any known risk 
factors that influence the 
progression to myeloma? 
There is strong evidence that all 
cases of myeloma are preceded 
by MGUS, and it is important 
MGUS patients are monitored 
regularly to assess if there is 
any evidence of progression. 
It is not yet clear why only a 
minority of patients progress to 
myeloma, but research does point 
towards certain factors that are 
associated with an increased risk 
of progression:

1. An abnormal serum free light
chain ratio

2. Non-IgG MGUS

3. Higher paraprotein level
(≥15 g/L)

If none of these factors are 
present, the risk of developing 
myeloma in 20 years is 2% 
whereas if all of these factors 
are present there is a 27% risk 
of progression at the end of 20 
years. This affects how closely 
people with MGUS are monitored; 
many patients with lower risk 
MGUS are now followed up by 
their GPs annually. 

THE EXACT CAUSE 
OF MGUS IS NOT 
YET KNOWN BUT 
IS THOUGHT TO 
INVOLVE COMPLEX 
CHANGES AT THE 
GENETIC LEVEL.



Figure 1. Abnormal plasma cells producing monoclonal 
immunoglobulins (paraprotein)
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IT IS NOT YET 
CLEAR WHY ONLY 
A MINORITY OF 
PATIENTS PROGRESS 
TO MYELOMA, 
BUT RESEARCH 
DOES POINT 
TOWARDS CERTAIN 
FACTORS THAT ARE 
ASSOCIATED WITH 
AN INCREASED RISK 
OF PROGRESSION.

What causes MGUS and 
its transformation to 
myeloma?
The exact cause of MGUS is 
not yet known but is thought to 
involve complex changes at the 
genetic level. Research suggests 
an abnormal response by the 
immune system leads to an initial 
genetic abnormality (mutation) 
which causes MGUS. The 
acquirement of further mutations 
(or a ‘second hit’) occurring at 
random is potentially what causes 
progression to myeloma. This 
offers some explanation as to why 
MGUS is more common in people 
of African origin as there is a 
higher level of the initial genetic 
mutation (called ‘hyperdiploidy’) 
seen in MGUS patients who 
belong to this ethnic group. 

Should MGUS be 
screened for in the 
general population?
There is an argument to be 
made for screening for MGUS 
to identify the patients at higher 
risk of progression to myeloma. 
Early diagnosis and treatment of 
myeloma can prevent or diminish 
the impact of myeloma-related 
complications such as kidney or 
bone damage. 

However, given how common 
MGUS is thought to be, screening 
would result in many people 
requiring years of surveillance 
with the majority not progressing 
to myeloma. This would have 
both an emotional impact on the 
people being monitored and a 
financial impact on the NHS and 
tips the balance in favour of not 
screening.  

What research into  
MGUS is ongoing?
Research into understanding the 
genetics behind MGUS and what 
causes progression to myeloma 
continues. 

Mouse model research into MGUS 
suggest there are many factors 
at play in keeping MGUS clinically 
‘inactive’, i.e. not progressing to 
myeloma. Interactions of MGUS 
cells with immune cells, bone 
cells, and others in the bone 
marrow may be key regulators of 
progression. 

For example, researchers at 
Birmingham University have 
recently shown overproduction 
of an enzyme called PADI2 
is associated with MGUS 
progression to myeloma. Over 
expression of PADI2 also causes 
an increase in an important 
cytokine (a protein released 

by cells which can affect the 
behaviour of other cells) called 
interleukin-6 which is known to 
help myeloma cells grow and 
survive. 

This research provides a simple 
way of identifying MGUS patients 
at high-risk of progressing to 
myeloma and enables them to 
be monitored more closely. In 
addition, this work could provide a 
basis for the development of more 
targeted treatments for myeloma. 

Summary 
MGUS is a non-cancerous 
condition and most MGUS 
patients will not progress to a 
more serious diagnosis such as 
myeloma. 

However, we cannot underplay 
the significance of MGUS given its 
ability to transform into myeloma. 
Risk stratification plays a crucial 
role in determining which patients 
should be closely followed to 
ensure early treatment can be 
started if progression to myeloma 
occurs and treatment is needed. 
Improved understanding into what 
causes progression will direct 
doctors on which MGUS patients 
need closer observation and also 
guide the development of further 
targeted treatment options for 
myeloma.

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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COPING  
WITH LONELINESS  

Over nine million 
people in the UK 
report they are 
often lonely – that’s 
almost a fifth of 
the population. The 
individual nature 
of myeloma and its 
relative rarity can 
mean people affected 
by myeloma can 
also be affected by 
loneliness. 

Mental and emotional isolation 
is common in myeloma. You 
may find it difficult to connect to 
those around you because you 
feel they don’t understand what 
you’re going through or they’re 
uncomfortable discussing your 
myeloma. You may feel unable 
to express how you’re feeling 
because you don’t want to 
burden friends and family. This 
means you can be surrounded 
by people but feel like you are in 
your own bubble of anxiety and 
uncertainty.

Myeloma and its treatment can 
stop you from getting out and 
socialising as you used to. You 
might choose to stop seeing 
friends and family because you 
feel uncomfortable with the 
changes that have occurred to 
your body, like height or hair 
loss. Symptoms, such as fatigue 
or pain, can stop you working or 
prevent you from enjoying your 

usual hobbies, so you no longer 
spend time with colleagues  
every day or doing something  
you really enjoy. 

It is also common to feel lonely 
once treatment is over because  
of the reduced support from  
your healthcare team. 

Loneliness can affect carers as well 
as myeloma patients. You  
may feel cut off from friends and 
family because your responsibilities 
as a carer leave you with no time 
or energy for socialising.

No matter how long you’ve felt 
lonely for or how often you feel 
lonely, there are ways to change 
how you’re feeling (see box). 

Summary
There are many reasons you might 
feel alone if you’re affected by 
myeloma, but there are ways to 
help you connect with others and 
alleviate feelings of isolation.

Five ways to  
beat loneliness 

1. Talk to family and friends 
It can be daunting to have an 
open and honest discussion 
with family and friends, but 
it is important to be able to 
talk to those close to you. Try 
to explain how you’re feeling, 
they are likely to appreciate 
your openness and make an 
effort to help you

2. Join a Support Group 
Myeloma UK have over 90 
support groups around the 
UK, which provide a great 
opportunity to meet other 
myeloma patients and carers 
who are in a similar situation. 
Contact Myeloma UK for 
more information

3. Find online support  
There are a number of 
online forums and groups 
on social media you can join 
which provide support and 
discussion. Join the Myeloma 
UK discussion forum at www.
myeloma.org.uk/forum 

4. Try new hobbies 
Join a group or class for a 
new hobby you feel capable 
of doing, such as a book or 
film club, or a walking group  

5. Visit a Maggie’s centre 
These centres provide free 
practical, emotional and 
social support to people with 
cancer and you can drop in 
at any time for a chat. Visit 
www.maggiescentres.org to 
find your nearest centre
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Statistics are 
everywhere: in the 
news, in clinical trials 
and in scientific 
research. Many of the 
common questions 
in myeloma involve 
statistics - how long 
a remission will I get 
from a particular 
treatment, for example; 
or, how likely am I to 
experience a certain 
side-effect? It can 
be difficult to make 
sense of it all, so here 
are some guiding 
principles to navigating 
data and statistics: 

1. Sample size matters 
A “75% increase in patients 
responding to drug X over 
drug Y” sounds particularly 
promising but could mean that 7 
patients compared to 4 patients 
responded. Without the context 
of sample size, percentages can 
be misleading. 

2. What has been 
measured?

There are many different statistics 
that can be worked out from a 
dataset, and to understand a 
statistic’s relevance, we need to 
know what has been calculated. 

STATISTICS AND  
HOW TO USE THEM

SLEEP AND  
MYELOMA

For example, there are two types 
of ‘risk’ that can be calculated:

 • Absolute risk – the chance of 
something happening

 • Relative risk – the chance of 
something happening in one 
group compared to another 
group

In terms of relative risk, 
immediate family members of 
myeloma patients have double 
the risk of developing myeloma, 
which sounds alarming. However, 
in terms of absolute risk, the risk 
is still very low - instead of a 5 
in 100,000 risk of developing 
myeloma (within the general 
population), an immediate family 
member has a 10 in 100,000 
risk. The risk in real numbers is 
therefore very small.

3. Has the data been 
sensationalised?

The media sometimes quote 
outliers (results or values taken 
from the edge of the range of 
data) because they provide 
shock-value. However, they don’t 
always reflect the conclusion 
of a study and can have a low 
probability of occurring. For 
example, a headline that stated 
global temperatures could 
rise by 11°C  if carbon dioxide 
emissions go unchecked quoted 
a study which had run a model 
2,000 times and produced this 
result only once. Look out for 
statements like ‘could be as high 
as’, which suggest that a value 
from the edge of the range has 
been used. 

4. Are the statistics 
meaningful?

Statistical significance can help 
us tell whether the difference 
between two myeloma 
treatments, for example, is  
due to chance or down to one 
treatment being better than the 
other. Usually, if there is a less 
than 5% probability that the 
difference is due to chance, it  
is statistically significant.  

5. Can statistics be used 
to predict what will 
happen to me?

While they can be very useful, 
it is important to remember 
that statistics are used to 
describe general trends in 
patient populations and are not 
predictors of what will happen 
to an individual. Population 
statistics, which are based 
on studies of representative 
samples, can give an average 
statistic, but each individual has 
their own unique factors which 
will determine their risks and 
probabilities.

Summary
Statistics are useful tools in 
myeloma, but they can be hard 
to understand or be misused. It 
is important to be aware of the 
context of statistics and what 
exactly has been measured. 
While statistics can help inform 
general probability, they are 
descriptors, not predictors. 

LIVING WELL WITH MYELOMA
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Sleep is vital for a 
healthy body and 
mind. Not getting 
enough sleep or 
getting poor quality 
sleep can cause mood 
disturbances, a lower 
pain tolerance and may 
even disrupt essential 
body maintenance 
processes. Between  
30 and 50% of 
myeloma patients 
and their carers have 
insomnia at some point 
following diagnosis.

What is insomnia?
Insomnia can have a severe 
impact on daily life, making you 
feel irritable and distressed. It is 
characterised by the International 
Classification of Sleep Disorders 
as sleeping for less than 85% of 
the time spent in bed. 

Insomnia can take different forms, 
for example not being able to 
fall asleep, waking multiple times 
during the night or waking and 
not being able to fall asleep again.

How can myeloma  
cause insomnia? 
Several of the treatments for 
myeloma, most notably steroids 
such as dexamethasone, can 
cause insomnia as a side-effect. 
Insomnia can therefore often be 

STATISTICS AND  
HOW TO USE THEM

SLEEP AND  
MYELOMA

most noticeable on the days  
you take steroids. 

Stress and anxiety are well known 
causes of insomnia. Worry about 
diagnosis, treatments, side-effects 
and the future can often become 
more apparent at bedtime when 
there are no distractions and can 
cause insomnia. 

Insomnia can also be caused 
by some of the complications 
of myeloma. Almost 90% of 
myeloma patients have bone  
pain at some point which can 
make it difficult to fall asleep 
or may cause frequent waking 
throughout the night. 

How to aid restful sleep
Insomnia is often temporary. 
However, if it begins to affect 
daily life or continues over several 
months, it is important to speak to 
your GP. Depending on the cause, 
they may prescribe sleeping 
tablets or suggest trying a sleep 
workshop. Sleep workshops help 
identify the reasons for insomnia 
and aim to improve sleeping 
habits. Maggie’s runs sleep 
workshops specifically for people 
affected by cancer.

Increasing physical activity can 
help reduce sleeping problems. 
This doesn’t have to mean 
running a marathon: going for a 
short walk or gardening can help 
by reducing feelings of anxiety, 
releasing feel-good endorphins 
and helping to tire you out.

Some other simple steps that 
might help sleeping include:

 • Get into a routine – go to bed 
and get up at the same time 
every day

 • Make the bedroom a sleep 
sanctuary – keep it dark, quiet, 
at a comfortable temperature 
and only enter it at bedtime 

 • Talk things over with someone 
or write in a diary before bed

 • Listen to guided meditation

Summary
A lot of myeloma patients and 
their carers suffer from insomnia. 
The causes can be varied, but if 
insomnia lasts for more than a 
few weeks it is important to see 
your GP to discuss your options.

Anticipate and manage 
your ‘dex’ days.

Do what your body  
tells you to do. Rest  
and sleep.

Exercise as often as  
you can. I try and do  
a bit every day, it  
makes me feel and 
sleep better.

LIVING WELL WITH MYELOMA
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When we found 
out I felt such  
a whirlwind  
of emotions:  
sad of course,  
but it mainly 
angered me.  

myeloma story
Georgina Groves is 25 and a 
Channel Account Manager. 

Her dad was diagnosed 
with myeloma in June 2015 
and is currently undergoing 
treatment. She lives in 
Sandhurst, Berkshire.   

How was it for you when 
you found out your dad has 
myeloma? 
My mum and dad like to buy 
properties and do them up and 
during one renovation dad was 
knocking a wall through and 
hurt his rib. My dad isn’t one to 
rest so he worked through it for 
a few weeks and then he went 
to the GP who referred him to 
the hospital for a scan. The scan 
revealed that he had actually 
broken the rib. They told us at this 
point that they thought he had 
lung cancer; it took a good long 
few months before he got the 
correct diagnosis.

I remember my mum calling me 
whilst I was at work and I went 
straight to my parents’ house 
to meet with my brother Luke. 
We waited together for them to 
return from the hospital. When we 
found out I felt such a whirlwind 
of emotions: sad of course, but 
it mainly angered me.  I know 
everyone is biased about family 
but my dad is the kindest and 
most caring, loving and generous 
man I have ever come across. 

MY MYELOMA STORY
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One bad day filled 
with negative 
thoughts helps 
us have so many 
days with positive 
thoughts.  

You always hear other people’s 
stories of cancer but you never 
imagine for it to happen to you  
or your family. 

What adjustments have you had 
to make to your life since his 
diagnosis?  
My immediate family consists of 
my mum Jo, my dad Steve and 
my brother Luke. Also my partner 
Greg has been part of the family 
for 7 years. We are all extremely 
close and would do anything for 
each other. Mum and dad have 
always taught Luke and me how 
important it is to look after each 
other. 

For me, no major adjustments 
have had to be made to my life 
since dad was diagnosed. I just 
make sure that I am available for 
whenever my family needs me,  
no matter when. Whether that  
be to go with dad to the hospital, 
to research something, provide 
hugs or just act silly to cheer 
everyone up. 

MY MYELOMA STORY
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I always turn to  
my family for 
support. I like to 
say that life is 
tough but we are 
tougher and family 
is everything.   

Our family 
is closer and 
stronger than ever 
before. I have 
matured a lot and 
I feel I’ve learned 
to be kinder, for 
everyone you 
meet is fighting a 
battle you know 
nothing about. 

We always make a joke and laugh 
whenever and wherever we can. 

We also say that one bad day 
filled with negative thoughts 
helps us have so many days with 
positive thoughts.  

What has been the hardest thing 
to deal with since his diagnosis? 
Seeing any of the members of 
my family upset is hard, but it 
was also initially very hard not 
having ever heard of myeloma 
and having no knowledge of it. 
Not enough people have heard 
of myeloma but Myeloma UK 
offered such useful information – 
this really helped.

Sitting and being able to even 
get a slight understanding helped 
me massively, especially when it 
came to treatment. 

Mum and dad have a lovely 
cottage overlooking the river; we 
all love spending time down there 
together - it’s such a tranquil 
place. Mum and dad spend 4 days 
a week down there now and I’m 
so glad they have that to escape 
the stress. They have recently 
learnt how to use Facetime… 
even though they’re only in 
their 50s they still aren’t great 
with technology so this is quite 
significant! 

Who or what do you turn to 
when it gets hard? (e.g. hobbies, 
talking to friends, exercise, 
learning more about myeloma?)  
When we first found out I 
turned to research to try and 
help as much as possible. Dad 
initially was under the care of a 
consultant who did not specialise 
in this field and unfortunately the 
myeloma progressed. 

Mum and I then did some 
research and we got in contact 
with Professor Ray Powles (at 
the Cancer Centre London) who 
we are eternally grateful to for 
putting us on the right path and 
in touch with the right consultant 
for us. 

I always turn to my family for 
support. I like to say that life is 
tough but we are tougher and 
family is everything. 

I do have a great support group 
round me but sometimes it is 
easier to keep things to myself 
as they aren’t knowledgeable 
about myeloma; or I turn to my 
partner Greg who has been 
my rock. He is so great with 
everything and is always there 
whenever I need him and I’m so 
thankful to him.

Has anything positive come out 
of his diagnosis? 
I speak to my family every single 
day and have set them up with 
a Whatsapp group so we can 
always be in touch. 

I actually feel like I mother them 
most of the time and wrap them 
up in cotton wool but their 
happiness is everything to me 
and they deserve the world. 

Dad has recently cut his working 
days down to 3 days a week and 
my mum is recently pursuing 
new adventures in doing lots 
of voluntary charity work so 
they both can spend more time 
together and enjoy their cottage 
on the river. 

When dad had to go into hospital 
for his stem cell transplant I made 
him a large mood board and also 
a present for each day which 
included some funny jokes and a 
quiz. The presents would range 
from socks to sweets. My mum 
and dad are such a strong couple 
and she is also such a hero; she 
really is the glue that holds us all 
together.

Do you find it comes naturally to 
you to know what to say to your 
dad? How honest are you with 
him about how you are feeling?  
I think even if you’re a qualified 
counsellor, unless you are the 
person living through the day to 
day with cancer, you don’t truly 
understand how they are feeling. 
But I know my dad and I know 
what cheers him up (chocolate/
cake mainly). Sometimes I find it’s 
best to just listen. 

I like to be knowledgeable about 
myeloma so if there is something 
he is unsure on I’m able to explain 
what it is. 

At first we were so concerned 
about not upsetting each other 
with our feelings; I think we are 
more honest about them now. We 
are all very open with each other 
and our feelings but sometimes 
we all get the odd day were we 
just aren’t up to talking about 
things. 

Whenever dad may feel down 
and he doesn’t want to talk about 
it we just let him know that we 
are here whenever he needs us. 

MY MYELOMA STORY
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Contact us today to get involved
www.myeloma.org.uk/get-involved
T. 0131 557 3332   E. fundraising@myeloma.org.uk

There are many ways you can support 
Myeloma UK and get involved in our work  
- here are just a few examples. 
Riding to fund myeloma research 
David Marks and Jenny Bird are both haematologists who have been 
taking care of myeloma patients for over 30 years. They’re taking 
part in the 2017 Myeloma UK London Paris Ride in support of David’s 
brothers who were both diagnosed with myeloma in 2015. 

David told us: “The chances of two siblings being diagnosed with 
myeloma, especially within a few months of each other, is so slim – it 
was a great shock to us and the rest of the family”. The pair have always 
liked cycling but “500km in four days is definitely way beyond what 
we’ve done before. We felt we needed to do something that recognised 
what my brothers are going through.”

“Our admiration of 
the work that you 
do for patients and 
families continues to 
increase. We made a 
deliberate choice last 
week to increase our 
monthly contribution to 
Myeloma UK. It will be  
money well spent.”  
Barry, Wokingham

This magazine and all the 
services provided by Myeloma 
UK are only possible thanks to 
people like Barry who choose 
to donate or fundraise for us.

Ways you can support us
• Set up a regular monthly 

donation to Myeloma UK  
or make a single donation 

• Remember Myeloma UK  
in your Will

• Raise funds by setting 
yourself a personal 
challenge, organising an 
event or marking a special 
occasion

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

�

You can support David and Jenny by donating on their  
JustGiving page: www.justgiving.com/fundraising/David-Marks4 
or if you fancy joining them on our London Paris Ride  
visit www.myeloma.org.uk/ride



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


