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Welcome to the summer 
edition of Myeloma Matters 
and my first edition as Guest 
Editor. I would like to take 
this opportunity to introduce 
myself and thank Jude Leitch 
for her time as Myeloma 
Matters Editor for the last 
four years, and for handing 
over a refreshed, engaging 
and new look magazine. 

I joined Myeloma UK in 
February 2018 as the new 
Director of Healthcare 
Advocacy Services. I am 
thrilled to work with my 
colleagues to grow our 
patient and family services 
and to meet as many of  
you as possible through  
our various programmes. 

This year we are excited 
to introduce to you our 
newly designed magazine, 
including our new themes 

and sections such as ‘Hot 
Topics’ and policy briefing. 
This edition’s ‘Spotlight on’ is 
on diagnosis and will cover 
articles on the symptoms 
of myeloma at diagnosis, 
the psychological impact of 
a myeloma diagnosis and 
the various routes by which 
patients are diagnosed. 

As part of the refreshed 
magazine we are exploring 
the idea of producing three 
editions a year – producing 
Myeloma Matters in 
February, June and October, 
and are planning to pilot this 
approach from this autumn. 
We would love to get your 
thoughts and comments on 
this so please get in touch 
with your feedback by 
emailing me at Ira.Laketic-
Ljubojevic@myeloma.org.uk.  

Dr Ira Laketic-Ljubojevic
Myeloma Matters Guest Editor
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Researchers based at The Institute 
of Cancer Research, London, 
supported by Myeloma UK, have 
revealed 40 genes involved in the  
development of myeloma. 

The human genome (our 
complete set of genes or genetic 
material) is made up of different 
types of DNA – coding DNA 
(also known as the exome, which 
contains instructions for making 
proteins) and non-coding DNA 
(which tells the body how 
to read the coding regions). 
Through a process called whole 
genome sequencing (WGS) the 
sequence of the entire human 
genome can be determined. 

In this study, researchers 
analysed the WGS data from 
804 myeloma patients as well 
as whole exome sequencing of 
765 patients. The study found 
that several genes in different 
regions of DNA were disrupted. 

The findings from this study 
are significant in increasing our 
knowledge of the complex genetic 
pathways driving the development 
and progression of myeloma. 
This information may be used to 
develop treatments that target 
the genes and pathways driving 
myeloma and well as potentially 
creating personalised treatments 
for patients. 

The European Medicines Agency 
(EMA) has issued a second 
negative recommendation 
for plitidepsin (Aplidin®) in 
combination with dexamethasone 
for the treatment of relapsed and 
refractory myeloma.

The application was re-
examined by the EMA after 
receiving an initial no in 
December 2017. This decision 
was based upon data from the 
Phase III ADMYRE trial which 
demonstrated that plitidepsin 
and dexamethasone led to 
improved overall survival in 

myeloma patients who had 
received 3–6 prior treatments, 
compared to dexamethasone 
alone. However, the EMA did 
not find the survival benefit 
to be significant, particularly 
when more severe side effects 
were reported among patients 
receiving plitidepsin compared 
to dexamethasone alone. 

Plitidepsin is currently being 
investigated in a Phase I trial in 
combination with pomalidomide 
(Imnovid®), bortezomib (Velcade®) 
and dexamethasone for newly 
diagnosed myeloma patients.

Results from a Phase II trial looking 
at the use of Galinpepimut-S,  
an investigational immunotherapy 
vaccine, were presented at the 
44th Annual European Society for 
Blood and Marrow Transplantation 
(EBMT) meeting in February 2018. 

Galinpepimut-S is a peptide 
vaccine that targets WT1, a 
protein expressed on the surface 

of myeloma cells, and stimulates 
an immune response. The trial 
looked at the efficacy of the 
vaccine in myeloma patients 
with high risk cytogenetics who 
had achieved a positive minimal 
residual disease (MRD) state 
following high-dose therapy 
and stem cell transplant (HDT-
SCT). Early results show that 

patients who received the vaccine 
achieved an average progression-
free survival (the length of time 
following treatment before the 
myeloma returns and further 
treatment is required) of around 
double the average length of 
time for this group of patients 
receiving the current standard 
maintenance treatment.

Results from a Phase II trial 
show that the oral combination 
of ixazomib (Ninlaro®), 
pomalidomide (Imnovid®) and 
dexamethasone is effective in 
relapsed and refractory (when 
myeloma stops responding to 
treatment) myeloma patients. All 
of the patients who participated 
in the trial were refractory to 
lenalidomide (Revlimid®).

A partial response or better 
was achieved in 48% of patients 
who received the recommended 
dose of ixazomib (4mg), with 
20% of these patients achieving 

a very good partial response 
(VGPR) and 76% achieving 
stable disease or better. The 
most common side effects 
in this trial were anaemia, 
neutropenia, thrombocytopenia 
and infections.

Ixazomib was recently 
recommended for the Cancer 
Drugs Fund (CDF) by the 
National Institute for Health 
and Care Excellence (NICE) in 
combination with lenalidomide 
and dexamethasone for myeloma 
patients who have received 2  
or 3 prior treatments. 

Ixazomib combination demonstrates 
efficacy in relapsed and refractory 
myeloma patients 

EMA issues second negative recommendation 
for plitidepsin combination

Researchers discover 
40 genes involved  
in development  
of myeloma

Phase II vaccine trial results announced

MYELOMASCOPE
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NAME: David Rose

LIVES: Swansea

AGE: 66

MY LIFE WITH
MYELOMA

I was diagnosed with myeloma  
in 2006 at the age of 55 in  
very dramatic circumstances. 

I was brought up in Trimdon 
Village, County Durham, but 
at the time of my diagnosis 
I had been living in Swansea 
permanently for 28 years. 
I was head teacher of a 
comprehensive school in the 
Swansea Valley (Ysgol Maes-
y-Dderwen in Ystradgynlais), 
and married with five grown-
up children. I would regularly 
spend part of my weekends 
playing golf but I had developed 
a pain in my shoulder and was 
concerned that I may have 
damaged some ligaments, so I 
visited my GP who advised that I 
have an X-ray taken.

I attended the X-ray department 
of the local hospital on 
Wednesday 12 July 2006, near 
the end of the summer term. I was 
surprised that after having my 
shoulder X-rayed, further X-rays 
were taken, this time of the whole 
of my body. The radiographer 
suggested I should contact my 
GP the following day for the 
results. However, I forgot all about 
it during the Thursday, due to 
another frenetic day at work. As 
usual, I was looking forward to the 
summer break and feeling very 
tired after a hard term. 

During the Thursday afternoon 
I received a phone call from 

my GP while I was at work (an 
unusual event in itself) who told 
me to attend the Orthopaedic 
Outpatients’ Department of the 
local hospital the following day 
as something had showed up on 
the X-rays. Naturally, I asked what 
this something was but received 
no clear answer; I was told that 
the Orthopaedic Consultant 
would explain further when I 
attended. As you can imagine, I 
did not sleep well that night but 
I convinced myself there was 
nothing to worry about: it was 
only shoulder pain after all. 

My wife came with me to the 
hospital and I was dressed as 
usual for a work day, intending 
to go from the hospital to the 
school after my appointment. I 
arrived at a packed Outpatients’ 
Department but within about a 
minute of registering at the desk 
my name was called, much to the 
chagrin of others who had been 
there some time before me.

The consultant walked into the 
room where my wife and I were 
sitting anxiously and he showed 
us an X-ray of my left femur. Even 
with my limited knowledge of 
biology, I knew this bone was in 
the leg and since my problem 
involved my shoulder I thought 
there had clearly been a mistake. 
However, to my surprise, the 
consultant expressed more 
concern about the deterioration 
of the load-bearing femur which 

he maintained could snap at 
any moment. He asked if I was 
experiencing any pain in my leg, 
and when I told him I thought 
that that particular ache was 
due to an old sports injury and I 
had been trying to ‘run it off’, he 
recoiled in horror at what could 
have happened if the femur had 
collapsed. He then put the X-ray 
of my shoulder on the screen 
and referred to the ‘shadows’ on 
both images. This sent alarm bells 
ringing. 

In that moment I was informed 
that I had something serious 
and the first priority was to 
‘nail’ the femur. I was told that 
if a bed was available I would 
be admitted immediately. The 
process of ‘nailing’ my femur 
involved replacing the damaged 
bone with an aligned metal pin, 
allowing this to take the pressure 
and do the work of the bone. An 
operation on the femur would be 
done first and then followed soon 
afterwards by another on the 
shoulder, where there was more 
bone damage. When I asked 
how soon it would be before I 
could return to work after these 
operations, I was told that it  
was highly unlikely that I would 
ever work again as this serious 
condition would require long-
term treatment. My wife and I 
looked at each other and realised 
our lives had changed forever in 
that instant.
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That weekend I contacted the 
Chair of Governors of my school 
to inform him of the situation. 
I gave him a letter for all the 
staff, detailing the reasons for 
my absence and informing them 
that it was highly unlikely I would 
return. 

The following Monday I was 
admitted to the Emergency 
Orthopaedic Ward of the hospital 
and a couple of days later I had 
the first operation on my leg. 
During the procedure, samples of 
the bone were taken for biopsy, 
as there had still not yet been a 
formal diagnosis of my condition. 
The name of my new enemy was 
yet to be revealed. Just before the 
operation on my shoulder four 
weeks later, I was told that the 
results were ‘inconclusive’. I then 
had the second operation and my 
shoulder was also ‘pinned’. After 
a further two weeks in hospital I 
was finally allowed home. I had 
spent six weeks in Morriston 
Hospital in the hot summer of 
2006 and had received two major 
operations but the doctors still 
did not know what was wrong 
with me.

While at home five days later, 
I received a call from the 
consultant’s secretary who 
told me the results of the tests 
were back and that they were 
conclusive: they had a diagnosis 
but it could not be disclosed over 
the phone. I was to attend the 
Outpatients’ Department once 
more the following day. Another 
poor night’s sleep was assured.

Again, I jumped the queue at 
the hospital and was whisked 
into the consultant’s office very 
soon after arriving at reception. 
When the doctor entered, I was 
aware of other medics entering 
the room and standing around 
me. I became conscious this was 
to be a significant moment in my 
life. He told me that he had some 
good news and some bad news, 
sounding rather like a music hall 
comedian about to tell a joke. 
I asked for the bad news to be 

disclosed first. He told me that I 
had incurable bone cancer with 
plasmacytomas. (It was not until a 
couple of weeks later that I heard 
the word ‘myeloma’, though I did 
encounter the term when I later 
‘Googled’ plasmacytoma on my 
arrival home.) The good news was 
that it could apparently be treated. 

Within a couple of weeks the 
treatment began at Singleton 
Hospital in Swansea, and three 
bouts of radiation treatment and 
five rounds of chemotherapy 
followed over the coming months. 
It culminated in a challenging 
stem cell transplant in February 
2007, and it took a further six 
months of convalescence before  
I began to feel anything like 
myself again. Fatigue remains a 
legacy of the treatment, but now 
I can genuinely say that I have a 
life worth living. I would not have 
been in this position without the 
excellent work of the NHS staff at 
Morriston and Singleton Hospitals 
in Swansea.

More than ten years later I lead 
a fairly active life, albeit with less 
energy in my tank than there 
used to be. I have to consciously 
manage my energy levels. I am 
sustained by the love of my 
family and my determination 
that myeloma will not prevent 
me from having dreams and 
achieving goals. My ambition is 
not dead yet. 

I was told that I would never play 
golf again because of the surgery 
to my shoulder. At the time just 
prior to my diagnosis I played to 
a handicap of 11; I now play to a 
handicap of 18. 

After treatment, I could no longer 
run or do high energy sports 
so I started to play the piano 
and currently play at Level 5/6. 
I had previously written school 
textbooks when working in 
education but I’d always wanted 
to write a novel. My book called 
Standing Orders was published 
last year and was commended 
in the 2017 Independent Author 
Book Awards. It is the only novel I 

have come across which features 
a character who is diagnosed with 
myeloma. I have now just finished 
writing my second novel. 

Most importantly of all, however, 
I have attended three of my 
children’s weddings and 
experienced the joy of the births 
of three grandchildren. All this 
has been made possible because 
of the treatment I received. 

I list these achievements not as 
a boast, but to demonstrate that 
the despair I felt at times during 
my treatment was worth fighting 
against. During the course of 
my healing, I found the physical 
and emotional challenges to 
be overwhelming at times, and 
although I look well these days, I 
still carry emotional scars. There 
were occasions when I would 
limp through the house during 
the early, dark hours feeling 
desperate. Fortunately, my wife 
was always there to help me 
through those difficult times. 

The treatment was very 
demanding in 2006 and I am 
aware that not all myeloma 
patients experience the bone 
damage that accompanied 
my diagnosis (though some 
have much more). Fortunately, 
treatment has improved 
significantly over the last ten years. 
The bottom line is that after all 
the physical demands I endured, 
I still have a life worth living. I still 
have the same ambition that I did 
before my diagnosis, even though 
my life may have been taken in 
a different direction than I had 
planned. 

However, there is a caveat to 
this story. I am conscious that I 
have only wounded the ‘beast 
that is called myeloma’ and 
after ten years, I am increasingly 
concerned about the long-
term efficacy of my stem cell 
transplant. A second transplant 
may be just around the corner.

Myeloma may get the better 
of me one day, but not without 
a fight.

MY LIFE WITH MYELOMA
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Every myeloma 
patient has  
a different  
diagnosis story. 

 

For each of the 5,700 patients 
that will be diagnosed this year, 
their experience of diagnosis will 
be unique. 

For some myeloma patients, their 
diagnosis will come as a surprise 
after a set of routine tests. For 
others, the process may involve 
extensive investigation and it 
may be a long time before they 
get the answers they need. 

Despite myeloma being the 
second most common form of 
blood cancer, GPs are likely to 
see only a few cases of myeloma 
in their career, which can mean 
it’s not the first thing they 
suspect when someone comes 
in to see them. Many of the 

symptoms of myeloma are  
non-specific and can therefore 
be attributed to other illnesses  
or be put down to expected 
changes as people get older. 

In this ‘Spotlight on’ we 
hear from three healthcare 
professionals who explain more 
about different aspects of a 
myeloma diagnosis – the various 
routes to diagnosis, the variety 
of symptoms experienced 
by patients at diagnosis and 
how the way you deal with 
your diagnosis can have a 
psychological impact further 
down the line. We also have a 
selection of patient perspectives 
on diagnosis.  

INTRODUCTION  
DIAGNOSIS 

SPOTLIGHT ON
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Top 
symptoms 
at diagnosis 

THE PATIENT VIEW 

I’d never heard of it before, it was completely out 
of the blue. To be honest, my knowledge around 
cancer was pretty limited, I was pretty naïve. 
Myeloma was very new to me. Amongst my friends 
it wasn’t something they’d heard of either. I had 
one friend who knew someone who’d had myeloma 
and that was it.

I was referred to a hospital fairly quickly actually, 
after I went to see my GP. It was quite quick – she 
was on the ball and sent me for a CT scan right 
away, and blood tests. In fact I only saw the GP 
once and after that it was hospital all the way.

When my husband was first diagnosed, we decided 
we’ve got to get the most out of life. We needed  
to be together because we didn’t know how long  
it was going to be.

I look back now and think I had some of the 
symptoms for about 12–18 months, but you pass 
them off as “oh I’m hitting my forties” and so forth. 
You pass them off as something else, you make 
excuses for them.

Although I expected my brother’s diagnosis,  
when he rang to tell me, it felt like an out of  
body experience actually hearing it confirmed.

SPOTLIGHT ON
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Why is it difficult to diagnose 
myeloma?
Getting the patient with 
myeloma to the haematologist’s 
door via a direct route is the 
most effective way of achieving 
a diagnosis. This seems logical 
but we know that for many 
myeloma patients this does not 
happen promptly. 

Myeloma is difficult to 
diagnose because patients 
can experience a range 
of symptoms that are not 
particularly debilitating at first. 
Patients commonly consider 
these symptoms to be age 
related and put off going to 
see their GPs, assuming the 
symptoms are not sinister. We 
know that relatives or carers 
may often view these early 
myeloma symptoms in the same 
way. This can result in carers 
not providing a ‘nudge’ for the 
patient to visit the GP.  

When the patient does go to 
their GP, they present with 
a broad range of symptoms. 
These may include pain in 
muscles, joints or bones and 
general fatigue. GPs find it hard 
to pin down a diagnosis from 

these symptoms because they 
occur in many other illnesses. 
GPs perform a range of tests 
to investigate and make a 
diagnosis. These are often 
general tests which may not 
identify early myeloma but can 
only identify the organ and 
tissue damage of progressed 
myeloma. The consequence 
of this is that myeloma is not 
suspected in primary care. The 
myeloma patient either waits 
in primary care for symptoms 
to improve or worsen, or they 
are referred into specialist care 
via a routine appointment. This 
also leads to referrals to many 
different teams and delays the 
presentation to a haematologist 
and the diagnosis of myeloma.  

How can the diagnosis of 
myeloma be made timely?
Raising awareness of the disease 
is important. The continued 
work of charities is vital in 
increasing the knowledge of 
symptom development and 
has a potential to help future 
myeloma patients and their 
relatives be more vigilant of 
developing symptoms. 

The work on early diagnosis by 
cancer researchers who aim 
to better understand why a 
patient with symptoms ‘puts 
off’ going to see a health 
professional is likely to help 
the understanding in myeloma. 
However, as the journey to 
a diagnosis in myeloma is 
so varied, work specifically 
to better understand this 
in myeloma is likely to be 
beneficial.

Publishing findings of research 
into the early symptom 
development and referral 
pathways of myeloma patients 
will help GPs understand the 
processes and difficulties in 
myeloma. Developing initiatives, 
such as artificial intelligence 
packages, which help GPs 
assess early symptoms and 
promote the earlier use 
of myeloma specific tests 
in primary care, may also 
help. The earlier suspicion of 
myeloma in primary care is key 
to ensuring the optimal referral 
route is used into the hospital. 
This has a potential to improve 
the time taken to diagnose 
myeloma.

The healthcare professional view
Dr Tania Seale is a healthcare researcher at Bangor University in Wales  
and works in the field of early diagnosis of cancer. She began her career  
as a CNS in haematology, then as an NHS researcher. 

“ Identifying myeloma in the primary care 
setting is the best route to accessing 
appropriate treatment from haematologists. 
Raising awareness of the broad range of 
symptoms associated with myeloma is 
essential in order to prompt patients to 
visit their doctor earlier. GPs are urged 
to consider investigating the cluster of 
symptoms with myeloma specific tests. ” 

SPOTLIGHT ON
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Patients with myeloma have 
often had symptoms for many 
months before diagnosis and 
may have seen doctors in 
general practice or in hospital 
several times before they are 
diagnosed. To work out why 
myeloma can be difficult to 
recognise, we need a clear 
picture of the symptoms that 
people with myeloma have 
when they first see a doctor. 
The TEAMM trial (Tackling 
Early Morbidity and Mortality 
in Myeloma) was run by the 
Warwick Clinical Trials Unit and 
involved 93 hospitals within 
the United Kingdom. The main 
aim of the research was to 
look at the use of antibiotics 
to prevent infection, but 
patients were also asked about 
healthcare consultations that 
occurred before they were 
diagnosed. 

In all, 977 patients with a new 
diagnosis of myeloma took part 
in the study. They were asked 
about symptoms they had 
experienced that they thought 
were due to their myeloma. 
They also gave details about 
when the symptoms started, 

and when they first saw a 
doctor.

From all the patients included, 
766 patients told us about 
symptoms that started before 
they first saw a doctor. On 
average, patients recalled 
one symptom, however some 
reported up to six different 
symptoms. The most common 
symptoms before patients first 
saw a doctor were back pain, 
which affected almost 40% of 
patients, and pain in other areas 
of the body, including pain 
in the chest and generalised 
pain, which affected 30% of 
patients. It was common for 
patients to have symptoms 
that were vague and that were 
not specific to a particular 
disease, including tiredness, 
weight loss or feeling generally 
unwell. Respiratory symptoms 
(like feeling short of breath), 
infections, or gastrointestinal 
symptoms (for instance nausea 
or vomiting) affected more 
than 1 in 20 patients. The 
vague nature of the symptoms 
probably explains why patients 
can visit a doctor several times 
before a diagnosis of myeloma 
is considered.

Many patients also had 
symptoms that started after 
they had first seen a doctor, 
or while they were waiting to 
be seen by a specialist. This 
happened to over 150 patients 
in our study. 

Our initial findings were 
presented in a poster at the 
British Society of Haematology 
meeting in April 2018. We 
hope to use this research to 
increase awareness of how 
wide ranging and varied the 
symptoms of myeloma can 
be. We want to highlight the 
number of patients who report 
pain as a symptom, and to 
emphasise that patients don’t 
always feel this pain as coming 
from their bones, which is 
often how doctors are told to 
identify myeloma. Combining 
this with other research, we 
hope that the length of time 
taken to diagnose myeloma 
can be reduced, to prevent 
patients from developing more 
symptoms while waiting for 
their diagnosis.  

Symptoms at diagnosis
Catherine Atkin is a Clinical Research Fellow at the University of Birmingham. 
Here she explains the research she has been involved with into the symptoms  
of myeloma at diagnosis. 

“ Data from clinical trials like the  
TEAMM trial can help us understand  
why there are delays in diagnosing  
myeloma and how we can help speed  
up diagnosis in future. ” 

SPOTLIGHT ON
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The clinical psychologist view
Dr Troy Chase is a Macmillan Clinical Psychologist in the Psycho-Oncology Team 
for Imperial College Healthcare NHS Trust. Here he explains the psychological 
effects of a myeloma diagnosis. 

When diagnosed, myeloma 
patients will react in different 
ways, and the intensity and 
duration of their reaction will 
vary. Most experience a feeling 
of shock, particularly if they have 
had few symptoms or symptoms 
they considered to be ‘minor’. 
Additionally, they may also feel 
‘numb’ and may find it difficult 
to process what they have been 
told about their diagnosis. Over 
time, that numbness recedes 
and they may then start to have 
various thoughts about the illness 
including, ‘Why me?’ 

Owing to the treatable but as 
yet incurable nature of their 
condition, some patients may 
also experience feelings of 
hopelessness, despair and anxiety, 
particularly about how their illness 
will develop and if it will respond 
to treatment. As only a small 
number of people are diagnosed 
with myeloma, they may also feel 
isolated, alone and deeply sad. 

Typically, these reactions occur 
over months and over time 
people learn to adjust to the 
changes that have been triggered 
by their diagnosis. They will 

usually then notice a reduction 
in the intensity of their initial 
reactions. 

In my experience, those who cope 
more effectively in the long-term 
use a number of coping strategies. 
This includes thinking about their 
condition and the likely impact 
it may have on their lives. They 
will then actively work to address 
any practical and emotional 
challenges. Additionally, those 
who speak to their healthcare 
staff about their diagnosis and 
treatment may find that those 
discussions reduce uncertainty 
and anxiety. Many also benefit 
from accessing support from 
various sources including written 
information, support groups and 
online forums. 

I have also seen those who 
use strategies such as trying 
to avoid thinking about their 
diagnosis isolating themselves 
from professionals or family and 
friends. I have observed that 
they may feel as though they are 
coping initially but, as time goes 
on, they find these approaches 
less helpful. In the first instance, 
it may be helpful to consider 

using any of the strategies 
known to be more effective. I 
would also encourage those 
who do not feel that they are 
coping to speak to staff such as 
clinical nurse specialists, who are 
trained in problem solving and 
may be able to generate possible 
solutions and suggest services 
that may be helpful. 

I commonly see people who, 
over time, have found that the 
intensity of their reaction has 
not significantly reduced and 
this has an impact on their 
day-to-day lives. The way that 
individual psychologists practise 
will differ, but, typically, time will 
be spent exploring the events 
leading up to the diagnosis 
and the resulting emotional 
impact. We can then develop 
a psychological understanding 
of the current problems and 
begin to tailor an intervention to 
address the problems identified. 
By developing new skills for 
coping with difficult thoughts 
and feelings, people can start 
to engage in activities that are 
important to them and improve 
their quality of life. 

“ Many patients may worry about the  
impact that the diagnosis and treatment 
will have on various aspects of their lives, 
their bodies and their relationships. For 
those who find their emotional reaction 
difficult to understand, it helps for them  
to remind themselves that the way they feel 
is part of the normal process in reaction to 
being diagnosed and is experienced,  
at some level, by all patients diagnosed 
with illnesses such as cancer. ” 

SPOTLIGHT ON
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Ellen Watters RGN Myeloma Information Specialist, Myeloma UK

Bortezomib (Velcade®) has been known to 
cause eye problems in some patients. Patients 
have reported symptoms of redness, swelling, 
itching and having a sore eye (often known 
as conjunctivitis). Patients have also reported 
reduced or blurred vision. It is important that 
any eye symptoms are reported to your doctor 
(haematologist) or nurse promptly so that the 
correct investigations and appropriate treatment 
can be started. If your doctor is concerned that 
you may have developed an eye infection a swab 
may be taken and sent away for analysis. If an 
infection is identified there are several antibiotic 
eye ointments available. 

If eye symptoms are not resolved then a referral 
to a specialist, an ophthalmologist, may be 
appropriate for further investigation. 

What is a low potassium diet, 
and why have I been told  
to go on one?
Myeloma kidney disease is a common complication 
of myeloma and can occur for a variety of reasons. 
The kidneys play an important role in keeping 
the salt (e.g. sodium and potassium) and water 
content of the body constant.

Patients with myeloma kidney disease may have 
high levels of potassium, which can interfere 
with the normal functioning of the body. If 
you have high levels of potassium, you will be 
advised to avoid eating too many potassium-rich 
foods. This will involve limiting fruit and dried 
fruit, vegetables, nuts, crisps and snacks, and 
boiling vegetables and potatoes to reduce their 
potassium content. Your haematologist may be 
able to refer you to a dietitian for more specific 
dietary advice.

Can bortezomib cause eye issues?

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

Are there any foods/vitamins 
I can take to increase my 
haemoglobin levels? 
Unfortunately when a low haemoglobin level 
(known as anaemia) is caused by myeloma, it 
cannot be improved by diet or lifestyle changes. 

Anaemia in myeloma patients is caused when 
myeloma cells inhibit the activity of the bone 
marrow and healthy blood cell production can  
be decreased. Treating the myeloma itself is often 
the best way to improve levels of haemoglobin  
and relieve the symptoms of anaemia such as 
fatigue or shortness of breath.  

However we know that some treatments for 
myeloma can also affect haemoglobin levels 
such as chemotherapy agents including 
cyclophosphamide or melphalan.

It is always a good idea to eat a healthy, well 
balanced diet incorporating iron-rich foods  
such as spinach, apricots and meat, however,  
it is unlikely to affect your haemoglobin levels  
if you are not iron-deficient.
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Plasma cells are a vital 
part of our immune 
system, functioning 
as factories for the 
production of antibodies 
(also known as intact 
immunoglobulins of  
IgA, IgD, IgE, IgG or  
IgM subtypes).
These antibodies are crucial 
weapons in our bodies’ defence 
against pathogens, such as 
bacteria and viruses, that we 
encounter in everyday life. To 
enable us to defend ourselves 
against the millions of different 
pathogens we will encounter 
during our life, we have millions 
of different plasma cells, each 
producing a different antibody 
this is able to recognise a specific 
pathogen. 

To achieve this diversity, 
antibodies consist of two 
separate, highly variable 
components, known as light 
chains and heavy chains that 
associate in combinations unique 
to their plasma cell of origin. In 
healthy individuals, plasma cells 
produce more light chains than 
heavy chains, so that free light 
chains (FLCs), alongside complete 
antibodies, can be found in the 
blood stream. There are two 
types of light chain produced – 
kappa and lambda. 

Monoclonal gammopathies, 
such as myeloma, initiate 
when a single plasma cell (the 
monoclonal cell) becomes 
immortalised, through as yet 
unknown mechanisms, and 
begins to reproduce itself 
uncontrollably. This results 
in the overproduction of this 
monoclonal plasma cell’s single 
specific antibody and single 
specific FLC, both of which 
are then termed monoclonal 
proteins or paraproteins. 

When present in high enough 
amounts in the blood, monoclonal 
antibodies can be detected using 
techniques such as serum protein 
electrophoresis (SPEP) while 
monoclonal FLC can be detected 
using serum free light chain 
(sFLC) analysis. 

In many, but not all, patients, 
monoclonal FLCs can also be 
detected in the urine using a 
technique called Bence Jones 
Protein (BJP) analysis. However, 
while FLCs are always found 
in the blood stream, they are 
not always found in the urine. 
This is primarily because of the 
reabsorption of FLCs by the 
kidney back in to the blood 
stream, minimising, and in some 
cases completely removing, their 
presence from the urine.  

Clonal evolution
As will all cancers, myeloma 
plasma cells continually change 
(evolve) to try and gain a 
survival advantage over other 
normal plasma cells and even 
other myeloma plasma cells. 
This progression, which may be 
gradual or rapid, can be termed 
clonal evolution and in most cases 
it is thought to be analogous to 
the evolution of a species and the 
survival of the fittest as described 
by Charles Darwin. 

A common mutation that 
can occur during the clonal 
evolution of myeloma (and its 
precursor MGUS), results in the 
loss of heavy chain production 
by the myeloma plasma cell. In 

around 20% of all myelomas, 
this mutational development 
results in the production of FLCs 
only and they are therefore 
categorised as Light Chain-only 
myelomas (LCMM) (eg kappa 
or lambda light chain-only 
myeloma). 

The other 80% of myelomas 
are categorised as intact 
immunoglobulin myeloma 
(IIMM) (eg IgA intact 
immunoglobulin myeloma) 
as they produce a whole 
monoclonal antibody (also 
known as monoclonal intact 
immunoglobulin, formed of 
both heavy and light chains). 
Even though these patients are 
termed IIMM, it’s essential to 
note that almost all will produce 
an excess of monoclonal 
FLCs in addition to the intact 
immunoglobulin. Furthermore, 
in the majority of IIMM patients, 
it’s also worth noting that heavy 
chain deletion occurs in some, 
but not all, of their myeloma 
plasma cells as a result of the 
clonal evolution process. This 
effectively leaves two related 
populations of myeloma 
cells in these IIMM patients: 
one population producing 
monoclonal antibodies and a 
monoclonal FLC, and another 
population producing a 
monoclonal FLC only.  

Finally, some patients (about 
1%) are categorised as non-
secretory myeloma (NSMM); 
traditionally these were patients 
in whom neither SPEP nor 
BJP was able to detect either 
monoclonal protein type (intact 
antibodies or FLCs). It’s worth 
noting that in all likelihood, 
all of these myeloma plasma 
cells have clonally evolved to 
produce either or both of these 
monoclonal proteins in such low 
levels that they’re not detectable 
by these techniques; in around 
70% of these patients, however, 
the additional sensitivity of the 
sFLC assay enables their light 
chain levels to be detected.Structure of an antibody
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Why is it important to 
measure light chains?
As no single monoclonal protein 
(antibody or FLC) is detectable 
in all myeloma patients, when a 
patient is being investigated for 
myeloma, it is essential for the 
doctor to look for the presence 
of both monoclonal antibodies 
and monoclonal FLCs using 
one or more of the techniques 
described above. This ensures 
that all patients, across the 
different categories of myeloma, 
are therefore diagnosed at the 
earliest possible stage of their 
disease. Both NICE (NG35, 
2016) and the International 
Myeloma Working Group (IMWG) 
(2009) recommend that the 
most efficient way to maximise 
the detection of myeloma is 
using the combination of SPEP 
(monoclonal antibody detection) 
alongside sFLC analysis 
(monoclonal FLC detection).  

Prior to these guidelines, it was 
common practice for BJP analysis 
to be used, however sFLC analysis 
is now recommended instead. 
Key to the recommendation to 
change from BJP to sFLC was 
the well documented inability 
of BJP to detect monoclonal 
FLCs in some patients due to 
reabsorption of FLCs by the 
kidneys back in to the blood, 
resulting in their absence from 
the urine. In those patients where 
FLCs are the only detectable 
monoclonal protein produced 
(LCMM and NSMM), BJP analysis 
 

can therefore be incorrectly 
negative, resulting in a ‘missed’ 
diagnosis for the patient. 
Conversely, as FLCs are always 
found in the blood, sFLC analysis 
maximises myeloma detection 
rates at the earliest possible 
opportunities. 

As with all cancers, minimising 
the time to diagnosis in 
myeloma is predicted to 
minimise both the size and 
clonal evolution/progression 
of the myeloma, and also the 
number of complications that 
can develop as a result of the 
cancer, therefore improving 
patient outcomes. Probably the 
most significant/life-threatening 
complication that can develop 
in all categories of myeloma 
at any stage is a reduction in 
kidney function. This can range 
from mild function impairment 
to complete and irreversible loss 
of kidney function, with time to 
diagnosis being pivotal to the 
severity of the kidney damage. 
In the vast majority of cases, 
this complication is caused by 
the direct toxic effects of some 
monoclonal FLCs on the kidneys, 
which only serves to highlight 
further the necessity for sFLC 
analyses during myeloma 
investigations, to detect their 
presence at the earliest possible 
stage and therefore minimise 
such damage. 

As in the myeloma investigation/
diagnosis setting, during the 
monitoring of myeloma patients  
on or post-treatment, SPEP  

alongside sFLC is also generally 
recommended. Here, both 
give independent indications 
of any changes in the size of 
the myeloma in response to 
treatment or when looking for 
signs of relapse. The use of 
this combination has particular 
significance in the IIMM group 
of patients where clonal 
evolution means that most 
patients will have two genetically 
different (but evolutionarily 
related) populations of cells 
– one primarily generating 
monoclonal antibodies, the 
other monoclonal FLCs. This 
continual genetic evolution of 
myeloma can also result in the 
development of new growth/
survival advantages to one or 
other of these two populations, 
meaning progression or early 
signs of relapse of disease may 
go undetected unless both SPEP 
and sFLC are used systematically 
and in combination to detect 
any changes in either of these 
in monoclonal proteins. For 
example, in around 10% of 
IIMM, relapse is detected only 
by increases in monoclonal 
FLC levels (termed light chain 
escape); such patients would 
be at significant risk of kidney 
damage if this wasn’t detected 
at the earliest possible stage by 
sFLC analysis.

Summary
The measurement of monoclonal 
FLCs using sFLC analysis should 
be routinely performed alongside 
that of monoclonal antibodies 
during the investigation and 
monitoring of patients with 
myeloma. Identification of 
monoclonal FLC production at 
the earliest possible time point 
in both settings has the potential 
to minimise both the extent 
of the disease for treatment, 
and the number and severity 
of complications that can 
consequently develop, such  
as kidney damage. 

Intact Ig (low FLC) 
(IgA/IgG MM/MGUS)

FLC & intact Ig 
(IgA/IgG MM/MGUS)

FLC only 
(LC MM/MGUS)

Pattern of clonal plasma cell evolution
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DRUG APPROVAL CHANGES
BY SHELAGH MCKINLAY

What is the “drug 
approval process”? 
Before a new myeloma drug 
can be used, it must first be 
licensed as a safe and effective 
treatment. This is usually done by 
a European body, the European 
Medicines Agency (EMA). 
However, for a treatment to be 
made available on the NHS it 
must be approved by one of the 
UK’s drug approval bodies. 

Drug approval bodies consider 
not just whether a treatment 
works, but how much more 
effective it is than current 
standard treatments and whether 
its benefits justify the costs. 
They also consider the patient 
need for the treatment and how 
innovative it is. 

Different parts of the UK have 
different drug approval bodies. 
For England, and most decisions 
affecting Wales, that body is the 
National Institute for Health and 
Care Excellence (NICE). 

What is changing for 
England and Wales  
and why? 
NICE recently implemented 
changes to the way it considers, 
or appraises, new drugs. In future, 
more of the work to consider the 
costs and benefits of a drug will 
happen earlier in the process. 

Under the new process a 
“technical team”, to include 
NICE staff, committee members 
and experts in clinical and cost 
effectiveness, will engage earlier 

in the approval process with 
drug companies who are seeking 
approval for their products. This 
technical team will produce a 
report to be shared with patient 
groups and clinicians before the 
NICE committee which makes the 
final recommendation meets. 

The aim is for this to lead to fewer 
committee meetings and faster 
decision making. 

The changes are driven by 
increasing pressure on NICE to 
deal with more drug appraisals at 
a faster rate. 

This pressure on NICE comes 
from several factors, including: 

 ■ Drugs being granted licenses 
earlier in their development 

 ■ Under “personalised medicine”, 
many drugs are being used 
in different combinations and 
in different patient groups, 
leading to more appraisals 

 ■ Where possible, NICE want to 
reach a positive final decision 
faster – around 60% of NICE 
draft decisions are negative, 
but after discussion and further 
meetings this changes to 80% 
positive final decisions 

The Good and the  
Bad of the changes
This earlier engagement should 
enable better discussion 
between drug companies and 
NICE and more opportunity to 
resolve difficulties before the 
committee meets. 

Patient groups like Myeloma 
UK will have the opportunity 

to contribute to and comment 
on the technical team report, 
enabling us to influence issues 
that matter to patients at an 
earlier stage. 

This change has the potential 
to improve the way in which 
patients’ views are taken into 
account and enable committees 
to reach a decision without 
multiple meetings – ultimately 
making it possible to get  
treatments to patients faster. 

However, it is very important 
that the technical team engages 
fully with patients and doctors at 
this early stage. In particular, it is 
essential that it is not a “paper” 
exercise where the report is 
circulated with little opportunity 
to make a difference. 

It is also important that patient 
input at the technical stage is not 
seen as a substitute for listening 
to patient views at committee 
meetings, where this is needed. 

What do the changes 
mean for myeloma? 
The changes give Myeloma 
UK, other patient groups and 
the patients who support us 
in the drug approval process 
the opportunity to influence 
thinking from a much earlier 
stage. 

The new system was introduced 
in April and has yet to be used in 
a myeloma treatment appraisal. 
Myeloma UK will carefully monitor 
how it is delivering for patients 
and will feed back to NICE. 
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Myeloma is a relapsing-
remitting cancer, which 
means patients go through 
periods of stable disease 
levels (remission) followed 
by periods when the 
myeloma is active, causing 
problems in the body, 
and needs to be treated 
(relapse). Treatment aims to 
kill as many myeloma cells 
as possible and make the 
myeloma go into remission. 
A complete response (CR) 
to treatment means that a 
patient has responded very 
well to treatment, showing 
no measurable levels of 
paraprotein in the serum 
and less than 5% plasma 
cells in the bone marrow.

What is MRD?
However, patients will eventually 
relapse, even if they achieved 
CR with treatment. This happens 
because there are always some 
myeloma cells left in the bone 
marrow that are resistant to 
treatment, which will progressively 
multiply, causing myeloma to 
return. These remaining, or 
residual, myeloma cells are 
not detectable using standard 
techniques and are collectively 
known as minimal residual disease 
(MRD). A big field currently under 
investigation is the development 
of very sensitive methods for 
detecting the very low amounts of 
myeloma cells in MRD. However, 
there are still many questions 
regarding MRD. 

For starters, how is MRD-
negativity (MRD-) defined? The 
International Myeloma Working 
Group (IMWG) has recently 

defined MRD- at detection levels 
of one myeloma cell in a hundred 
thousand normal plasma cells, 
also described as 10-5. However, 
a more sensitive measurement 
of 10-6 (one myeloma cell in a 
million normal plasma cells) 
is technically possible, more 
accurate and it is the desirable 
target for every day usage.

How is MRD testing done?
This brings us to our next 
question: how is MRD measured? 
MRD is measured primarily using 
samples from bone marrow 
biopsy. The tests for measuring 
MRD should be reliable, cost- 
and time-effective. The two 
principal techniques that fulfil 
these criteria are known as 
next-generation sequencing 
(NGS) and multiparameter flow 
cytometry (MFC), which also 
includes a recent innovation, 
next-generation flow cytometry 
(NGF). NGS compares the 
DNA sequences of myeloma 
and normal plasma cells. MFC/
NGF examines the identity of 
the plasma cells and determines 
whether they are abnormal 
myeloma or normal plasma cells. 
MFC/NGF technology is widely 
available and found in several 
hospitals in the UK. 

Another question concerns 
when to measure MRD: is it 
best to measure MRD before 
or after treatment and at what 
frequency? 

Is MRD measurement 
currently available?
So, why is this measurement 
important? Results from clinical 
trials show that patients who 
have reached CR and are MRD- 

have a better progression free 
survival (PFS) (time before next 
relapse) and overall survival (OS) 
than patients who have shown 
CR but are MRD+. Although 
some haematologists feel that 
we are ready to use MRD as a 
measurement in myeloma to 
monitor disease progression and 
treatment, at the moment MRD 
measurement in the clinic has not 
been approved in either the US or 
Europe. 

The significance of MRD is 
currently being evaluated in the 
clinical trial setting. Among the 
various clinical trials in the UK 
that examine MRD levels are the 
Myeloma XI, Myeloma XII and 
Myeloma XV trials.

Summary
MRD describes the very low 
number of myeloma cells 
left in the bone marrow after 
complete response to treatment. 
Measuring this could help to 
monitor progression of myeloma 
and help to inform when 
treatment should be restarted. 
However, there are many 
questions regarding how it can 
and should be used in patients.  

At present, there is no single 
100% reliable technique for 
measuring MRD. The IMWG 
recommends a combination 
of methods to be used, 
mainly because a patient may 
be detected as MRD- using 
one method but MRD+ using 
another method.

DID YOU
KNOW?

MINIMAL RESIDUAL DISEASE 
by vassiliki fotaki

HOT TOPICS



LIQUID BIOPSIES  
by alice baron

Myeloma patients will be 
all too familiar with bone 
marrow biopsies and how 
painful they are, yet they 
remain one of the key tests 
in the diagnosis and, in 
some cases, monitoring  
of myeloma. Liquid 
biopsies, however, 
are a relatively new 
diagnostic technique 
being investigated in 
myeloma. They may offer 
an additional way of 
diagnosing and monitoring 
patients alongside more 
traditional techniques such 
as bone marrow samples. 

What is a liquid biopsy?
Unlike traditional bone marrow 
biopsies where a sample 
of bone marrow containing 
myeloma cells is taken to 
analyse, liquid biopsies utilise 
freely circulating DNA in the 
blood. This is DNA that is not 
contained within a cell (cell-free 
DNA, cfDNA) and includes DNA 
originating from myeloma cells. 
This cfDNA can be analysed to 
give an understanding of the 
number of myeloma cells and 
their genetic makeup.

What is the significance 
for myeloma patients?
A recent study showed that 
the cfDNA taken from blood 
samples closely matched 
DNA taken from bone marrow 
biopsies of 75 myeloma 
patients. This means that liquid 
biopsies have the potential to 
be used to study the genetics  
of myeloma, reducing the need 
for bone marrow biopsies. 

The study also showed that 
repeat analysis of a patient’s 
cfDNA over time can show 
the genetic changes that are 
occurring in the myeloma 
cells. It is hoped that this will 
have beneficial applications 
for treatment strategies in 
future. For example, liquid 
biopsies could be used to look 
at the genetic changes that are 
occurring during a relapse or as 
a result of treatment.  

Liquid biopsies may also have 
future applications for patients 
with smouldering myeloma in 
determining which patients are 
at risk of progressing to active 
myeloma.

What are the advantages 
of a liquid biopsy?
There is an increasing interest in 
myeloma to better understand 
the genetic changes that occur 
in patients. It is hoped that this 
can lead to tailored treatments 
in the future. 

As liquid biopsy samples are 
obtained from blood taken from 
the arm, it means repeated 
genetic analyses can be carried 
out in a more practical way 
than current invasive and 
painful techniques such as bone 
marrow biopsies.

What are the 
potential pitfalls and 
controversies of liquid 
biopsies? 
Despite their potential, there 
currently isn’t enough evidence 
to make liquid biopsies a 
standard test in myeloma. 
Although early data from studies 
indicate similarity between 

liquid biopsy results and results 
of bone marrow biopsies, there 
are still some discrepancies. This 
means extracting and analysing 
the DNA directly from myeloma 
cells sampled in a bone marrow 
biopsy currently still provide the 
most accurate picture of the 
genetic makeup of a patient’s 
myeloma. 

Summary
Although more information and 
data are needed before liquid 
biopsies become available in 
clinic, in the future they may be 
able to offer a virtually painless 
option for genetic analyses in 
myeloma. 

Liquid biopsies may be 
able to give a better overall 
picture of a patient’s 
myeloma, as cfDNA can 
come from myeloma cells 
in all areas of the bone 
marrow, unlike bone marrow 
biopsies, which only pick 
up myeloma cells from the 
sample site. 

DID YOU
KNOW?

Keep up-to-date  
on myeloma  
news by visiting  
www.myeloma.org.uk  
or sign up to our 
email newsletter at 
www.myeloma.org.uk 
/newsletter
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Steroids such as 
dexamethasone and 
prednisolone form the 
backbone of standard 
myeloma treatment. While 
steroids are known to 
be effective at treating 
myeloma, they are also 
known to cause a range of 
side effects.  

The side effects of steroids 
can be wide ranging, and can 
significantly affect your quality 
of life. The number and severity 
of side effects can vary between 
patients, however they are 
usually temporary and improve 
when treatment is finished 
or by reducing the dose and/
or treatment schedule. It is 
important to report any side 
effects to your doctor who will 
be able to make changes to  
your treatment. 

As well as adjusting your 
treatment, there are other ways 
to help manage side effects and 
reduce their impact on your day-
to-day life.

Mood changes
Mood swings, irritability and 
anxiety are common side effects 
of steroids. They are more 
common when taking higher 
doses, and when alternating 
between periods on and off 
steroids. To help manage 
mood swings, your doctor may 
reduce your dose or change 
the schedule. It often helps to 
tell your friends and family so 
that they’re aware of how you’re 
feeling and of any changes to 
your personality.

Energy level changes 
It is common to alternate 
between periods of high and low 
energy when taking steroids. Try 
to plan your days around these 
patterns and consider more 
physical tasks to ‘work off’ extra 
energy (being careful not to 
overdo it). If you have difficulty 
sleeping (insomnia), taking 
steroids in the morning may help 
to limit their impact on your sleep. 
You can also discuss calmative or 
sleeping tablets with your doctor. 

Stomach pain
Steroids can damage the lining of 
the stomach and can sometimes 
cause stomach ulcers. You will 
be given supportive treatments, 
such as an antacid, to prevent 
stomach problems. Taking your 
steroids with/after food or milk 
can also help.

Increased blood sugar
Steroids may increase the levels 
of sugar in the blood temporarily. 
It is important to be aware of this 
especially if you are diabetic as 
you may require more frequent 
monitoring of your blood sugar 
levels and/or changes in insulin 
or other medication.

Increased risk of 
infection 
Steroids can suppress the immune 
system, particularly if given in 
high doses or longer term, which 
can put you at greater risk of 
infection. It is important to report 
any signs of infection such as 
high temperature (above 38°C), 
cough or any area of swelling 
or inflammation to your doctor 

or nurse. Good infection control 
is important, e.g. hand washing 
and avoiding scratches or cuts 
(particularly as the skin can 
become thinner with steroid 
treatment). 

Increased appetite
Steroid treatment can make you 
feel hungrier and want to eat 
more, which can cause weight 
gain. Try eating a balanced diet 
and snacking on healthy foods. 
You can ask to be referred to a 
dietician who can help with a 
healthy eating plan. 

Muscle weakness/
wasting 
Steroids can cause muscle 
weakness and muscle wasting 
and muscle cramps can occur 
for a short time after stopping 
steroids. To help alleviate this, try 
gentle exercise, which can also 
be beneficial on high energy days 
and for maintaining weight. 

Summary
Steroids form an important part 
of the management of myeloma. 
However, the dose and schedule 
of steroids treatment should 
be balanced with quality of life. 
Be vigilant for steroid-related 
side effects and speak to your 
healthcare team about them as 
soon as possible. 

COPING WITH THE SIDE  
EFFECTS OF STEROIDS  

by lois lobban

Contact Myeloma UK 
for a free Patient diary 
which can help you 
keep track of your 
side effects. 

HOT TOPICS
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myeloma story
Richard Williamson is 38 
years old, lives in Darlington 
and is married to Sarah, who 
was diagnosed with myeloma 
in 2015. Richard works as a 
project manager in oil and gas.
How was it for you when your 
wife was diagnosed with 
myeloma? How did you react, 
and was it a different reaction  
to your wife? 
Sarah was diagnosed with 
myeloma in March 2015 following 
6 months of unresolved back and 
chest pain. She had collapsed 
while in hospital for an X-ray and 
remained in hospital undiagnosed 
for some time as doctors 
struggled to piece together her 
symptoms.

We were in denial that it was 
anything serious but as doctors 
began to look more concerned 
I became increasingly worried. 
Eventually we were asked to 
go in to a side room to speak 

to the consultant. I knew in the 
pit of my stomach that it wasn’t 
good. We were told Sarah had a 
type of bone cancer but further 
tests were needed to confirm 
a diagnosis. I can remember 
the sensation now. It was like 
falling. Falling through a mass of 
questions and emotions towards 
a conclusion I wasn’t ready to 
face. I remember Sarah asking 
the consultant if this meant she 
wasn’t going to live to be an 
old lady. I don’t remember the 
answer. That moment in the side 
room was terrible. I was there 
with Sarah and her parents and 
we were desperate to be able 
to make it better. Desperate to 
look on the bright side and to 
cling on to some hope, but at 
that moment it seemed like there 
wasn’t any. For me that was the 
worst moment.

It took another week to get the 
diagnosis. Friday 13 March 2015. 
The diagnosis gave us mixed 
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emotions. On one hand, we 
had read some scary statistics 
about myeloma, but on the other 
hand, we had read there were 
treatments available which could 
be quite successful. The first few 
weeks really were an emotional 
rollercoaster, if you’ll excuse the 
overused analogy, and it was hard 
for both of us to make sense of the 
situation. Slowly, as the treatments 
began to make Sarah feel better, 
we started to feel optimistic.

What adjustments have you had 
to make to your life since her 
diagnosis? Do you see yourself 
as a ‘carer’? 
During the early days there were 
significant adjustments to both 
our lives. The injuries to her 
back and ribs meant Sarah was 
very weak and needed a lot of 
care which I wanted to give. She 
couldn’t even eat or drink by 
herself at first. I was fortunate 
enough to be able to take a 
couple of months off work to 
care for Sarah full time. This 
really strengthened our bond 
and resolution to get through. 
We had great support from 
family and friends. Our daughter, 
Annecy, was 2 at the time and 
fortunately our parents helped  
a lot with looking after her. 

Sarah’s recovery was gradual but 
constant. As treatment began to 
work, slowly but surely Sarah’s 
strength and mobility returned. 
Following her autologous stem 
cell transplant in November 
2015 she made a swift recovery 
and has been in remission since. 
She has gone from strength to 
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strength and is now in great 
shape – so much so that we’ve 
been away snowboarding, Sarah 
runs frequently and she has 
entered the Myeloma UK London 
to Paris bike ride this year.

The longer-term adjustments to 
my life are not so much to do 
with caring for Sarah physically, 
because, although I would 
immediately step in whenever I’m 
needed, Sarah is lucky that she 
is pretty much as physically able 
as she was before her diagnosis. 
Now we have to adjust to the 
choices about our future that 
have been taken away from us, 
such as not being able to give 
our daughter the little brother or 
sister she wants, or being able to 
move abroad (with Sarah being 
on a clinical trial – Myeloma XI 
– we are tied to the UK for its 
duration). 

How honest are you with your 
wife about how you are feeling? 
Do you find it comes naturally 
to you to know what to say at 
difficult times? 
At the start I found it difficult to 
be open with Sarah about how I 
felt. I felt I had to be strong and 
positive to help her through the 
tough times and I didn’t want to 
show any fear or weakness. 

Although I am honest with Sarah 
about how I feel now, I don’t 
like to show when I’m afraid 
about what could happen. We 
both worry about the future 
but we’re very lucky that the 
present is a pretty good place 
to be. Worrying about the future 
doesn’t stop us from being 
engaged in the present, but when 
we are worried, we can talk about 
it, and it’s okay to worry a bit.

Sarah is physically fit enough to 
do everything she wants to do 
so our lives are as normal as they 
can be. We have our wonderful 
daughter who is now 5 years 
old and is a constant ray of 

sunshine in our lives. I’m naturally 
optimistic and I have a lot of faith 
that Sarah’s remission will be a 
long one and all the indications 
point to her continuing to do well. 
The future may be uncertain, but 
it always is. Everything is good 
now so I believe we should make 
hay while the sun is shining.

What has been the hardest thing 
for you to deal with since her 
diagnosis? 
The hardest thing to deal with is 
that I can’t make this go away. I 
can’t solve it. I can’t know that 
everything is going to be alright, 
nor can I make it so. Much of the 
time everything on the surface is 
fine but myeloma is never far from 
our minds. Sarah thinks about the 
future and it’s hard to know she is 
worrying and to know that I can’t 
take this burden away from her.

I find it hard to come to terms 
with the prospect that one day 
Sarah’s remission may end.

There are lots of aspects of living 
with a cancer diagnosis or living 
with someone who has a cancer 
diagnosis that are hard to cope 
with but there is help and support 
available that can make a huge 
difference if you ask for it.

Who or what do you turn to 
when it gets hard? 

The early days following diagnosis 
were the hardest. I coped by 
trying to understand a lot about 
myeloma. I felt like I needed 
to make sure the right choices 
were being made and to know 
what was happening to Sarah 
in such detail that I could make 
sure her treatment plan would 
run smoothly. Thankfully, almost 
everything we hoped would 
happen with Sarah’s treatment 
did happen, and although there 
were a few bumpy patches along 
the road, she saw it through. The 
fact that everything worked was 
very reassuring and I’m aware 
that I wasn’t very well prepared 

to cope should this have not been 
the case. I felt like I needed to be 
supremely strong and resolute 
about Sarah getting better so 
that she could lean on me and 
have the support she would need 
in difficult times. 

It was my brother and my parents 
that I broke down with when it all 
became too much. They picked 
me up, dusted me off, and helped 
me focus on what I needed to do. 
The support I had from family and 
friends really helped me to keep it 
together so I could do everything 
I could to support Sarah.

I find that these days my hobbies, 
cycling and surfing, give me a bit 
of reflective time but in general 
everything is going well so it’s 
relatively easy to remain positive.

Has anything positive come  
out of her diagnosis? 
We are lucky to be a very happy 
little family unit and I’m acutely 
aware of just how precious my 
family are to me. Myeloma made 
me understand the real value 
of my family and has made me 
appreciate them so much. Many 
of the things about family life I 
used to take for granted I now see 
in a different light.

Our lives would certainly have 
been different without myeloma 
but I’m grateful for the positives 
and I don’t dwell on the things 
we’ve missed. It’s easy to 
imagine that myeloma might 
make you feel unlucky, angry or 
resentful, and there’s no doubt 
that myeloma is a terrible illness, 
however, I fortunately don’t feel 
like that. I still have Sarah and 
thankfully she’s well enough to do 
all the things she loves doing. 

We realise that life is about 
what we’re doing now, whether 
it’s weeding the garden, taking 
Annecy swimming, going out for 
dinner or visiting grandparents. 
Myeloma has taught me to 
treasure the time we have.
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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.

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

 

Watch Myeloma TV which hosts 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.

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.

Get involved to 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.
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