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Welcome to the Spring  
edition of Myeloma Matters.  
I am pleased to introduce 
myself as the new Co-Editor  
of the magazine. 

We are delighted to introduce 
our new Chairman, Marc 
Gordon, in this edition. During 
his interview, Marc discusses 
his role, what motivates him 
to engage with Myeloma UK 
and his thoughts for the future. 
Many thanks to Marc for taking 
the time to talk to us.

Additionally, we have focused 
on the stratification of patients 
and how research in this 
area is taking a step towards 
personalised approaches 
to treatment and care. We 
have also looked at the 
psychological impact of 
reduced activity and exercise 
after a diagnosis of myeloma 
and what motivates someone 
to become more active. We 
hope these articles will be of 
interest to our readers.

Clinical Research Nurse Suriya 
Kirkpatrick talks about her 
research role and how she 
bridges the gap between care 
and research. We also hear 
from Mike Suckling, who talks 
about his experience of living 
with myeloma and Emma 
Stacey, who talks about her 
experience of supporting her 
husband with myeloma, against 
the backdrop of a busy career 
and family life.

I hope you enjoy this edition 
and I encourage you to get in 
contact with any comments 
you may have.

As always, if you have topics 
and questions you’d like us 
to cover in Myeloma Matters 
or you’d like to feature in the 
magazine, don’t hesitate to  
get in touch.

Sandra Quinn
Myeloma Matters Co-Editor

DEAR 
READER

Call our Infoline on  
0800 980 3332
myeloma.org.uk
 

Chairman: Marc Gordon  
President of the Board: Judy Dewinter 
Board of Directors: David Allmond, Lee Appleton, Susan Blair RGN, 
Sir Frank Chapman, Geraldine Haley, Dr Karthik Ramasamy.

Myeloma Matters is published three times a year by Myeloma UK. 
The information presented in Myeloma Matters is not intended 
to take the place of medical care or the advice of a doctor. Your 
doctor should always be consulted regarding diagnosis and 
treatment. No part of the magazine may be reproduced in any  
way without prior permission from Myeloma UK.

Myeloma UK, 22 Logie Mill,  
Beaverbank Business Park, Edinburgh EH7 4HG 
T: 0131 557 3332 
E: myelomauk@myeloma.org.uk    
Charity No: SC026116

For feedback, comments and questions  
about content please contact:

Sandra Quinn on +44 (0)131 557 3332  
or email sandra.quinn@myeloma.org.uk

Alice Baron on +44 (0)131 557 3332  
or email alice.baron@myeloma.org.uk

To subscribe contact: 
Services Admin Assistant 
on +44 (0)131 557 3332 or email 
servicesadmin@myeloma.org.uk 

Correction: we would like to clarify that the 
patient experience author in our last edition, Tracy 
Green, had a bone marrow transplant, not a stem 
cell transplant as stated in the article. 

Prefer to get Myeloma Matters 
straight to your inbox? 
Sign up for an email subscription at  
myeloma.org.uk/myelomamatters  
or call 0131 557 3332.
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Results from a phase III clinical 
trial evaluating ixazomib (Ninlaro®) 
maintenance have been published. 
The trial looked at the efficacy of 
ixazomib maintenance versus a 
placebo in 656 newly diagnosed 
myeloma patients following 
high-dose therapy and stem cell 
transplantation (HDT-SCT).

The results showed that 
maintenance with ixazomib 
following HDT-SCT improves 
progression free survival (PFS) 

(the length of time following 
treatment before myeloma returns 
or further treatment is required) 
and resulted in deeper responses 
and increased minimal residual 
disease negativity versus placebo. 
Ixazomib maintenance had a 
favourable safety profile, including 
no increased risk of developing a 
second cancer and low occurrence 
of peripheral neuropathy. These 
results support the use of ixazomib 
in patients post HDT-SCT. 

Researchers at the Mayo Clinic, 
USA have identified that plasma 
cell proliferative index (PCPI) 
is a predictor of progression to 
myeloma in smouldering myeloma 
patients. Plasma cell proliferative 
index is a measure for how 
quickly plasma cells are growing 
and multiplying and is already 
used as a predictor for patient 
outcomes in AL amyloidosis 
and myeloma. The researchers 
retrospectively analysed the PCPI 

from 306 smouldering myeloma 
patient samples and found 
that smouldering patients with 
higher PCPI had a shorter time 
of progression to myeloma than 
patients with a low PCPI. These 
results indicate that PCPI can be 
used to help identify smouldering 
myeloma patients likely to progress 
to myeloma sooner and who may 
therefore benefit from closer 
follow-up.

Results from early phase clinical 
trials evaluating over 10 different 
chimeric antigen receptor (CAR) 
T cell therapies for the treatment 
of myeloma were presented at 
the 60th American Society of 
Haematology Annual Meeting  
& Exposition. 

CAR-T cells are used as part of 
a new treatment strategy called 
adoptive T cell transfer. This is 
where T cells are extracted from a 
patient, genetically engineered in a 
laboratory to improve their ability 

to find and kill myeloma cells, and 
then returned to the patient. 

The presentations at ASH 
highlighted the scale of 
international research into the use 
of CAR-T cells to treat myeloma. 
Most of the CAR-T cell therapies 
in development are designed to 
target a specific protein found 
on the surface of myeloma cells, 
known as BCMA. Overall, CAR-T 
cells look promising as a potential 
treatment for myeloma. However, 
the duration of response to this 

treatment in myeloma is less 
than responses observed in other 
blood cancers. Further research 
is required to improve response 
in myeloma and understand the 
resistance mechanisms of the 
myeloma cells. It will also be 
interesting to understand how the 
efficacy of CAR-T cells will compare 
to other treatment strategies being 
developed (e.g. Bispecific T Cell 
Engagers (BiTEs®) and antibody-
drug conjugates) that also target 
BCMA on myeloma cells.

Research towards use of CAR-T cell therapies  
for myeloma presented at ASH 2018

Ixazomib maintenance demonstrates efficacy 
in newly diagnosed myeloma patients

Researchers have found that the 
levels of psychological distress 
and anxiety in active myeloma 
patients and those with precursor 
diseases (MGUS and smouldering 
myeloma) are comparable. The 
study evaluated the levels of 
psychological distress in newly 
diagnosed myeloma patients 
pre-treatment, treated myeloma 
patients, and patients with 
precursor diseases using patient 
health questionnaires. These 
results indicated that patients, 
irrespective of diagnosis, suffer 
from the uncertainty of developing 
myeloma or myeloma progressing. 
This work highlights the need to 
assess mental health as well as 
physical heath in both patients 
with myeloma and patients with 
precursor diseases. 

Researchers find 
no differences in 
the psychological 
impact of MGUS, 
smouldering myeloma 
and myeloma

New predictor of progression in  
smouldering myeloma identified

MYELOMASCOPE
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NAME: Mike Suckling

LIVES: Ware

AGE: 55

MY LIFE WITH
MYELOMA
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My name’s Mike Suckling.  
I’m 55 years old and live in Ware, 
Hertfordshire and this is my 
myeloma story.

As a family, my wife, two sons 
and I have always led active and 
healthy lifestyles. The boys swam 
competitively, my wife has always 
loved swimming and generally 
keeping fit, and I was daft enough to 
do triathlons in the past – especially 
the longer iron man distances. 

In hindsight, some of the events 
that happened before my diagnosis 
made perfect sense. Back in 
December 2015, I had an innocuous, 
almost stationary fall off my 
mountain bike that left my right 
femur shattered. The orthopaedic 
surgeon asked how fast I was 
travelling on my motorbike when 
I crashed. When I explained what 
happened, he kind of shrugged his 
shoulders as if to say “oh well”. I’ve 
now got some very nice metalwork 
in my leg that’s always entertaining 
at the airport metal detectors!

It was the second incident that  
really got me thinking. Another low 
speed fall from my bike in March 
2017 (I think you’re getting the idea 
of my biking skills by now) left me 
with a fractured pelvis. Two major 
fractures in two years. 

At the same time, I’d just started a 
new job in London after being made 
redundant from my previous job of 
nearly 30 years.

I remember the exact moment  
I knew something was seriously 
wrong. I was climbing into the bath 
when I had the most excruciating 
pain in my lower back. It felt as 
though I was being skewered 
with red hot knives. My wife Julie 
managed to drag me into bed, 
but I was screaming in pain. An 

ambulance was called, and I was 
taken to A&E. After X-rays were 
taken, the pain I experienced was 
put down to “back spasms” and they 
gave me a pair of crutches. These 
“spasms” went on for days and 
needless to say I couldn’t start  
my new job. 

I knew from the training I undertook 
for my triathlons that these weren’t 
spasms. I knew what muscle strains 
and pulls felt like. On my second visit 
to the GP, they finally said it was time 
to do some blood tests and get a 
proper diagnosis.

Whilst I waited for the test results, 
the spasms seemed to subside.  
But then, one day, suddenly and for 
no apparent reason, my back felt 
like it was tearing apart whilst I sat in 
my armchair. I managed to get onto 
the floor but couldn’t move. I went 
back to A&E at Lister Hospital in 
Stevenage and on this occasion,  
I was kept in for more tests.

The next day, I was confronted with 
grim-faced doctors at the end of my 
bed. They delivered the news that 
no-one ever wants to hear: “You  
have stage 3 multiple myeloma, a 
form of blood cancer.” Whatever they 
said after that was lost on me. I felt 
stunned, shocked, angry and upset. 
Telling Julie and the boys left me 
feeling empty because they were 
all trying hard to process what I had 
said to them.

Almost immediately, I was whisked 
off to the Lister Macmillan Centre 
to start chemotherapy. I rather 
foolishly asked the question of 
what the prognosis would be. I was 
told, “there’s no cure and without 
treatment you’ve got two years.”  
I should have kept my mouth shut.

The tests revealed that my myeloma 
was mainly confined to my spine  

and I had 12 fractured vertebrae. 
I didn’t know I had that many 
vertebrae. They said that my  
spasms were fractures. Myeloma 
was also found in my ribs and hips.

It was horrific at that time for all 
of us. As if things couldn’t get any 
worse, Julie’s dad passed away 
that same week. I was bed-ridden 
because of the pain and couldn’t 
make it to the funeral. Other “family 
stuff” was going on too, that under 
normal circumstances, we would 
have laughed off. 

I was getting deeper and deeper  
into a black hole and couldn’t find  
a way out. I was contemplating 
taking my own life. 

In a moment of clarity,  
I suddenly realised, ‘you 
don’t know what you’ve 
got until it’s gone.’ 

In a moment of clarity, I suddenly 
realised, “you don’t know what 
you’ve got until it’s gone.” How 
selfish it would be for me to do this 
when all my family and friends, not  
to mention the specialists and 
nurses, were working so hard to 
keep me alive. That was the moment 
I knew I had to get help.

Through Macmillan, I was put in 
touch with Isobel Hospice and two 
lovely ladies subsequently visited 
me from their counselling service. 
During their visit, I unloaded all my 
feelings onto them. They came  
back two weeks later and couldn’t 
believe how I’d changed. I’d finally 
got my head around “stuff” and 
accepted that this life was now  
my “new normal”.

MY LIFE WITH MYELOMA
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I was responding well to treatment 
– CVD initially. At diagnosis, my 
paraprotein level was over 40,  
but this gradually started to drop. 
The Zometa® infusions were also 
helping to repair the damage to  
my spine.

I took a trip to the Royal National 
Orthopaedic Hospital at Stanmore 
to be fitted with a spinal brace. 
Although the brace was made to 
measure, it was fitted in the height 
of summer and I felt as though my 
body was ‘boiling like a kettle’. The 
first brace came up to my chest. 
However, a scan showed that my 
upper vertebrae were compromised. 
Consequently, I was fitted with a 
brace that locked my neck and  
head into one position. 

I felt conscious of  
the way I looked, but 
I wasn’t going to sit 
around all day and  
feel sorry for myself. 

I felt conscious of the way I looked, 
but I wasn’t going to sit around all 
day and feel sorry for myself. I set 
myself the goal of walking certain 
distances. If people wanted to gawp 
at me or made snide comments 
behind my back, it was their problem.

For me, goal setting was key to 
staying positive. I got up at the same 
time as my wife and made my own 
breakfast. If I felt tired, I’d spend 
the rest of my day lying on the sofa. 
However, I thought at least I was 
doing something.

My “bad stuff” was decreasing fast 
and I was in partial remission, but the 
next big test was being put forward 
for a stem cell transplant at UCLH 
in London – the stem cell transplant 
began in November 2017.

What was supposed to have been 
a two-week course of treatment 

turned into a grim four-week slog. 
I more or less ticked off all the side 
effects and lost ten kilos in weight. 
I got home the Monday before 
Christmas, but basically spent the 
whole festive period recovering.

I’ve remained in remission since 
then and still get regular check-ups. 
I’m more susceptible to colds and 
infections, but like I’ve said, it’s my 
“new normal”. The brace has also 
gone, and my mobility is back.

I know there is no cure yet and the 
myeloma will come back, but who 
knows whether that’s five months, 
five years or fifteen years. We’re not 
planning our lives around the four 
monthly check-ups. We’ve booked 
loads of stuff for this year and are 
planning a big holiday next year.

Friends and family have said how 
inspirational I am – I don’t see it 
like that. I’m just a normal bloke 
who has something wrong with 
him. The real inspirational people 
are the specialists who are doing 
everything to make me better, the 
nurses at UCLH who mopped up 
after me during my transplant, and 
the Macmillan Cancer Centre staff 
who took the time to talk me through 
some difficult moments in my 
chemotherapy.

Cancer patients deal with things 
differently. I’ve thrown my toys out  
of the pram on several occasions, 
but it always brings me back to the 
same place – “yes, I’ve got cancer  
– deal with it”.

Through all this, I’ve been closer 
to my family and friends than ever 
before. It’s not that I neglected them 
before all this nonsense started. It’s 
like a pair of comfy slippers, you’re 
not aware you’re wearing them, 
but you know they’re there. I’m fully 
aware that without my family and 
friends I would not have made it  
this far.

I’m now teaching swimming to kids – 
a real passion of mine. It’s only a few 
hours a week, but it gives me a bit of 
money to tuck away in the holiday 
account and it’s something to get  
up for in the mornings.

I know I can never run or cycle on 
the open road again as another fall 
would be disastrous. However, I am 
getting back into the pool and doing 
eight lengths now and going further. 
I also do pilates and my back is 
getting stronger.

For me, it’s all about having a strong 
mind. I know it won’t cure me, but it 
does make the difficult times a lot 
more bearable.

MY LIFE WITH MYELOMA
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SPOTLIGHT  
ON EXERCISE
“Exercise makes me feel  
and sleep better.”
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Some of us love it, 
some of us hate it, but 
it’s well-known that 
exercise is an important 
part of staying healthy. 
Staying fit and active 
has numerous health 
benefits, and for 
myeloma patients gentle 
exercise is encouraged. 

However, exercising is not without 
its challenges for myeloma patients. 
Patients need to bear in mind 
the balance between keeping 
themselves fit and building muscle 
tone, and not overdoing it and 
causing themselves harm. This can 
mean changing exercise habits. 

Fragile bones, peripheral neuropathy 
and a weakened immune system 
can restrict the exercises and 
activities in which patients are able 
to take part. Many of you responded 
to our survey and highlighted the 
emotional and psychological effect 
not being able to exercise as you’d 
like has had.  

For others out of the habit of 
exercising, coupled with the extreme 
fatigue almost all patients face at 
one time or another, motivating 
yourself to be more active can  
be difficult. 

With these differing perspectives 
in mind, this edition’s ‘Spotlight on’ 
looks at the challenges of both 
giving up and taking up exercise as  
a myeloma patient. 

In addition, we look into the research 
that is being done into exercising 
as a myeloma patient – what the 
benefits of exercising are, what 
current research is saying and the 
questions that future research 
needs to answer. 

INTRODUCTION  
EXERCISE

SPOTLIGHT ON



2
Swimming

3
Cycling

4
Pilates

5
Yoga

of patients said that they find 
exercise beneficial because  
it helps their mental health.

said it helps them  
sleep better. 40%

said it helps  
their fatigue. 38%

said it helps give their  
day/week structure.

said it helps take their  
mind off myeloma.

1
Walking

38%

37%

Infoline: 0800 980 3332 11Spring 2019

Top  
exercises 
preferred  
by patients 

THE PATIENT VIEW 
Why exercise?

76%

DID YOU 
KNOW?

Only  

31%  
of patients have been  
referred to, or made use  
of, a physiotherapist. 
You can ask your healthcare team to refer 
you to a physiotherapist. They’ll provide 
you with safe, tailored exercises to help 
you with your overall fitness, stamina and 
muscle tone.

SPOTLIGHT ON
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Giving up certain exercises, slowing down and changing your habits can 
be hard and is often a neglected effect of myeloma. For some patients, 
what used to be everyday activities become challenging and it’s clear 
that this affects many patients more than just physically.

Stopping exercise

Have you had to reduce the 
amount of exercise you do 

since your myeloma diagnosis?

SPOTLIGHT ON

As he is putting all his 
energy into work he is too 
tired for any exercise. He’s 
never been a particularly 
energetic kind of person 
so it’s going to be hard to 
motivate him.

22%  Yes – stopped 
completely

59%   Yes – reduced the 
amount

19%  No – continue doing 
the same as before 
diagnosis

I live in fear that if I 
exercise too strenuously 
I will break something.

Don’t waste time and 
energy on things you can’t 
do anymore. There are still 
lots of things you can do.

It’s really hard to get 
the balance right of 
how much to do.

LOW CONFIDENCE

PA
IN

TI
M

E
A

B
IL

IT
Y

FRAGILE BONES

FRACTURESKYPHOSIS
MOBILITY ISSUES

N A U S E APERIPHERAL NEUROPATHY
FATIGUE

INFECTION

FEELING VULNERABLE
LACK OF ENCOURAGEMENT

LACK OF DIRECTION
FACILITIES

DISTANCE

LOCATION
FEAR

SIDE EFFECTS

COMPLICATIONS

LOW SELF-MOTIVATION
SYMPTOMS
AGE

BARRIERS TO EXERCISING

Hard to motivate at 
times but important to 
keep the routine.

It’s difficult to feel 
motivated when you 
have been fit and feel 
it sliding away, but it is 
so important to keep 
trying!
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Motivating yourself to exercise can be difficult, especially if you’ve not done 
much previously or if you’re not able to do the kinds of exercise you want to. 
However, many patients find that any kind of exercise helps them feel better, 
more in control and more confident in their body.

Starting exercise

How often do  
you exercise?

TOP TIPS

SPOTLIGHT ON

28% Everyday 

38% A few days a week

13% A few hours a week

21% Never 

Myeloma actually got me 
back into sport after years 
of not doing it. I wanted 
things to take my mind 
off the illness and to take 
control of my body.

Listen to your body 
and rest if you feel so, 
but also try to take 
a little light exercise 
such as walking when 
you feel up to it.

Get an exercise 
buddy – join a club, 
ask a friend or walk 
the dog, exercising 
with someone else 
can help motivate 
you and give you 
socialising time to 
take your mind off 
myeloma.

Low impact 
exercise is best, 
start off gently, 
for example with 
a short walk or 
stretches at home.

Try not to focus on 
what you can’t do 
any more, look to try 
out something new.

Find something  
you enjoy, it’s easier 
to motivate yourself  
if you know you’ll 
have fun.

Ask your 
healthcare team  
or physiotherapist 
for exercises to do.

Make sure you’re 
wearing suitable 
clothing and well-
fitting shoes.

Work within your 
body’s capabilities. 
Don’t try to go all out at 
once, build up gradually 
and use a little and 
often approach.

I mainly do pilates but I miss 
out or modify any exercises 
that put body weight on one 
or two bones, since our bones 
are like Swiss cheese!

I actively look 
for low impact 
exercise to do 
within my body’s 
capabilities.

Do something fun.  
Pace yourself and  
be kind to yourself.

Really make the effort  
to take gentle exercise 
every day, or as often 
as you can.

Makes feel better 
mentally and physically.

Exercise makes me  
feel normal.
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Research into exercise  
for myeloma patients
Caroline Donoghue, Senior Scientific Knowledge and Communications Officer
Research suggests that regular 
exercise can improve physical 
function, reduce fatigue, improve 
self-esteem and reduce the 
symptoms of anxiety and 
depression in cancer patients.

However, much of this research 
has been carried out in patients 
with solid tumours, so researchers 
are working to determine whether 
myeloma patients experience the 
same benefits when participating in 
regular exercise. 

What does current 
research show?
Participating in regular exercise  
can be hard for myeloma patients 
due to the accompanying symptoms 
such as fatigue, bone damage, pain 
and risk of infection. Research has 
shown that myeloma patients' fitness 
and ability to exercise reduces 
post-diagnosis, resulting in a lower 
percentage of patients being able to 
meet recommended levels of exercise.

Research examining the role of 
exercise in the standard care of 
myeloma patients is a growing 
field. Current research has shown 
that physiotherapist led exercise 
programmes are safe and feasible 
for myeloma patients with high 
attendance and acceptability. 

Studies have indicated that  
regular exercise could:

 � Reduce fatigue
 � Improve muscle strength
 � Help with stem cell collection
 � Help with recovery after  
high-dose therapy and stem  
cell transplant

 � Improve mood, sleep and  
quality of life

However, research to date is limited 
and therefore further studies are 
required.

What questions should 
future research address?

1. What type, frequency and 
duration of exercise is best?
The exercise programmes carried 
out in published studies are all 
different and can involve aerobic 
exercise (e.g. walking) and/or 
strengthening exercises. Therefore, 
there is no one recommended 
programme.

Additionally, some researchers 
have suggested that where 
patients exercise and whether 
they’re in a group could be 
important. It is thought the social 
aspect of exercising in a group is a 
key factor in driving improvements 
in mood and self-esteem of 
myeloma patients.

2. When should patients be 
resting and when should  
they be exercising?
Patients’ ability to exercise differs 
depending on whether they are in 
remission, have active myeloma 
or are on treatment. It is thought 
that doing some form of exercise 
at all points would be beneficial 
but it would need to be tailored to 
patients’ abilities at each stage.

Some evidence suggests that 
transplant eligible patients could 
benefit from exercise programmes 
pre and post-transplant. However, 
it is still unclear when the optimum 
time to initiate an exercise 
programme is for maximum patient 
benefit.

3. Does regular exercise  
improve prognosis?
The physical fitness of patients has 
been linked to rehabilitation time 
following high-dose therapy and 
stem cell transplant, treatment 
tolerability and risk of fracture. 
Therefore, helping to improve or 
maintain physical fitness during 
the course of myeloma treatment 
may lead to improved prognosis.

Summary
The current evidence suggests  
that regular exercise does have 
a role in the standard care of 
myeloma patients and can help 
to counter some of the negative 
impacts of myeloma treatment 
and symptoms. Doctors should 
help patients to find an exercise 
programme tailored to their needs 
based on the current stage of their 
myeloma and their physical fitness. 

Current research 
has shown that 
physiotherapist led 
exercise programmes 
are safe and feasible for 
myeloma patients with 
high attendance and 
acceptability.  

Myeloma UK provide a free Infosheet with 
some simple exercises for myeloma patients.  
You can download it from 
myeloma.org.uk/publications

SPOTLIGHT ON
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I’ve been told I have  
myeloma, why aren’t  
I having any treatment?
Many patients experience uncertainty or confusion when 
they have been diagnosed with myeloma but are advised 
only monitoring is necessary at this time. This relates to 
a condition called smouldering myeloma (asymptomatic 
myeloma), which usually progresses into active myeloma 
(but at a slow rate). In smouldering myeloma, abnormal 
plasma cells can be detected in the bone marrow and 
paraprotein can be detected in the blood and/or urine 
but patients have none of the typical symptoms related 
to active (symptomatic) myeloma. It can be frustrating 
having to “watch and wait”, but your doctor will start 
treatment when appropriate. This decision is often 
based on the emergence of new symptoms (such as 
pain, fatigue, reoccurring infections or weight loss) as 
well as blood test results. It is therefore important that 
you highlight any new or increasing symptoms to your 
healthcare team. 

Ellen Watters, Kim Dolman and Sarah Dempsey Myeloma Information Specialists, Myeloma UK

My partner has myeloma but 
doesn’t want to know anything 
about it. I want to know all that  
I can, what can I do? 
Everyone has different information and support  
needs at different times. Sometimes, worries or 
fears might prevent patients from wanting to know 
more, and for partners, it can feel difficult accessing 
information on your own. However, there are many 
ways for you to learn more about myeloma. 

Partners can speak to the patient’s healthcare team  
by themselves if they wish. Check with your partner 
first, but this can provide the space needed to ask 
difficult or uncomfortable questions. 

Additionally, all of our information and support services 
can be accessed by carers as well as patients. You 
can ask questions through our Myeloma Infoline and 
Ask the Nurse email service; speak to other carers 
via the online Discussion Forum and PEER exchange 
programme; attend Infodays and Support Groups;  
and read any of our publications (our Infopack for 
carers of myeloma patients is written especially for 
family members).

Can I be given cannabis 
products for my myeloma/side 
effects?
There are over a hundred active ingredients that have 
been identified in the cannabis plant; these are known 
as cannabinoids (CBD). 

Nabilone is a man-made CBD which has been 
approved relatively recently to be prescribed for 
patients who have treatment related nausea and 
vomiting and for whom conventional anti-sickness 
medication (such as metoclopramide, granisetron and 
ondansetron) has not worked. 

There is not enough evidence to show that CBD can 
treat myeloma or have an effect on other myeloma 
complications or side effects of treatment (such as 
pain) – further research in this area is needed.

If you would like to find out more,  
email askthenurse@myeloma.org.uk  
or call the Myeloma Infoline on  
0800 980 3332.

ASK THE 
NURSE
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Clinical trials
Clinical trials are medical research 
studies that involve patients. They 
are vital for finding new treatments 
and improving patient care, and they 
offer patients the chance to access 
novel treatments. The results of 
clinical trials provide doctors with 
the information they require to know 
which new or combined treatments 
are safe and work better than 
treatments we already have.

The role of the Clinical 
Research Nurse 
The Clinical Research Nurse is an 
important part of the haematology 
multidisciplinary team. However, 
their contribution to myeloma 
research and clinical care may be 
unknown to many patients. 

Research nurses are employed 
by hospital trusts to undertake 
research within the clinical 
environment. They are a key link 
between researchers, healthcare 
professionals and people affected 
by myeloma. Their role is interesting 
and exciting as they interact 
with the various clinical services, 
healthcare professionals, patients 
and carers in coordinating and 
delivering research trials. They are 
experts in combining patient care 
with the research process. 

Key aspects of this highly skilled 
role include; data collector, 
lab technician, counsellor, and 
mediator, depending on the needs 
of any particular trial. These nurses 
usually work as autonomous 
practitioners and they therefore 
require wide-ranging expertise; 
knowledge of the research process, 
a comprehensive understanding 
of the clinical area they are 
researching, good leadership, 
organisational, communication  
and IT skills.

Work with sponsors, 
academic institutions  
and care providers
Setting up and running a clinical 
trial is a complex process that takes 
time, planning and resources.  

The research nurses in haematology 
work closely with the local research 
department, research networks, 
pharmaceutical colleagues, and 
haematology team to identify trials 
that can be done at their hospital. 
They play a vital role in ensuring a 
trial’s success by raising awareness 
of and supporting recruitment to 
clinical trials.

This can involve working closely 
with the Principal Investigator (PI), 
usually a haematologist, to review 
the trial protocol to identify how 
care for patients on the trial will 
differ from standard care, and to 
ensure that their hospital have 
patients that would be eligible for 
the trial, and if so, how many people 
might be interested in taking part. 
This is usually done by looking at 
hospital databases and reflecting 
on previous experience. Although 
the PI has ultimate responsibility 
for a research trial, it is the research 
nurse who usually coordinates  
and provides day-to-day 
management of it. 

Record keeping and data 
collection account for a large 
part of the research nurse’s job. 
Through all stages of the research 
process, the research nurse 
keeps clear and accurate records 
of all research activities. They 
communicate relevant information 
with collaborators by entering 
information into a database or 
completing specific trial paperwork. 

Research nurses often work 
within a team of research nurses 
who deliver a variety of trials. 
Each nurse will have a number 
of trials that they will lead on but 
may also cover colleagues’ trials. 
Irrespective of which research trial 
the research nurse is working on, 
their fundamental role is to ensure 
that research is legal and delivered 
safely throughout the life span of  
a trial.

Work with patients 
Suitable research participants are 
identified by the research nurse 
by attending the haematology 
multidisciplinary team meeting, 

screening clinic lists and through 
direct referral by clinicians. One of 
the most important parts of the role 
is to ensure that a patient provides 
informed consent to participate in 
research. Research nurses make 
sure patients receive written 
information about a trial and follow 
this up with a conversation to talk 
about it in detail, answering any 
questions the patient may have.  
If the patient is happy that all their 
questions have been adequately 
answered, and they understand 
what the trial involves and how this 
may affect them, they are asked to 
sign a consent form. Patients who 
decide not to take part in a trial are 
reassured that this decision will not 
affect their clinical care in any way 
as trial participation is voluntary.

The research nurse works closely 
with the patient and clinical teams 
to ensure that the patient’s care 
is managed in accordance with 
the trial protocol. This includes 
coordinating all screening 
assessments (scans, bone marrow 
sampling, 24-hour urine collection, 
ECGs, heart and lung function 
tests) as well as obtaining a full 
medical history and an up to date 
list of treatments the patient may 
be having. There are usually set 
timelines within which these need  
to be completed and reported to  
the researchers. 

Throughout trial participation,  
the patient will have the contact 
details for their local research 
nurse/team so they can raise 
queries they have or seek advice 
or support between clinical 
appointments. This can include 
flagging any adverse events or side 
effects the patient is experiencing. 
The reporting of such adverse 
events is another important 
research activity for which the 
research nurse is responsible.  
By maintaining close contact with  
their patients, the research nurse 
is able to obtain details of any side 
effects or unexpected changes the 
patients experience while on the 
trial and report these through the 
relevant processes.

RESEARCH FOCUS
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It is important to note that the 
research nurse acts as an advocate 
for patients, ensuring that trial 
patients feel protected and 
supported at all times.

Quality improvement
As well as playing a vital role 
in the running of clinical trials, 
research nurses are also well 
placed to consider how lessons 
learnt through delivering research 
trials can contribute to improving 
processes and care in the routine 
management of patients. 

In busy clinics with staff of varying 
experience, it may be difficult 
to ensure that all aspects of 
an individual patient’s care are 
considered. At Southmead Hospital, 
gaps in standard documentation 
were noted when screening patients 
for eligibility to enter trials and when 
collecting data for trials. Through 
close collaboration between the 
haematology and research team, 
a quality improvement project 
was carried out to ensure that 
key issues (functional status, pain 
management, infection, myeloma 
bone disease and treatment related 
adverse events) were considered 
at each clinic visit. A clinic template 
introduced in this myeloma 
service was well received by 
clinicians, improved completeness 
of documentation and patient 

satisfaction with their consultation 
remained high. This template is now 
used routinely in this service. This 
demonstrates that research not 
only helps develop treatment for 
myeloma, but drives improvement 
in myeloma services and therefore 
improves the patient experience. 

I was also involved in Southmead 
Hospital attaining the Myeloma 
UK Clinical Services Excellence 
Programme award in 2017 (see 
photograph of the presentation 
of the award inset). This award 
demonstrates the hospital’s 
commitment to providing quality 
and patient-focused care and 
identifies areas for improvement.

Nurse-led clinics
At Southmead Hospital, we have a 
number of myeloma trials available 
to our patients. To ensure our 
patients receive optimal care and 
to minimise hospital attendances, 
we have a nurse-led trials clinic that 
runs concurrently with the myeloma 
clinic. This allows the research 
nurse to carry out face to face follow 
up with patients participating in 
trials. This means we can review 
patients’ progress and compliance 
on the trial. We can also identify 
any concerns the patient has and 
provide them with the chance to ask 
questions regarding the trial and 
treatment. Any clinical concerns 

raised are addressed at the 
appointment with the consultant on 
the same day. Our patients report 
that this is a “fantastic service” and 
I think it contributes to why we are 
able to maintain long term follow up 
of our myeloma patients. 

Summary
Research nurses in myeloma care 
not only help with the delivery 
of high quality clinical trials 
and research trials to get new 
treatments available in standard 
care sooner, they can also 
contribute to improving the quality 
of their myeloma services and the 
patient and carer experience.

Find out more about the 
research Myeloma UK 
is supporting by visiting 
myeloma.org.uk

About  
the author

Suriya Kirkpatrick is  
the Lead Haematology 
Research Nurse at 
Southmead Hospital, Bristol. 

“I have been working in 
haematology research for 
nearly twelve years. Over the 
years I have worked on a range 
of clinical trials across different 
cancers. This has kept my job 
exciting and challenging. I work 
closely with clinical teams to 
improve recruitment to clinical 
trials, and gain access to novel 
treatments for our patients. 
I also aim to enhance the 
patients’ overall experience 
of treatment and I particularly 
enjoy this element in caring for 
myeloma patients.”

RESEARCH FOCUS
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DELIVERING MAINTENANCE 
TREATMENT IN MYELOMA 

BY SHELAGH MCKINLAY

In late 2018, results from 
the biggest myeloma 
trial ever conducted 
(Myeloma XI, funded in 
part by Myeloma UK) 
were published. 
One element of the trial looked 
at “maintenance” treatment with 
the drug lenalidomide (Revlimid®). 
Maintenance treatment is a long 
term, low-dose form of treatment 
given after initial treatment. 

Myeloma XI found that 
lenalidomide maintenance 
treatment significantly increased 
remission time in newly diagnosed 
myeloma patients. It also found 
that patients who received 
lenalidomide maintenance  
after a stem cell transplant  
had a significant increase in  
overall survival.

Other drugs are also being trialled 
as maintenance treatments in 
myeloma. Around the world, 
maintenance treatment is 
increasingly being seen as a core 
part of the myeloma treatment 
pathway. However, it is not yet 
available in the UK. This is due to 
a combination of factors, including 
the timing of clinical trials relevant 
to the UK and the need to get 
agreement from the UK’s drug 
approval bodies.

How do we get maintenance 
treatment to patients? 

There are two key steps that all 
drug treatments have to go through 
before they can be routinely 
prescribed on the NHS. 

The first step is for the treatment to 
receive a license from the European 
Medicines Agency (EMA). Receiving 
a license means the drug has gone 
through clinical trials and has been 
judged to be safe and effective. 

The second step is for the treatment 
to be recommended for use by one 
of the UK’s drug approval bodies. 
They look at whether a drug is both 
clinically and cost effective. This 
means not just looking at whether a 
drug works, but how much better it 
is than the treatment currently being 
used in the NHS, and whether any 
additional benefit is worth what the 
NHS is being asked to pay for it.

The work of drug approval bodies 
is important because it informs 
difficult decisions about how best to 
allocate the fixed NHS drug budget 
across all health conditions and acts 
as an incentive for pharmaceutical 
companies to price their drugs fairly 
and responsibly. 

Lenalidomide maintenance 
treatment has a licence from the 
EMA but has not yet begun the drug 
approval process. Other myeloma 
treatments are at different points in 
the trials and licensing process and 
have also not yet begun the drug 
approval process. 

How will the drug  
approval bodies decide 
whether to approve 
maintenance treatment?

For maintenance treatment to 
be made available in the UK, the 
relevant pharmaceutical companies 
have to submit their treatments to 
the drug approval bodies. In reality, 
getting approval for maintenance 
treatment is likely to be a 
challenging process. Maintenance 
treatment involves not just long  
term treatment but “open-ended” 
periods of treatment. This makes  
it difficult to predict what overall 
costs will be and to work out 
accurately a treatment’s cost 
effectiveness. Also, since there 
are no myeloma maintenance 
treatments approved in myeloma, 
there is currently no cost to  
compare a new treatment against. 

Myeloma UK will be doing all we 
can to ensure that maintenance 
treatments are delivered to UK in 
line with international best practice. 
This will mean working with patients, 
clinicians, industry, drug approval 
bodies and the NHS to make the 
strongest possible case for the 
benefits of maintenance and the 
need for flexible and innovative 
commercial solutions. 
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Myeloma is a very individual 
cancer which acts and 
develops differently between 
patients. Because of the 
complex and unique nature 
of each patient and their 
myeloma, researchers are 
looking at ways of grouping 
(stratifying) patients based 
on characteristics they share.
Treatments that are effective 
for particular groups of patients 
can then be identified and/or 
developed. This approach is called 
stratified medicine and aims to 
provide treatment tailored to 
individuals to deliver the best 
possible results for patients. 

How are myeloma patients 
currently stratified?
There are a number of ways 
doctors already group patients and 
tailor treatments to best address 
the needs of individual myeloma 
patients. This includes stratification 
based on characteristics of the 
patient and of the myeloma,  
for example: 

 � Patient age, fitness and 
disease stage is used to 
determine whether patients are 
eligible for high-dose therapy 
and stem cell transplantation  

 � Genetic abnormalities of 
myeloma are used to determine 
whether a patient is high or 
standard risk. Patients with high 
risk genetic markers are often 
given more intensive treatment

Are there ways to improve 
patient stratification?
Current research is looking at 
different ways to improve patient 
stratification. Researchers are 
using different approaches to 

understand the patient and disease 
characteristics driving differences 
in outcomes to better match 
patients to the most effective 
treatment for them. 

Historical analysis of patient 
outcomes
Many researchers are turning 
to patient health records to 
understand why prognosis differs 
between patients. Researchers 
map the data from medical 
records, such as blood test results, 
biopsy results, age, weight and 
fitness, against patient outcomes, 
like response to treatment and 
overall survival, to find patterns 
and correlations. This work helps  
to identify which patient and 
disease characteristics increase or 
reduce the risk of poor outcomes.

Understanding causes of 
differences in response to 
treatment
Patients have different responses 
to the same treatments. 
Knowing more about the disease 
characteristics driving these 
differences will help to identify 
groups of patients more likely to 
respond to certain treatments. 

Disease characteristics that 
are already known to influence 
treatment response include 
genetic abnormalities and protein 
expression. For example, venetoclax 
(Venclyxto®, a new drug being 
investigated in clinical trials) is 
more effective in myeloma patients 
with t(11:14) genetic abnormality. 

Immunotherapy treatments, such 
as monoclonal antibodies and 
CAR-T cells, are designed to target 
proteins on the surface of myeloma 
cells (e.g. CD38). However, the 
quantity of these proteins on 
the surface of the cell can differ 

between patients and therefore 
cause a difference in response  
to treatment. 

Understanding biological 
differences of myeloma
Researchers are also working to 
understand how myeloma differs 
between patients on a cellular level. 
Identification of new biological 
differences helps identify new 
disease characteristics which could 
be linked to prognosis, helping 
to improve patient stratification.
Areas that are currently being 
investigated include:

 � The bone marrow 
microenvironment – 
understanding how myeloma 
cells interact with and utilise the 
bone marrow

 � Evolution of myeloma cells – 
understanding how myeloma 
cell genetics change as the 
disease progresses

Myeloma UK is currently funding 
research in this area at the Institute 
of Cancer Research, London, and 
the Leeds Cancer Centre.

Summary
Stratified medicine signifies a 
shift away from ‘one size fits all’ 
treatment to a more tailored and 
individual approach. It is hoped the 
research being carried out into the 
various ways of stratifying patients 
will enable the most suitable 
treatments to be given to patients, 
providing them with the best 
outcomes possible. 

We're passionate about helping 
patients get the best treatments, 
so supporting research towards 
stratified medicine is a key part of 
the Myeloma UK strategy. Find out 
more about our role in research at 
myeloma.org.uk/research

STRATIFIED MEDICINE
BY CAROLINE DONOGHUE

HOT TOPICS
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INTERVIEW WITH 
MARC 
GORDON 
CHAIRMAN OF THE BOARD  
OF DIRECTORS

After 12 years as Chairman of  
the Myeloma UK Board of Directors,  
Judy Dewinter has stepped down  
and has now taken up a new position  
as President of Myeloma UK. On  
1 January 2019, Judy handed over the 
Chairmanship to Marc Gordon, who has 
been on the Board since 2012 and was 
Treasurer from 2013. We spoke to Marc 
about his new role as Chairman of the 
Board to find out more about him and  
his future plans for Myeloma UK.

Can you tell us about your  
career background? 
I have worked in the investment management business 
since I graduated from university. I spent the first 
10 years of my life as a fund manager, trying to pick 
shares in companies that would grow over time. The 
aspect of this I loved the most was meeting chairmen 
and CEOs of small and large companies and assessing 
their strengths and weaknesses as individuals to lead 
what I hoped would be successful organisations. 

The last 20 years of my career has involved running 
two successful fund management organisations, both 
of which I have set up with the same business partner.  
I spend a lot of time discussing client needs, 
challenges and problems, and finding solutions to 
those issues. In some ways, the same discussions we 
have about myeloma. 

INTERVIEW
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How did you first become 
involved with Myeloma UK?  
My next door neighbour, an eminent 
obstetrician and gynaecologist, 
with whom I was very close for 
over 20 years, was diagnosed 
with myeloma in his late fifties. 
Sadly, he passed away a few years 
later. However, while he was being 
treated, the Myeloma UK Chairman 
at that time, Judy Dewinter, asked 
if I would consider contributing my 
skills to the organisation by joining 
the Board. I joined in 2012 and 
became Treasurer in 2013. It has 
been a fulfilling experience seeing 
the impact Myeloma UK and its 
team has had over the years.

What are your goals for 
the first few months as 
Chairman?  
To continue to focus on doing 
what Myeloma UK does best, and 
to support the leadership team 
and all the excellent staff in those 
endeavours. I am a great believer 
in focusing on our initiatives and 
achieving impact as a result. The 
charity has achieved a huge amount 
since its creation over 20 years ago 
and I want to continue this work, 
making sure we remain focused and 
keep patients’ requirements at the 
forefront of what we do. 

It is a slightly more hands on role 
in the short term, as we are in the 
process of searching for a new  
CEO. I have been incredibly  
pleased with the way all our team 
have risen to the challenge of 
running the organisation in the 
interim period and I am grateful to 
have the continued support of our 
new President, Judy Dewinter, who 
has done so much for us over  
many years.

Do you have any plans  
to meet with patients  
and carers?  
Yes, I have met many patients, 
carers and family members of 
patients over the years, as well as 

more recently, for example at the 
London Infoday last year, and  
I intend to continue doing so. 

One of the things that patients and 
their families, as well as carers, keep 
saying to me is how wonderful the 
information and support provided 
by the team at Myeloma UK is. It's 
lovely to hear that we are meeting 
their needs.

What are your ambitions 
for Myeloma UK for the 
coming year? 
Alongside the CEO appointment, 
firstly, to continue investing in 
supporting our staff.

In addition, we will be focusing on 
early diagnosis initiatives which 
involve educating healthcare 
professionals and investing in 
further research in this area. Too 
many people are not receiving a 
diagnosis quickly enough. 

Another of our key aims is to 
understand more about the actual 
causes of myeloma. Through further 
research and projects, such as the 
patient registry, we aim to increase 
the understanding of myeloma and 
identify future pathways for earlier 
diagnosis, treatment and, one day, 
a cure. 

Access to treatment is of 
paramount importance to patients, 
so we will continue to instigate 
and drive collaboration with 
all key stakeholders to ensure 
that patients can get access to 
emerging treatments, including 
novel immunotherapy drugs, as 
soon as possible. 

Put simply, our ambition is to  
help as many people as possible 
who have been affected by a 
myeloma diagnosis. 

How can supporters  
keep up to date with  
your activity?
It’s important for me to be in touch 
with anyone and everyone who has 
a connection to myeloma and to 

be able to engage with them. I’ll be 
keeping all Myeloma UK supporters 
up to date with my activity through 
our digital channels, including 
our regular monthly e-newsletter, 
website articles, social media and  
of course, Myeloma Matters.

As the new Chairman, 
I am committed to 
ensuring that the 
organisation continues 
to provide essential 
services to patients and 
their families, combined 
with an emphasis on 
research. Maintaining 
key relationships with 
healthcare professionals, 
industry and regulators 
will also remain a key 
priority. We will be 
focused on driving 
forward our strategy  
and keeping patients at 
the heart of everything 
we do.  

You can find out more 
about Marc and the rest of 
the Myeloma UK Board of 
Directors on our website 
myeloma.org.uk 

Keep up to date with 
Myeloma UK news 
To sign up for our 
e-newsletter,  
visit our website 
myeloma.org.uk

Find us on social media: 
myelomauk

INTERVIEW
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myeloma story
Emma Stacey is 39 years old, 
lives in Newport, Wales and 
is married to Karl, who was 
diagnosed with myeloma in 2015. 

How was it for you when your 
husband was diagnosed with 
myeloma? How did you react,  
and was it a different reaction  
from your husband?

When Karl was initially diagnosed 
at stage 3, he was very unwell. It 
was the 22 December 2015 when 
the doctors told us he may have 
myeloma. I remember feeling 
overwhelmed by the thought that 
I would soon lose him. Within 20 
minutes of telling us the news, they 
were doing a bone marrow biopsy. 
A confirmed diagnosis came the 
following day and I found myself 
trying to explain the diagnosis and 
prognosis to our three children, aged 
11, 15 and 17 years, and to Karl’s 
parents. It was the hardest thing  
I’ve ever had to do.

My immediate reaction was one 
of absolute devastation, but at the 
same time I knew I had to hold the 
family together. Karl was clearly 
devastated and we spent the next 
few weeks feeling broken hearted. 

Karl and I differ in our approach to 
managing the diagnosis. I have a 
very practical approach. If I know 
what will happen and when, I can 
deal with things logically and 
constructively. Karl is almost the 
polar-opposite to me – he does not 
want to know about the prognosis, 
treatment or anyone else’s thoughts 
or feelings. Instead, he simply wants 
to be told what medication he should 
take and when to take it.

Our differing approaches have  
left me feeling very alone at times. 
I completely respect his decision, 
but it means I have limited scope 
to discuss my fears and concerns 
for the future. In addition, I am 
completely unaware of what he  
may want to do when the treatment 
is no longer effective.

MY MYELOMA STORY
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I find myself worried about Karl, the 
children, money and Karl’s parents. 
I also worry about how I would 
manage without the love of my life 
beside me in my old age. It almost 
feels like a grieving process and 
that makes me feel incredibly guilty 
because he is still here with me!

What adjustments have you  
had to make to your life since his 
diagnosis? Do you see yourself  
as a ‘carer’? 

No words can really describe how 
different our lives are now. Some of 
the changes that have taken place 
are for the better, but most have 
been quite hard on us.

I am extremely fortunate to work 
for an organisation that supports 
flexible working. I started a new  
role (within the same company) 
a little over a week after Karl’s 
diagnosis. At that point, I completely  
re-assessed my priorities and 
thankfully my boss at that time 
and every subsequent boss have 
been incredibly supportive. I work 
from home most of the time. This 
ensures I can be at home for Karl 
and the children. Having been career 
focused before the diagnosis, I chose 
to put that on hold for a while after 
he was diagnosed.

I needed to completely change my 
mindset, re-prioritise my life and 
adapt to living life in the ‘here and 
now’. I found this especially difficult 
in the early days, but I eventually 
became accustomed and focused 
on what I could do and influence in 
the short term. No one can tell what 
the future holds and I have decided 
not to worry about that for now. 

MY MYELOMA STORY
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I’m not Karl’s carer. I’m his wife. 
Like any marriage, the dynamic 
of the relationship can change. 
There have been plenty of times 
where I needed extra support and 
consideration from Karl. It was now 
my turn and I needed to pick up the 
slack to support him. That’s exactly 
what I signed up to when we met 23 
years ago and that has continued 
throughout our 19 years of marriage. 
I see myself as incredibly lucky to 
have him and I want to ensure he 
never has any doubts about how 
much I love him.

How honest are you with your 
husband about how you are 
feeling? Do you find it comes 
naturally to you to know what to 
say at difficult times? 

I don’t tend to be overly explicit 
about my thoughts or feelings, as  
it bothers Karl when I am. I’m an 
open and honest person. I truly 
believe Karl fully appreciates the 
impact of this illness on the children 
and me. He is very switched on to 
our emotions and knows when an 
extra hug is needed.

Whilst I don’t often talk to him about 
my feelings regarding his myeloma, 
I believe that failing to let him know 
and see the impact it has on us 
all would do him an injustice. This 
wonderful chap needs to appreciate 
just how much he is loved. He 
absolutely needs to know that  
I cannot imagine my life without  
him, regardless of how complicated 
and difficult it can be. 

What has been the hardest  
thing for you to deal with since 
their diagnosis?

In the early days, the hardest thing 
to accept was the fact that the 
future we had planned and taken 
for granted had been whipped away 
from us. There is no area of family life 
that myeloma has not impacted and 
it’s hard not to feel cheated. I feel 
guilty for thinking that way, but  

I can’t help it. Whilst this is less of  
an issue now and I have learned  
to focus on the present, for the first 
year after diagnosis this was  
a challenge for me.

The most challenging thing for 
me now is seeing Karl in pain and 
exhausted, suffering from side 
effects of the treatments and being 
powerless to make him feel better. 
Karl has high risk myeloma and has 
sadly not achieved the treatment 
free period anticipated post stem 
cell transplant. As a result, he has 
been unable to return to work. This 
has been a significant change for 
him, as he has continuously worked 
since he left education. Karl was very 
fit and healthy before the diagnosis 
and never visited or needed to visit 
the GP. Before the diagnosis and the 
for 23 years I have known Karl, he 
has only ever taken two weeks of 
sickness leave from work. He’s a very 
brave man and fights hard, but he 
doesn’t hide the pain quite as well as 
he may think.

Although it can get incredibly lonely 
at times, I have tried to focus on the 
physical and emotional wellbeing of 
Karl, the children, and the extended 
family. I need to look after the home, 
work full-time and continue to focus 
on my career. As a result, I often end 
up getting lost in it all. I’m busy from 
the moment I get up in the morning 
to the moment I go to bed each day 
and I sometimes that makes me feel 
insignificant. I feel physically and 
emotionally exhausted. However,  
I wouldn’t have it any other way.

Who or what do you turn to when 
it gets hard? (e.g. hobbies, talking 
to friends, exercise, learning more 
about myeloma?) 

I try to keep busy when things 
get tough, as it stops me from 
ruminating. I’ve learnt everything I 
reasonably can about myeloma and 
that helps me to understand what  
to look out for, to know what is 

happening and to feel confident  
that I can manage situations when 
they arise. 

I enjoy many crafts and always  
have a project on the go. This 
provides some escapism when 
things get hard. 

I’m lucky to have an employer 
that is supportive. I am currently 
undertaking some training that my 
employer is funding. I enjoy learning 
and this has been important to me, 
as it has helped me to look after my 
mental health. During the training, 
I completely switch off from my 
worries and can focus on something 
that is just for me. 

As ‘carers’, I would recommend 
doing something that is just for you. 
We are no good to anyone when 
we fall. We have a duty to look after 
ourselves just as much as we do  
our loved ones!

Has anything positive come out  
of his diagnosis?

Surprisingly, there have been plenty 
of positives. I realise that some 
things are just the way they are and 
some things simply don’t matter. It’s 
important to be able to enjoy simple 
things like spending time together, 
chatting, laughing and being silly. 
It’s so easy for people to get caught 
up in day-to-day responsibilities and 
forget to enjoy the little details that 
make all the difference.

I know that I will never find myself 
reflecting on my life and wishing I’d 
done that ‘extra load of washing’ 
or ‘spent more time at work’. I am 
more likely to wish we’d held hands 
more often, laughed more, and had 
more experiences together. This 
illness, as awful as it has been, has 
gifted us with the opportunity to 
do everything we can to enjoy the 
simple things and be together.  
What greater gift could there be?
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Small Society Lottery  
Registration No: 403066myeloma.org.uk/mylottery

Play our lottery for just £1 per week and help provide  
advice and support to myeloma patients and their families.  
You’ll also help fund vital research, improve early diagnosis  
and move us closer to our ultimate goal of finding a cure. 

Just think how you could spend your lottery win!

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

Join online
or call 0131 557 3332  
to request an entry form

Registered Charity No. SC026116 ride.myeloma.org.uk

You or someone you know can help make myeloma history.
Register now: 

26–29 September 2019
ROLLING ROAD CLOSURES • FULL SUPPORT CREW • SPORTS PHYSIOS

THE ULTIMATE RIDE EXPERIENCE



We’re here for everything a 
diagnosis of myeloma brings 

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

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

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

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

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

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

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

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

 Help make myeloma history by fundraising and donating.  
Email fundraising@myeloma.org.uk or call 0131 557 3332  
to find out ways you can help.

Registered Charity No: SC026116

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

 0131 557 3332

 myelomauk@myeloma.org.uk myelomauk    


