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

In this edition we’re 
focussing on finances, a 
topic which is particularly 
pertinent at this time of 
year with the festive season 
approaching. For many 
myeloma patients and 
their families the financial 
strain can be felt more 
keenly, so I hope you find 
it a practical and useful 
‘Spotlight on’ section. We 
hear from Thomas Dobson 
from Citizens Advice about 
benefits myeloma patients 
may be entitled to, how 
to create a will and about 
Edward and how the legacy 
he gave is continuing to help 
patients. 

A theme of research also 
runs through this edition as 
we hear from Dr Rocci about 

his research into the role of 
frailty in myeloma and our 
patient experience writer, 
Tracy Green, touches on her 
involvement in a study on 
exercise.

We also have a relatively 
new carer, Julie McKenna, 
giving her perspective on life 
one year after her husband’s 
diagnosis. 

I hope you enjoy this edition 
and I encourage you to 
get in contact with any 
comments you have. As 
always, if you have topics or 
questions you’d like covered 
in Myeloma Matters, or if 
you’d like to feature in the 
magazine, we’d love to hear 
from you, so please don’t 
hesitate to get in touch. 

I’d also like to take this 
opportunity to thank you all 
for your support this year 
and wish you a very happy 
festive season. 

Alice Baron
Myeloma Matters Editor

DEAR 
READER
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A study looking into body 
mass index (BMI) and body 
composition as risk factors for 
developing myeloma has found 
that both measurements are 
indicators for risk of developing 
myeloma. 

The study, conducted in a 
Swedish population, found that 
individuals with a BMI greater 
than 30 kg/m2 had an increased 
risk of developing myeloma 
compared to the general 
population. 

For individuals in the study 
with a BMI between 25 and 
30 kg/m2, BMI alone was not 
associated with an increased risk 
of developing myeloma. For this 
group, a higher waist to hip ratio 
was a risk factor. 

High BMI has been noted as a 
risk factor for many cancers, but 
these results indicate that it’s 
not just the amount of fat stored 
that is important when assessing 
the risk of developing myeloma, 
but where and how that fat is 
stored in the body. 

New research has indicated 
that GPs could detect myeloma 
earlier using simple blood tests. 
The study investigated the best 
combination of blood tests 
that could be used to diagnose 
myeloma in GP practices. 
The combination of plasma 
viscosity (PV) or erythrocyte 
sedimentation rate (ESR) 
and haemoglobin level was 
found to be sufficient in ruling 
out a diagnosis of myeloma. 
Abnormalities in these tests 
should therefore prompt GPs 
to order additional tests to 

confirm or rule out the diagnosis 
in patients presenting with 
symptoms potentially associated 
with myeloma, such as back, 
rib or chest pain or recurrent 
infection. This will hopefully help 
to reduce the significant delay 
in the diagnosis of myeloma that 
many patients face.

A new drug, BL-8040, is being 
investigated in a phase III trial 
to determine whether it can 
increase the rate at which 
stem cells are mobilised in 
myeloma patients. As part of 
high-dose therapy and stem 
cell transplantation (HDT-SCT), 
patients’ stem cells, which are 
produced in the bone marrow, 
must be moved to the blood, so 
they can be collected and stored 

via a process called apheresis. 
Currently, patients require a few 
doses of granulocyte colony-
stimulating factor (G-CSF) to 
produce enough stem cells for 
the treatment and it can take up 
to four apheresis sessions for 
them to be collected. 

The phase III GENESIS trial 
is investigating whether 
administering the drug BL-8040 

in combination with G-CSF can 
mobilise the required number 
of stem cells with fewer doses 
than G-CSF alone and therefore 
enable the stem cells to be 
collected in fewer apheresis 
sessions. Results from this trial 
are expected in 2020.

The latest trial in the Myeloma 
UK Clinical Trials Network has 
opened for recruitment. MUK 
Twelve will be investigating 
the addition of selinexor 
to the combination of 
cyclophosphamide and 
prednisolone compared 
to cyclophosphamide and 
prednisolone alone. The trial 
aims to recruit up to 60 patients 
across the UK who have 
relapsed or become refractory 

after two previous lines of 
treatment. Patients whose 
myeloma progresses while 
receiving cyclophosphamide 
and prednisolone only may 
swap to the combination 
with selinexor. This is the 
first time the combination of 
selinexor, cyclophosphamide 
and prednisolone has been 
investigated in a trial. 

MUK Twelve opens 

Simple blood tests to aid earlier diagnosis

Body composition 
measurements 
indicate risk for 
myeloma

New drug to speed up stem cell collection

MYELOMASCOPE
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NAME: Tracy Green 

LIVES: Sheffield

AGE: 57

MY LIFE WITH
MYELOMA

We were a normal, ordinary 
family. I was married with two 
children, a boy and girl aged 11 
(twins), a cat and a dog. I was 
working full time for a local 
newspaper; a job that I really 
enjoyed.

It all changed one Sunday in 
July 1998. I was vacuuming at 
home and tripped over Casper, 
our small Shetland Sheepdog. 
I had hurt my hip and went to 
the local Accident & Emergency 
Department for an X-ray. The 
X-ray showed a large lesion in my 
left pelvis. The medical staff were 
puzzled and said that this sort of 
injury was unusual for someone 
my age, I was asked to return the 
next day to see an orthopaedic 
consultant. I did question at this 
stage whether they thought that 
it could be cancer but they were 
pretty confident that it wasn’t.

Over the next ten months I had 
three biopsies on my pelvis and 
several blood tests as they tried 
to determine the cause of the 
lesion. Also, by this time, I was 
struggling to use my left shoulder. 
I mentioned it to the consultant 
and he thought that it could be a 
frozen shoulder.

In April 1999, at yet another 
appointment with the 
orthopaedic consultant, I was 
asked if I had ever heard of 
multiple myeloma. It was a 
phrase that I hadn’t heard before. 

There was still no mention of 
cancer. He told me that he 
was transferring me to the 
Haematology Department at the 
Royal Hallamshire Hospital for 
more tests.

Another biopsy, MRI and CT 
scans, X-rays and blood tests 
at the Hallamshire confirmed 
that I had multiple myeloma. It 
transpired that I had myeloma 
‘holes’ in my pelvis, left arm and 
left shoulder. I was also in a lot 
of pain. We were told that it was 
incurable. I was 37 years old. 

My wonderful haematology 
consultant suggested that a 
course of radiotherapy on the 
affected sites might keep the 
disease at bay, but unfortunately 
after a 6-week course, my 
paraprotein count was still rising. 
At this stage she told me that 
without a stem cell transplant, 
I would probably die within the 
next five years.

How lucky was I? One of my two 
brothers proved a total match 
for the allogeneic stem cell 
transplant. It was like winning 
the lottery!  After a course of 
chemotherapy and total body 
irradiation, I had my transplant 
on 18 February 2000. My brother 
had a general anaesthetic so that 
his stem cells could be harvested 
and was in hospital overnight. 

I was in isolation for five weeks, 
my transplant was given via a 

Hickman line that I had fitted. This 
was a very difficult time for us as 
a family. My husband and children 
were my only visitors and I was 
so ill. I suffered from graft versus 
host disease (GVHD) where 
my body started to reject my 
brother’s stem cells. My mouth 
was one big ulcer, I was covered 
in a rash, had constant diarrhoea, 
was on morphine for the pain 
(which caused hallucinations) and 
could not eat. I also went through 
the menopause at this time.

Being discharged from hospital 
was difficult. I was still very weak 
and had outpatient appointments 
three times a week (thank you 
mother-in-law for all the lifts to 
hospital). I couldn’t do anything 
at home for my family – cook 
meals, washing, cleaning etc. I felt 
useless and was quite depressed.

I relapsed twice during the first 
year and had T-cell infusions 
from my brother which proved 
successful. I had told my 
employer that I would need a 
year off work (unpaid) to recover, 
but after the year was up I was 
still too ill to return to work.  
Subsequently, I didn’t go back to 
my job by mutual agreement.

After another relapse in 2003 I 
needed more radiotherapy, this 
time on my right arm and shoulder.  
I was also put on interferon 
injections five times a week which I 
continued to use until 2016. 
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My experience of research studies – PReEMPT feasibility study 
As a member of the CRP, I was invited to sit on a 
Steering Group to provide a patient perspective on 
research into exercise before stem cell transplants.

Exercise is already used in Sheffield with myeloma 
patients after transplant (I underwent a six-week 
course which I found really beneficial) but there is no 
evidence of pre-habilitation exercise being used for 
myeloma patients. Pre-habilitation provides patients 
with the opportunity to undertake exercise before 
acute treatment. In this study, led by Professor Susan 
Mawson at the University of Sheffield (funded by the 
NIHR at the Royal Hallamshire Hospital, Sheffield), 
the research team wanted to explore whether it 
was feasible to develop an exercise programme for 
patients prior to transplantation. 

Patients were asked to complete a six-week exercise 
course under the supervision of a physiotherapist and 
complete four questionnaires – before the exercise 
course started, six weeks after the exercise began, on 
admission to hospital for their transplant and on the 
day they left hospital after their transplant. 

We recruited 23 patients in 13 months, seven female 
and 16 male, with an age range of 53-78. Seven 
patients were interviewed about their experience 
of taking part in the study. All of them had wanted 
to improve their health and fitness prior to their 
transplant. They spoke positively about the whole 
experience of being part of the study. They felt well 

supported by the physiotherapists at the hospital 
and thought that it had improved their levels of 
fitness and physical stamina. It had also improved 
their confidence and overall mental health and 
wellbeing. All of them had managed to maintain 
some sort of exercise since their transplant. They 
also felt that the programme should be offered to 
other myeloma patients undergoing treatment.

In my experience, patients want to do everything 
they can to improve their chances of recovery and 
are eager for information about diet and exercise. As 
a member of this Steering Group, I was fully involved 
in all aspects of the study. I understood that patients 
awaiting transplant are overwhelmed – being 
unwell, having chemotherapy, radiotherapy, various 
hospital appointments etc. I was able to use my own 
experience to contribute to the study and feel that 
patients with myeloma will benefit from the positive 
results of this study. Hopefully, this can now lead to a 
larger, wider study being undertaken in the future.

One of the most difficult 
aspects of my illness has been 
my inability to return to work 
due to late effects. I suffer with 
chronic fatigue, pain and limited 
movement in my right shoulder, 
and hip pain. This limits my life 
greatly.

In 2001, after using their 
service, I became a volunteer 
at Cavendish Cancer Care in 
Sheffield. It is a charity that offers 
complementary therapies to 
cancer patients and their families. 
At present, I am a Cavendish 
‘buddy’ – I provide telephone 
support to a patient or carer on 
a one-to-one basis. This allows 
me to use my own experience of 
cancer to help someone else.

For the past 15 years, I have also 
been involved with a patient 
group (Yorkshire & Humber 
Cancer Research Panel, CRP) that 
helps researchers and healthcare 

professionals with cancer 
research and I am currently 
the Vice Chair. We are involved 
on many levels – reviewing 
funding applications and patient 
information sheets, sitting on 
steering groups, focus groups, 
conferences. I have even been 
the subject of a documentary for 
Japanese television!  

Through the CRP, I was asked 
if I would be part of a team of 
patients that teach radiotherapy 
oncology students at Sheffield 
Hallam University. I have been 
doing this for three years. We 
teach a variety of subjects, 
including communication, 
emotional intelligence, care 
and compassion, and patient 
experiences. I enjoy it immensely. 
It is so encouraging to see the 
enthusiasm of the students as 
they prepare for their life of work 
treating cancer patients.

My children are now 31 years old 
and have long flown the nest. 
They both went to university and 
we are so proud of how they have 
coped with my illness. We have 
two grandchildren and I spend 
my time looking after them along 
with my volunteer activities.

I am so grateful to Professor 
Snowden and his team at the 
Royal Hallamshire Hospital. The 
nurse who spoke to me and 
my husband on the day I was 
diagnosed in 1999 is now one 
of the Bone Marrow Transplant 
Co-Ordinators. I have been in 
remission for a number of years 
and have appointments every 
six months to check my blood.  I 
know that after almost 20 years 
of living with myeloma, I am so 
lucky to still be here to enjoy my 
family and I try to make the most 
of the life that I have. 

Are you interested in using your experience to 
help make myeloma history? Myeloma UK has 
a number of ways you can get involved, from 
taking part in research studies to providing 
support to other patients. Get in contact to see 
how you can be involved.

MY LIFE WITH MYELOMA

https://myeloma.org.uk
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SPOTLIGHT 
ON FINANCES
“At the beginning of the 
‘journey’ the financial 
issues are up near the 
top of the list, it took us 
almost a full year to get 
things sorted.”



www.myeloma.org.uk10 Autumn 2018

If you’re experiencing 
money worries, you’re 
by no means alone. 

Of the patients and 
carers we recently 
surveyed, 93% 
said their (or their 
partner’s) myeloma 
diagnosis had affected 
their finances, with 61% 
saying it had greatly 
affected them. 

While trying to navigate the 
often unfamiliar terrain of the 
healthcare system and myeloma 
treatments, unexpected financial 
worries can exacerbate an already 
stressful situation. This stress can 
have knock-on effects on your 
mental and physical health.  

The source of financial concern 
can be one of a variety of factors 
that make up our financial 
situation – insurance, earnings, 
pensions, benefits, wills and 
more. However, there are 
common problems and worries 
that myeloma patients and their 
families face. For example, our 
survey found that the most 
common cause of concern was 

the reduced earning potential of 
patients and carers. 

Although at times it may seem 
overwhelming, there is support 
available to help alleviate some 
of these financial worries, 
and accessing these support 
mechanisms can give you back a 
sense of control.

In this ‘Spotlight on’ we look in 
further detail at the outcome 
of our patient and carer survey; 
Thomas Dobson from Citizens 
Advice provides guidance about 
navigating the benefits system; 
and we hear how making a will 
can be beneficial and leave a 
lasting impact for myeloma 
patients. 

INTRODUCTION  
FINANCES 

SPOTLIGHT ON

https://myeloma.org.uk


#5
Fixed  
income

#4
Difficulty 
accessing 
benefits

#1
Reduced  
working  
hours

#2
Appointment 
travel 
costs

#3
Chest/ 
rib pain

#3
Cost of  
hospital  
parking

Infoline: 0800 980 3332 11Autumn 2018

Top  
causes of 
financial 
concern 

THE PATIENT VIEW 

...following their own or their partner’s diagnosis.

Of the people that replied to our survey...

applied for benefits67%

modified their spending habits65%

created or updated their will46%

sought help from a financial advisor30%

took out a loan or borrowed money17%

Results of our 2018 Facebook survey

Has your/your partner’s 
diagnosis a�ected your finances?

61% Greatly

32% Somewhat

7% Not at all

How concerned are you 
about your finances?

35% Extremely

52% Somewhat

13% Not at all

SPOTLIGHT ON
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Thomas Dobson is a Leukaemia Support Supervisor at Citizens Advice and 
has 13 years’ experience providing advice about the benefits system.
Long-term illness such as 
myeloma brings a huge amount 
of uncertainty and, whilst it’s 
natural to focus initially on the 
clinical diagnosis, the potential 
financial impact is often also 
a cause for concern. For some, 
applying for benefits can go 
some way to lessening the 
shortfall associated with the 
diagnosis. 
There is plenty of research that 
points to the financial impact 
of long-term illness, and it’s 
not unusual for a reduction in 
earnings and additional costs to 
leave you up to £600 a month 
worse off.1 Welfare benefits, 
however, can help to fill the gap. 

Two of the many benefits it 
may be useful to know about 
are Attendance Allowance and 
Personal Independence Payment 
(PIP). Both can be paid to people 
with ‘long-term’ health problems, 
which usually means the medical 
condition will last for at least a 
year, and eligibility is not affected 
by your income or savings so 
anyone can apply. The key factor 
is your age. You must be under 65 
to apply for PIP and 65 or over to 
apply for Attendance Allowance.

How do I apply?
As long as you’re not already 
claiming PIP, we would 
recommend telephoning 
the Department of Work 

and Pensions (DWP) for an 
application form (Attendance 
Allowance – 0800 731 0122, PIP – 
0800 121 4433). 

DWP will send you a form to 
return within 4-6 weeks. You’ll 
need to explain how you carry 
out activities such as preparing a 
meal, getting dressed, or washing 
and bathing. We recommend you 
keep a diary of any challenges 
you experience so you can refer 
back to it when you’re completing 
the form. 

It’s important to give detailed 
answers because your application 
will be assessed on whether 
you say you can do something, 
whether you’re in pain, or 
exhausted, or take longer to do 
it than you used to. It doesn’t 
matter if those difficulties 
are caused by myeloma, your 
treatment, or other conditions, 
as it’s your overall situation that 
matters. The ultimate assessment 
of your claim should be based 
on how you are most of the time, 
even if that’s 4 days out of 7.

Once you return your form, DWP 
will assess whether you qualify 
for the benefit based on how 
much help you need, and you 
may require an assessment from 
a healthcare professional. This 
is a general health assessment 
and it is extremely unlikely that 
you would see someone with 

experience of myeloma, so it’s 
important that you paint a very 
clear picture of your symptoms. 
DWP will then let you know the 
outcome through a decision letter.

Look for help
The welfare benefits system isn’t 
always the easiest to navigate, as 
there are potentially a number of 
overlapping benefits you may be 
eligible to apply for. 

Look for a local, free source 
of independent advice and 
information, such as Citizens 
Advice, if you’re unsure how to 
go about claiming for benefits 
or if you need help completing 
the forms, rather than missing 
out on vital support that could 
make a real difference to your 
quality of life. Importantly, if 
you feel that the outcome you 
have received isn’t fair you 
have a right to challenge the 
decision. Again, Citizens Advice 
can help you to be clear about 
your rights and responsibilities, 
so a call to the national 
Citizens Advice Adviceline 
(England: 03444 111 444, Wales: 
03444 77 20 20, Scotland: 
0808 800 9060, Northern 
Ireland: contact local Bureau) 
will give you a starting point for 
accessing any help you need.

1 “Cancer’s Hidden Price Tag – Revealing the 
costs behind the illness”, Macmillan 2013

Benefits

“Applying for benefits is difficult at the best of times, but it can seem almost 
impossible when you have been diagnosed with myeloma. There seems to be 
no end to the application forms and the DWP aren’t known for their sympathetic 
ear even when you are able to speak to them. Don’t be put off because there 
are organisations that can help. With some background knowledge and the 
right assistance, that much needed financial support is within reach. ”

SPOTLIGHT ON

https://myeloma.org.uk
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If you have ever thought about making a will but never quite got round to it,  
you are not alone – 60% of UK adults haven’t made a will1.
A will enables you to leave 
instructions about what 
will happen to your money, 
property and possessions 
when you die.
Although it can seem daunting 
to think about the end of life, 
making plans for the future can 
actually help you get on with 
living now. 

Creating or updating a will can 
bring reassurance by allowing 
you choice and control over 
what happens to your assets. 
It can also be a relief for those 
close to you to be made aware 
of any choices you make so they 
can try to respect your wishes. 
Without a will, the risk is run of 
having your assets distributed 
by the State, which may not 
reflect your wishes. 

Over a fifth of us without a will 
believe we don’t have enough 
assets to make it worthwhile 
making a will1. However, the 
average value per household 
across the UK is £259,4002 –  

a surprisingly significant sum for 
people who may believe they 
don’t have anything to pass on. 

Whether you think you have 
anything of value to leave 
behind or not, making a will 
means you can be assured 
that those you’d like to benefit 
will do so without incurring 
unnecessary legal costs or delay. 

As well as taking care of their 
loved ones, many people also 
choose to leave a gift in their 
will to a charity that means a 
lot to them. Not only is this 
gratifying to know that you 
can still make a difference after 
you are gone, but practically, it 
can also mean your loved ones 
avoid paying inheritance tax. 
You can leave a set amount or 
a percentage of your estate to 
charity. For example, a 1% gift 
from a typical estate would add 
up to nearly £2,500 – so even 
a small percentage makes a big 
difference to a charity.

1 Research conducted by financial advice 
directory Unbiased

2 Value calculated based on households in 
July 2016 according to a BBC News report 
on 1 February 2018

Wills

Myeloma UK has a 
partnership with McClure 
Solicitors offering Myeloma 
UK supporters a free will  
and will review service.  
That means anyone who 
wants to have a will drawn 
up will receive professional 
legal services for free, 
with the option of making 
a voluntary donation to 
Myeloma UK in exchange. 
To make an appointment 
call McClure Solicitors on 
0800 852 1999 or email 
offers@mcclure-solicitors.co.uk 
including the reference 
“Myeloma UK Free Wills”.

DID YOU
KNOW?

Making a will to make myeloma history
Myeloma UK recently received an 
amazing legacy of £39,000 from Mr 
Edward Cooper who left a percentage 
of the value of his estate to Myeloma 
UK in his will. He requested that his gift 
should be used to support myeloma 
research, which wll benefit myeloma 
patients in the future. 

Edward’s children said about their 
father, “He admired the work and 
commitment from Myeloma UK. He 
was interested in the treatments that 
were available, as he had worked for 
a pharmaceutical company as a driver 
for many years and was a walking 

encyclopaedia 
when it came to 
medication.”

The family explained 
that their father 
had been living with 
myeloma and AL amyloidosis for eight 
years – but he never gave up hope.

They added poignantly: “As his family, 
we obviously still miss our father, but 
were so grateful for the extra years 
that we were able to have with him. We 
hope this donation will fund research 
to help future generations to find a 
cure, as this was our father’s wish.”

To find out more 
about the free 
will and/or will 
review service 
or to discuss 
leaving a gift 
in your will to 
support the 
work of Myeloma 
UK please call 
Claire Holmyard, 
Individual 
and Planned 
Giving Manager 
on 0131 557 
3332 or email 
fundraising@
myeloma.org.uk

SPOTLIGHT ON

mailto:offers%40mcclure-solicitors.co.uk?subject=
mailto:fundraising%40myeloma.org.uk?subject=
mailto:fundraising%40myeloma.org.uk?subject=


www.myeloma.org.uk14 Autumn 2018

Living with financial concerns

Seek advice early and don’t bury 
your head in the sand.

Myeloma UK and Citizens Advice 
really helped me understand where 
I can get support. Never applied 
for benefits before and the advice 
given helped enormously. Don’t 
hang around; don’t suffer and worry. 
Check out Myeloma UK website and 
make an appointment with your 
local Citizens Advice Bureau!

My wife has been supplied with 
all the equipment needed to live 
as well as possible at this stage of 
myeloma, so check with NHS before 
purchasing such items.

Remember that it's important to 
still live so put aside some for treats 
where you can. Apply for PIP. Don't 
be afraid to ask your specialist team 
for help. It's frustrating but help is 
out there.

Either talk to an expert or mention 
it to the myeloma nurse who may be 
able to offer advice.

Get advice as soon as you can. I 
saw a benefits adviser at my local 
hospice initially who sorted a PIPs 
application and Blue Badge. I later 
saw a benefits adviser at my local 
cancer support centre who gave me 
further advice.

Don't feel guilty about treats.

When I was first diagnosed I 
became almost obsessed with trying 
to protect my wife financially.

Contact all utility companies, 
banks, creditors ASAP, don’t wait as 
debt will incur. If they know of the 
problem then they can usually help.

I can no longer “shop around” as 
I used to, so pay more by getting 
everything in one place.

SPOTLIGHT ON
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Why do I have diarrhoea when 
on lenalidomide (Revlimid®)?
Diarrhoea in myeloma can occur for a number of 
reasons and your doctor (haematologist) or clinical 
nurse specialist (CNS) will want to rule out infection 
as the cause in the first instance. Some infections – 
such as Clostridium Difficile (C-Diff) – can be quite 
challenging to get on top of and your team will want 
to consider sending a stool sample to rule out this or 
any other type of bowel infection.

Another cause of diarrhoea in some patients taking 
lenalidomide (Revlimid®) may be due to a condition 
called Bile Acid Malabsorption (BAM). BAM is a 
condition that means patients do not absorb bile 
acids properly. BAM can be treated by making some 
dietary changes, such as making sure fat does not 
make up more than 20% of the diet (substantial 
dietary changes are best supervised by a qualified 
dietician). Often another treatment is also needed, 
for example Colesevelam which is taken as tablets 
up to three times a day.  

Ellen Watters RGN Myeloma Information Specialist, Myeloma UK

Hair can be weakened by some of the treatments 
used in myeloma and the skin (including the 
scalp) can become more sensitive. As a result, 
patients are usually advised to avoid the more 
toxic types of hair treatments, such as perms, for 
a time and generally it is advised not to dye your 
hair until 6 months after finishing chemotherapy. 
If you do decide to dye your hair you should do 
a patch test beforehand to make sure you don’t 
have any adverse reactions to the dye. 

The organisation called Look Good Feel Better 
work with patients to help to address these 
very common issues and to improve self-esteem. 
For more information visit their website 
www.lookgoodfeelbetter.co.uk

Should white blood cell 
counts rise steadily after high-
dose therapy and stem cell 
transplantation? 
Recovery from high-dose therapy and stem cell 
transplantation (HDT-SCT) does vary greatly from 
patient to patient and it can take up to six months 
for individuals to recover from the intensive nature 
of this treatment.

This can also apply to the recovery of the bone 
marrow – some patients will see a good recovery 
of the healthy white cell count and bone marrow 
function (this is called engraftment) after about 
four to six weeks, whereas for others this may take 
longer. Very rarely stem cells do not engraft well 
resulting in prolonged low blood counts. Some 
patients will require temporary support from 
growth factor injections if their cell counts are 
particularly low.

There can certainly be fluctuations in the counts – 
for many reasons – and the recovery of the healthy 
cells isn’t always a steady continuous climb. Can I dye my hair while on 

treatment? 

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

https://www.lookgoodfeelbetter.co.uk
mailto:askthenurse%40myeloma.org.uk?subject=
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Myeloma patients are 
very diverse and have 
differences in their 
tolerances to treatment, 
quality of response and 
survival. Grouping of 
patients according to 
common factors, known 
as stratification, can be 
helpful for healthcare 
professionals when 
planning and making 
treatment decisions, 
forming part of a more 
tailored treatment 
approach. 
Among the several factors that 
can be used to stratify myeloma 
patients there are some that 
are related to the disease itself 
(e.g. the genetic abnormalities 
in myeloma plasma cells) 
and others that are related to 
the patient, such as age and 
presence of comorbidities (other 
medical conditions).

Usually, the older the patient is, 
the lower their tolerance is for 
chemotherapy with an increased 
need for dose modification 
and treatment discontinuation. 
The median age of diagnosis 
in myeloma is 70 years with an 
average life expectancy of 6-8 
years, hence the majority of 
patients living with myeloma are 
elderly. Due to the continuous 
increase in life expectancy, 
the number of patients with 
myeloma will increase constantly 
in the next two decades. 

Although in the last 15 years 
the overall survival of patients 
with myeloma has constantly 
increased, the elderly patient 
group have experienced only 
modest improvements. This is 
mainly because elderly patients 
have difficulties enrolling in 
clinical trials due to entry criteria 
(and therefore have reduced 
access to novel drugs) and they 

experience high rates of toxicity 
(harmful effects) whilst on 
treatment and so fail to receive 
higher dosages of treatment. 

However, age itself is not always 
able to differentiate patients 
appropriately and recently 
the concept of “frailty status” 
has been introduced in the 
field of myeloma. Frailty is 
a physiological process that 
is associated with a reduced 
capacity for organs to function 
under, and recover from, a stress 
(known as functional reserve) 
and predisposes the body to 
rapid deterioration of health 
and to functional decline. Frail 
patients are more vulnerable to 
stress and drug toxicity and so 
early identification of frailty is 
paramount to be able to deliver 
a tolerable treatment and reduce 
or prevent toxicity. 

The identification of frail patients 
can, however, be challenging: 
such patients may have no 
apparent signs of vulnerability, 
but the ability for their organs 
to recover may be immediately 
insufficient following a stress 
such as chemotherapy. This 
makes them less able to tolerate 
chemotherapy and reduces their 
ability to recover following side 
effects.

If frailty is to become 
important in treatment 
planning, it is vital 
that we recognise 
the causes and the 
parameters responsible 
for frailty.

The International Myeloma 
Working Group performed a 
multinational study assessing 
frailty status in myeloma 
patients enrolled in three clinical 
trials, dividing them into three 
categories: fit, non-fit and 
frail. The parameters used to 
classify the patients were age, 
comorbidities (as per Charlson 

Comorbidity Index) and 
cognitive and physical conditions 
captured via questionnaire (as 
per Katz Activity of Daily Living 
(ADL) and Lawton Instrumental 
Activity of Daily Living (IADL)). 
The stratification of patients into 
fit, non-fit and frail at diagnosis 
predicted the mortality and the 
risk of toxicity in elderly patients 
with myeloma.1

This study provided the proof 
of principle that frailty status 
is a critical parameter that 
determines outcome of myeloma 
patients and also standardised 
a tool to assess frailty status in 
myeloma. Moreover, this tool 
combines age, comorbidities 
and ability to perform everyday 
activities and these parameters 
have not usually been captured 
in any previous assessment. 

However, patients enrolled in the 
study were not representative 
of the real population with 
myeloma, for instance, only 
5% of patients enrolled had 
impaired kidney function 
(whilst this is very common in 
myeloma patients generally) 
and 76% of the patients received 
lenalidomide (Revlimid®)-
containing regimen upfront that 
currently is not available outside 
clinical trials. Moreover, the 
frailty assessment was done only 
at diagnosis and not repeated 
during treatment or follow-up. 

If frailty is to become important 
in treatment planning, it is vital 
that we recognise the causes 
and the parameters responsible 
for frailty, and understand how 
the underlying biological process 
of aging affects tolerance of 
cancer treatment. A better 
understanding of this process 
may also enable some treatment 
of frailty itself and therefore 
transform frailty status from a 
static risk factor to a dynamic 
parameter that can be modified 
to increase anti-myeloma 
treatment tolerability and 
improve outcome. 

MEDICAL FOCUS
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The research project

A study called FRAILTY16 has 
been initiated at Manchester 
Royal Infirmary with the support 
of Myeloma UK as part of 
the Health Service Research 
project grant. The project aims 
to identify new and reliable 
markers of frailty in a “real 
world” population of myeloma 
patients and to monitor changes 
to these markers throughout 
the treatment journey. The 
characterisation of these 
markers will be a starting 
point to propose and develop 
strategies able to reduce the 
frailty of myeloma patients 
and hence diminish treatment-
related toxicity, improve quality 
of life and eventually outcome. 

Frailty should be seen 
as a condition that can 
be at least partially 
modified to improve 
patient outcome. 
Identification of 
causes of frailty and of 
parameters to monitor 
it is the first step to be 
able to treat frailty.

Patients with myeloma who 
start a new line of treatment 
will be enrolled. Their physical 
strength (such as hand grip test 
and walking test to measure 
how long it takes for a patient 
to walk a short distance) will 
be assessed and several blood/
serum markers of frailty will 
be tested. Data on frailty 
assessment using the above 
mentioned questionnaires will 
also be collected. All these 
assessments will be done at the 
time the patient is enrolled and 
will be repeated throughout the 
study at pre-planned timepoints 
to monitor any change.  

The major aims of the project 
will be achieved through 
the correlation of functional 
measures of frailty (physical 
and cognitive ability) with 
biomarkers of frailty (markers 
from the blood/serum), 
treatment-related toxicity, 
treatment discontinuation, 
response to treatment, time 
to relapse and survival. All 
this information will then 
be processed taking into 
consideration the data on the 
myeloma, the response to the 
treatment and the side effects 
that patients may experience.

Who is taking part in this 
research project?

This project is based on a 
strong collaboration between 
different institutions. The 
patients are recruited at the 
Manchester Royal Infirmary in 
the myeloma service led by Dr 
Alberto Rocci. The samples are 
processed, stored and partially 
analysed in the laboratory 
of Dr John Burthem (Clinical 
Senior Lecturer at University 
of Manchester) and more tests 
on specific markers of frailty 
are performed at the Institute 
of Cancer Science, University 
of Glasgow (in Prof Paul Shiels’ 
laboratory).

Why is this project relevant for 
myeloma patients?

This project will seek to identify 
how we can act on measurements 
of frailty in patients with myeloma. 
Frailty should not be considered 
simply as a static parameter to 
include in doctor’s algorithm 
when deciding a treatment but 
should be seen also as a condition 
that can be at least partially 
modified to improve patient 
outcome. Identification of causes 
of frailty and of parameters to 
monitor it is the first step to be 
able to act on frailty. 

The availability of specific 
biomarkers or functional tests 
of frailty will allow an objective, 
reproducible, and easy method 
to assess and monitor the 
process. The results of this 
project hopefully will be used 
to pave the way for strategies 
to modify the frailty of patients, 
allowing improved outcomes. 

The results of this project are 
expected to be applicable to all 
myeloma patients and to some 
extent other cancer patients too. 
Since the percentage of elderly 
people is growing in developed 
countries and the population 
of people above the age of 80 
years is expected to increase 
four-fold between 2000 and 
2050, the ability to recognise, 
monitor and treat frailty will 
have a substantial impact on 
patients, society and healthcare.

1 Geriatric assessment predicts survival and 
toxicities in elderly myeloma patients: an 
International Myeloma Working Group 
report

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

MEDICAL FOCUS
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NHS 10 YEAR PLAN
BY SHELAGH MCKINLAY

What is the NHS 10 year plan? 
In June, the Government 
announced a new five year 
funding plan for the NHS in 
England. Debate is continuing 
about what is possible to 
achieve with this funding, but it 
has been the catalyst for NHS 
England to announce a new 10 
year plan for the NHS. This 10 
year plan will set out strategic 
priorities for all NHS services.

How has the voice of 
myeloma patients and 
their families been heard in 
developing the plan? 
Cancer has been identified as 
one of the clinical priorities for 
the 10 year plan. To inform this, 
NHS England asked for evidence 
on the top three priorities for 
improving cancer outcomes and 
care over the next five and ten 
years. It also asked for input into 
what could be done to ensure 
that cancers are diagnosed early 
and quickly, and how people can 
have the best possible quality of 
life and a good experience of care. 

In the late summer, Myeloma UK 
and the other blood cancer 
charities which make up 
the Blood Cancer Alliance 
(BCA) submitted evidence 
on improvements needed for 
myeloma patients and their 
families. This was informed by 
what we’ve heard from patients 
via our services (such as the 
Infoline, Infodays and Ask the 
Nurse), our health services 
research programme and our 

survey on the Myeloma UK 
strategic goals. 

What might the plan mean 
for treatment and care in 
myeloma?
We want the plan to recognise 
that the needs of myeloma 
patients are often different from 
those who have solid tumour 
cancers. The three priorities we 
highlighted to NHS England were: 

 � Ensuring more accurate and 
timely diagnosis 

 � Delivering access to the most 
effective new treatments in line 
with best international practice 

 � Better data, driving improved 
clinical practice and a better 
understanding of the value of 
treatments 

We also put forward more 
detailed recommendations: 

Diagnosis
 � Setting up pilots to improve 
diagnosis through better 
practice in lab testing and 
using new technology to “flag” 
myeloma symptoms for GPs 

 � Diagnosis funding needs to 
focus not just on common 
cancers but on cancers like 
myeloma where diagnosis is 
most challenging and patients 
can experience the longest 
delays 

Access to treatment and patient 
experience 

 � Access to new treatments 
should be driven by 

international best practice, not 
simply what has gone before in 
the UK 

 � The plan should set out a 
solution to the problem of 
approving novel combination 
treatments which are 
increasingly common in 
myeloma and which have 
proven very challenging when 
being looked at by NICE 

 � Patients and clinicians must 
be fully involved in discussions 
about access to the Cancer 
Drugs Fund 

 � All patients should have 
meaningful contact with a 
cancer nurse specialist with 
a strong understanding of 
myeloma 

Data 

 � Patient data registries should 
be better supported and 
national data systems should 
be able to “speak” to one 
another more effectively

What happens next? 
Throughout late 2018 NHS 
England will continue to meet 
with stakeholders and refine their 
proposals. The Blood Cancer 
Alliance is to meet again with 
senior NHS England officials in 
November when we will again 
make the case for the plan to help 
myeloma patients to live longer 
and with a better quality of life. 
The NHS 10 year plan is expected 
to be published in late 2018. 



MYELOMA

www.myeloma.org.uk20 Autumn 2018

BY ALICE BARON

https://myeloma.org.uk


Infoline: 0800 980 3332 21Autumn 2018

With daratumumab 
(Darzalex®) more widely 
available to myeloma 
patients from the start of 
this year, we take a look at 
this relatively new type of 
drug. 

What are monoclonal 
antibodies?
Antibodies are produced by 
the immune system in response 
to foreign organisms (such as 
bacteria) that enter your body. 
Antibodies recognise proteins, 
called antigens, which are 
found on the surface of these 
organisms. Antibodies attach to 
the antigen, which flags the cell 
for destruction by the immune 
system.

Each antibody recognises only 
one antigen, and so millions of 
antibodies are produced by the 
body to defend against a range 
of foreign organisms.

Monoclonal antibodies are 
a group of antibodies that 
recognise the same cell-surface 
protein (monoclonal meaning all 
one type). 

How are monoclonal 
antibody drugs used to 
treat myeloma?
In addition to recognising 
foreign organisms that may 
potentially harm the body, 
the immune system can also 
recognise and destroy sick or 
faulty body cells. However, 
myeloma cells are able to 
evade detection by the immune 
system through a variety of 
mechanisms. 

Monoclonal antibody drugs are 
engineered in the laboratory 

to recognise antigens specific 
to myeloma cells so that the 
immune system can be directed 
to recognise and kill them (see 
Figure 1). These drugs therefore 
have the potential to help the 
immune system overcome 
some of the evasion techniques 
employed by myeloma cells.

Daratumumab 
The first monoclonal antibody 
drug to be approved for 
use on the NHS is the drug 
daratumumab. Daratumumab 
works by recognising the protein 
CD38 found on the surface of 
myeloma cells.  

Daratumumab is available at 
fourth line only. This means 
patients must have had three 
previous treatments, including at 
least one proteasome inhibitor 
(such as bortezomib (Velcade®)) 
and one immunomodulatory 
drug (such as lenalidomide 
(Revlimid®)), before they can be 
treated with daratumumab. It is 
only available as a monotherapy, 
which means it is given on its 
own and not in combination with 
other drugs. 

The decisions of the health 
technology appraisal bodies 
were based on results from two 
trials – MMY2002 and GEN501 
– in which there was an overall 
response rate of 31%. 

What other monoclonal 
antibody drugs are there?
Although daratumumab is 
currently the only monoclonal 
antibody drug licensed in the 
UK for treating myeloma, there 
are others being investigated 
including:

 � Pembrolizumab (Keytruda®)

 � Elotuzumab (Empliciti®)

 � Silituximab 

 � Isatuximab

 � Durvalumab

 � Nivolumab (Opdivo®)

Research is also being done 
into the use of monoclonal 
antibodies in combination with 
other types of treatment.

Summary
Monoclonal antibody drugs offer 
patients another avenue for 
treating their myeloma. As they 
have a different mechanism of 
action from many of the drugs 
in common use, it is hoped they 
will be particularly effective 
for patients that have become 
refractory to drugs already 
available. 

MONOCLONAL ANTIBODY DRUGS

For the latest  
information on 
clinical trials visit 
the trial finder at 
trials.myeloma.org.uk

©www.myeloma.org.uk design by www.blink.bizFigure: MUK12_mAB-CMYK ©www.myeloma.org.uk design by www.blink.bizFigure: MUK12_mAB-2COL
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NAUSEA AND VOMITING

Unfortunately, nausea and 
vomiting are a common 
occurrence for many 
myeloma patients. There 
are a variety of reasons why 
patients may have these 
side effects and there are 
different ways to manage 
them depending on their 
cause. 

What causes nausea and 
vomiting?
The most common cause 
of nausea and vomiting in 
myeloma is the treatment and 
supportive treatment patients 
receive. Chemotherapy drugs, 
such as cyclophosphamide and 
melphalan in particular, often 
cause these side effects. 

This can be made worse by a 
type of nausea called anticipatory 
nausea. This is where if you have 
been affected by nausea and 
vomiting during treatment before, 
you anticipate that you will 
experience the same symptoms 
again and you then do so. 

In addition, myeloma patients 
may be more prone to other 
causes of nausea and vomiting. 
This includes infections, to which 
myeloma patients are more 
susceptible due to their weakened 
immune system. Severe pain 
or strong emotions like stress, 
anxiety and nervousness can also 
be responsible for nausea and 
vomiting.  

How is nausea and 
vomiting treated?
As with all side effects, you should 
tell your doctor or nurse about 
them as soon as possible so they 
can help you manage them. 

Nausea and vomiting is usually 
treated with anti-emetics (anti-
sickness drugs), for example 
metoclopramide, granisetron 
and ondansetron. If you’ve been 
prescribed these drugs, you 
should take them as directed, 
rather than waiting until you feel 
sick, as they will be more effective 
this way. There are different 
options of anti-emetic available, 
so if you find the one you’ve been 
given isn’t working, speak to your 
healthcare team and they will be 
able to prescribe you something 
else. 

There are other ways of managing 
your nausea and vomiting if 
it’s not a direct side effect of 
your treatment. Treating the 
underlying cause of infection, 
pain or anxiety can alleviate any 
nausea and vomiting it is causing. 
If this is the case, you may be 
given painkillers, antibiotics or 
relaxation aids. 

Remember there are 
lots of drugs your 
doctor can give you 
to help with nausea. If 
one drug doesn’t work, 
then keep asking your 
doctor if something else 
is available.

Self-management 
techniques
Living with frequent nausea and 
vomiting can be wearing and take 
a toll on you, both emotionally 
and physically, and long-term or 
severe vomiting can become a 
more significant problem. 

The most important concern 
with persistent vomiting is 
staying hydrated. Taking small 
sips of liquid rather than large 
mouthfuls will be easier on your 
stomach and you may be more 
likely to keep the liquid down. 
Some patients find fizzy drinks 
that have been allowed to go flat 
are helpful, as are drinks/snacks 
flavoured with ginger or mint. 

A flat glass of Coca-
Cola really helped with 
my husband’s nausea.

Avoid spicy, fatty and acidic food 
which can be harsh on an already 
sensitive stomach. It can help to 
eat little and often, and plain, cold 
or room-temperature foods may 
be more palatable than hot foods. 
High calorie drinks are available if 
you’re not able to eat solid food 
and you can get rehydrating 
solutions from your doctor or 
chemist if your vomiting is severe.

Bear in mind that once your 
nausea and vomiting passes, you 
are likely to associate certain 
things with feeling sick, so it may 
be best to avoid your favourite 
foods to prevent this association.

As well as dietary changes, fresh 
air, aromatherapy and distraction 
techniques can also be helpful.  

Summary
Nausea and vomiting are common 
side effects for myeloma patients 
and can have a variety of causes. 
Seek advice from your doctor or 
nurse and try modifying your diet 
to help you manage.

“

”

“

”
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Studies show carers 
of cancer patients can 
have similar or more 
psychological distress than 
patients, and often carers 
do not feel equipped with 
ways to reduce or cope 
with the stresses of caring.

Causes of stress
There are many aspects of 
caring for a myeloma patient 
that can cause a carer stress. 
From navigating the healthcare 
system and understanding 
complex treatments to 
changing responsibilities and 
high demands on your time 
and energy, caring can cause 
challenges in many areas of life.  

Carers often take on the role 
with minimal preparation 
and the sheer magnitude of 
information and responsibilities 
that they take on can be 
overwhelming. 

It is easy to neglect or downplay 
your own wellbeing when you 
are looking after someone else. 
However, it’s vital that carers 
look after themselves as well as 
the patient. You can’t care for 
someone else if you do not look 
after yourself properly, which is 
an important point that many 
carers often put to one side.

Physical health
Looking after your physical 
health will not only help you 
manage the physical activities 
that are required as a carer, 
but can also put you in a 
better position to manage the 
emotional challenges of caring. 

Staying well and keeping your 
energy levels up is important, 

and eating and sleeping well 
is vital. It can be difficult to do 
so when you’re focussed on 
someone else though – their 
schedule, their appetite and 
their fancies can dictate what 
you do too.

Tiredness can gradually creep 
up on you as a result of your 
caring duties. You may be busy 
with lots of new tasks, many 
of which can be exhausting. 
Try to monitor or make a note 
of when you are most tired 
and ask for help if you feel 
you are becoming exhausted. 
Sometimes others will spot the 
signs of exhaustion before you 
do, so if someone close to you 
voices concerns, listen to them. 
The temptation is to keep going 
for as long as you can, but that 
may lead to making yourself 
ill and unable to look after the 
patient.

Try to exercise regularly and get 
any health concerns checked. 

Emotional health
As a carer, you have to 
deal with a large variety of 
emotions, some of which may 
be unexpected. For example, 
feelings of anger, guilt and 
resentment are very common 
but, because many people feel 
they can’t talk about them, they 
are left feeling alone in their 
experience. 

Avoiding or suppressing your 
emotions is exhausting and 
often unsuccessful in the 
longer term. Acknowledging 
the stresses you’re facing and 
expressing how they are making 
you feel can help you to remain 
resilient. This will give you space 

to take positive steps for your 
emotional health, for example 
spending time on the things you 
can control and influence. 

Sometimes you might feel like 
you’re burdening someone else 
if you open up to them about 
how you’re feeling and the 
day-to-day realities of caring. 
However, the majority of people 
will want to know how you are, 
what’s been going on and how 
they can best help. If you don’t 
have anyone that you feel you 
can talk to, there are channels to 
meet and chat to other carers, 
such as through a Myeloma 
UK Support Group, the PEER 
network and discussion forum. 
More formal help is available in 
the form of counselling. 

If you’re worrying about how 
to cope with something, there 
are a number of organisations 
that are there to help. For 
example, Citizens Advice can 
help with benefits claims and 
legal rights. Myeloma UK is also 
here to support both patients 
and carers. Carers can call our 
Infoline to find out more about 
myeloma, get emotional support 
and practical advice.

Summary
In the midst of the stresses 
that come with caring, carers 
need to look after themselves 
physically and emotionally so 
they're able to continue caring. 
No carer should feel alone in 
their situation, so reach out for 
help from family and friends, 
and support organisations like 
Myeloma UK to help you cope.

LOOKING AFTER YOURSELF  
AS A CARER

HOT TOPICS



www.myeloma.org.uk24 Autumn 2018

myeloma story
Julie McKenna is 50 years old, 
lives in St Helens and is married 
to Brian, who was diagnosed with 
myeloma in 2017. Julie works as a 
teaching assistant. 

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?
We first heard the word 
‘myeloma’ on 4 September 
2017 in an appointment to see a 
shoulder specialist. He was going 
to pin my husband’s biceps into 
place because they had both 
become detached due to the 
heavy and manual job he’s had for 
the past 34 years. The specialist 
examined my husband and then 
looked at the MRI scan that my 
husband had had a few months 
previously. He looked at the 
screen, looked at us, then took 
his pencil from behind his ear 
and threw it on the desk. He said 

“Mr McKenna, you can forget the 
operations on your arms because 
it looks like you have a far more 
serious problem that needs to be 
dealt with.” 

My heart sank as Brian and 
I looked at each other. The 
consultant asked if we had heard 
of myeloma. We both shook 
our heads. “What on earth is 
myeloma?!” I thought to myself.  
The consultant said it was a blood 
cancer. 

All I can remember is feeling 
numb and sick to the stomach. 
Cancer. Brian can’t have cancer. 
Surely he's wrong. 

He showed us the MRI scan of 
Brian’s shoulders and pointed to 
an area that was mottled with 
white specks, saying it should be 
solid and black. He told us that 
myeloma was a cancer which 
has no cure. I sat next to Brian 
and let him do all the talking. 
The shoulder specialist told 
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Brian that he would need some 
more blood tests and to make an 
appointment for 2 weeks’ time. 

He told Brian that even though 
there was no cure there were 
treatments available that could 
control it. Brian joked about 
losing his hair because, even 
though he is bald on top, he has 
had a ponytail all his adult life. 
I cannot even remember the 
consultant’s reply because the 
word cancer was still ringing 
through my head. 

Brian had his blood taken there 
and then. We walked out of the 
hospital and got in the car and 
didn’t speak a word to each other. 
Just before we walked through 
the front door Brian said that we 
should keep it to ourselves before 
we knew for sure. I nodded.

Straight away, unknown to Brian, 
I started researching myeloma. 
To say I was frightened to death 
is an understatement but I kept 
everything to myself. Brian asked 
no questions and I told him 
nothing about what I had read. 
As the days passed by I kept 
saying to Brian that no news is 
good news, well that’s how the 
saying goes at least. I thought 
that Brian would have been called 
back to the hospital sooner if his 
tests showed that he did have 
myeloma. 

Then the day came to go back to 
the hospital. All the way there I 
kept saying that everything was 
going to be OK because they 
would have rung him if he had it. 

We met with the consultant who 
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confirmed that Brian’s blood 
test results showed there was 
a problem and he had already 
sent Brian’s details off to one of 
the best consultants in the field 
and he would be receiving an 
appointment from The Royal 
Liverpool Hospital shortly. Again, 
we left in silence. 

As we got near the car, I threw 
my arms around his neck, kissed 
him and said “don’t worry my 
love, they will sort you out”. Brian 
didn’t speak but as we drove 
home the pair of us had tears 
rolling down our cheeks. Our 
world was now tipped upside 
down and the rollercoaster from 
hell began.

After more tests, biopsies 
and a PET CT scan it was 
confirmed that he definitely had 
myeloma and needed to start 
chemotherapy straight away. In 
the weeks that followed I slowly 
watched my strong, hardworking 
husband who never complained 
about anything fighting for his life 
in a hospital bed.

After just 8 days of treatment 
things went drastically wrong. 
Brian had developed a blood clot 
in a main artery to his bowel as a 
side effect of the treatment. He 
had to have two operations in 
three days. We since found out 
that they lost him twice in the first 
operation. I felt like my world was 
falling apart. We had a 17 year old 
daughter at home who did not 
know if her Dad was going to live 
or die. 

I was living a nightmare and it 
was about to get even worse. 
13 days after his first operation 
Brian suffered a perforated bowel 
with fistula while his 80 year old 
Mum and I were by his side. It was 
extremely traumatic. I won’t go 
into detail but I have seen things 
that you can only imagine. 

My husband remained in hospital 
for 17 weeks and 2 days. In a room 

by himself, unable to eat or drink 
and fed by a PICC line. He had to 
go back into theatre for a third 
time. All this time he was unable 
to have any treatment for his 
myeloma. 

I visited him every single day and 
watched the man I love go from 
14 stone 10 to a mere 11 stone. 
I still don’t know how I did it. 
But I remember a lady from the 
UK Myeloma Support Group on 
Facebook telling me ‘you do it 
because you have to’. 

What adjustments have you had 
to make to your life since his 
diagnosis? Do you see yourself 
as a ‘carer’? 
I have not returned to my job 
yet because at the moment 
I am suffering from reactive 
stress. Brian started his second 
line treatment 6 weeks after 
coming home from hospital. He 
is currently about to commence 
cycle 7. The treatment is working 
and we have been told that he is 
in partial remission. 

We took our wedding vows in 
sickness and in health and I am 
proud to be called his wife and 
carer. To me this means the added 
bonus of caring for the man I love 
and I call him my Miracle Man. 
We have been together for 28 
years and married for 20 next 
year. Brian calls me his angel and 
I tell him what he was told in the 
hospital: ‘he has a phenomenal 
inner strength and a lesser man 
would not have survived’. 

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 do not hide my feelings from 
my husband. He knows my views 
on everything because that’s 
the type of person I am. I wear 
my heart on my sleeve, and 
sometimes I wish I hadn’t said 

something but I don’t think he’d 
want me any other way. 

What has been the hardest thing 
for you to deal with since his 
diagnosis?
The ‘my’eloma is mine too. Once 
you become a carer of someone 
who has myeloma, you cannot 
afford to let your guard down. 
The responsibility is massive, I 
inject my husband twice daily. I 
check his temperature regularly 
and make sure he has all his 
medication at the right time and 
on the right day.

Who or what do you turn to 
when it gets hard? (e.g. hobbies, 
talking to friends, exercise, 
learning more about myeloma?) 
I pushed family and friends 
away because I thought they 
had no idea what they were 
talking about. The people who 
helped me through this whole 
nightmare were my new friends 
from the UK Myeloma Support 
Group on Facebook. They offered 
me advice and kept me going 
through my darkest days. For this, 
both Brian and I would personally 
like to thank them all. 

Has anything positive come out 
of his diagnosis?
Myeloma has made me a stronger 
person both inside and out. I 
never take anything for granted 
anymore, I even enjoy our little 
arguments because at the end of 
the day, I still have my man. 

This past year has changed me 
as a person without a shadow 
of a doubt. I have dealt with 
issues that no training could have 
prepared me for. I will no longer 
sit back and think things in my 
head. If I have something to say I 
say it. 

Not one day passes when I do not 
worry about the future and what 
it has in store, but I take the rough 
with the smooth and try to remain 
positive at all times.
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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  
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 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.

Myeloma UK, 22 Logie Mill, Beaverbank Business Park, Edinburgh EH7 4HG    
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Charity No: SC026116 
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