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Welcome to the Summer 
edition of Myeloma Matters. 

Firstly, we want to start by 
thanking everyone that has 
supported this magazine and 
Myeloma UK over the years. 
Your support enables us to 
provide help to all those affected 
by myeloma and we couldn’t do 
it without you. With this in mind, 
I’m pleased to introduce a new 
section, Supporter Stories, in 
which we will be celebrating the 
fundraising efforts of some of 
our supporters. In this edition, 
we share the story of marathon 
runner Judith Milligan. We 
hope you enjoy reading and 
celebrating others’ fundraising 
efforts with us. 

This edition also includes two 
very different experiences, the 
first from Valerie Brewster who 
shares what it’s been like living 
with myeloma for 18 years, and 
the second from Kerry Baggott 
who explains how life has 
changed since her husband’s 
diagnosis last year. 

We have a focus on carers 
in ‘Spotlight on’, particularly 
highlighting the need for  
self-care, which can often  
be side-lined when caring  
for a patient.

With an increasing number 
of drugs being used to treat 
myeloma long term, many 
patients have been in touch 
to discuss whether this is the 
right option for them. Our hot 
topics unpick what long-term 
treatment is and what patients 
should consider when choosing 
this treatment. We also take 
a look at new technologies 
being investigated in myeloma 
for treatment and to assist 
diagnosis. 

The investigators of the RUDY 
study explain what it is, how it 
will impact myeloma patients 
and how you can get involved. 

I hope you enjoy this edition 
and please don’t hesitate to  
get in touch with feedback  
and suggestions. 

Alice Baron
Myeloma Matters Co-Editor
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Researchers from across Europe 
(France, Germany, Italy, Spain  
and the UK) have collaborated  
on a project to better understand 
how and why myeloma patients 
die. The study aimed to identify 
new ways to improve survival  
rates. The researchers analysed 
the health records of 786  
myeloma patients who died in 
2016. The team found that the 
cause of death was not solely 
due to disease progression 

but often associated with renal 
failure or infection. Early mortality 
(death before or during first-line 
treatment) was associated with 
high-risk cytogenetics, advanced 
disease stage (stage III), poor 
response to treatment and early 
relapse. This study highlighted  
that improvements in both 
myeloma treatments and 
supportive care are needed to 
improve survival rates.

Researchers at King’s College, 
London have recently published 
results from a study evaluating how 
myeloma patients’ health affects 
their overall sense of wellbeing 
(health related quality of life, HR-
QoL). The study, which ran over 8 
months, looked at how myeloma 
patients rated their HR-QoL and 
which factors contributed to a 
decline in HR-QoL. The researchers 
aimed to develop criteria to 
identify patients who could benefit 
from extra support to relieve 
their physical and psychological 
symptoms (palliative care) to 

improve their quality of life. The 
results showed that patients who 
had a higher symptom burden, 
anxiety or pain were more likely to 
have a decline in the HR-QoL over 
the 8 months. This study indicates 
that myeloma patients would 
benefit from improved palliative 
care throughout their illness 
not just towards the end of life. 
Patients who were experiencing a 
high symptom burden or those with 
high levels of anxiety, pain and poor 
physical function were most likely 
to benefit from referral to palliative 
care specialists.

Results from a phase III clinical 
trial evaluating the benefit of 
lenalidomide (Revlimid®) for 
the treatment of smouldering 
myeloma were presented at 
the American Society of Clinical 
Oncology Annual Meeting. The trial 
assessed whether smouldering 
myeloma patients who received 
lenalidomide were less likely 

to progress to active myeloma 
than smouldering myeloma 
patients who were monitored but 
received no treatment. The results 
showed that 91% of patients who 
received lenalidomide treatment 
were progression free at 3 years 
compared to 66% of patients who 
received no treatment. 

Overall, treatment with 
lenalidomide reduced the risk of 
progression to active myeloma 
by 72%. These results provide 
additional evidence to support the 
treatment of smouldering myeloma 
patients at diagnosis rather than 
waiting for signs of progression 
to active myeloma before starting 
treatment.

Lenalidomide delays progression of  
smouldering myeloma to active myeloma

Understanding the causes  
of mortality in myeloma

Results from a phase I clinical 
trial evaluating the CAR-T cell 
therapy bb2121 for the treatment 
of relapsed/refractory myeloma 
patients have been published. 
The trial looked at the safety 
and effectiveness of bb2121 in 
33 heavily pre-treated myeloma 
patients. The results showed 
that bb2121 was effective with 
85% of patients responding to 
the treatment. All 33 patients 
experienced an adverse event 
due to the treatment. However, 
the toxic effects were considered 
manageable. Although these 
results are promising, further 
research is required to better 
understand the safety and efficacy 
of this treatment. As a result, 
Celgene and Bluebird bio, who 
are developing the treatment, 
continue to investigate bb2121 
in myeloma through phase II and 
phase III clinical trials. This includes 
a phase II trial assessing the safety 
and effectiveness of bb2121 in 
relapsed/refractory and high 
risk myeloma patients which is 
currently recruiting in the UK. 

CAR-T cell therapy 
bb2121 continues 
to show promise 
for the treatment of 
relapsed/refractory 
myeloma

Symptom burden and anxiety level  
associated with declining quality of  
life of myeloma patients

MYELOMASCOPE



My name is Valerie Brewster and  
I live in Basildon with my husband 
Steve, Tia (our border collie) and 
Amber (our tortoiseshell cat).  
We have one son, Paul, who lives 
with his partner and two children.  
I am now 65 years old and have 
been living with myeloma since my 
diagnosis in February 2001 at the 
age of 46.

At the beginning of 2001, life was 
busy. I was a Personal Assistant at  
a Marine Assurer in London, running 
a home, commuting daily to London 
and looking after our son, Paul, as 
he was still at home at that time. 
At the end of 2000, I had been out 
to Winnipeg, Canada, to attend my 
niece’s wedding. During my trip,  
I had extreme back pain, but put  
this down to the amount of walking  
I had undertaken. In December  
2000, I twisted my ankle walking  
over a motorbike security chain.  
The back pain increased as a result 
and I experienced pain in my pelvic 
area. Again, I put this down to my  
ankle injury.

During January 2001, I had to attend 
a company medical – this was offered 
to all staff over the age of 40. By this 
time, the pain in my back and pelvis 
was causing me some difficulties.  
I also noticed I had a very sore 
sternum and I was getting out of 
breath. The company doctor arranged 
for me to see a gastroenterology 
consultant. I had blood tests, X-rays, 
an ultrasound and endoscopy.  
The results showed that I had an 

inflamed oesophagus and my blood 
tests were not good. The consultant  
I met, Dr Ray Shidrawi, had read a small 
item in a medical journal regarding 
myeloma and sent me for more tests. 

Eventually, all the tests results were 
available. I will never forget the day  
Dr Shidrawi gave me the diagnosis.  
Even though his first child had just 
been born, he made the time to see 
me and arrange a consult with a 
haematologist at Barts Hospital.

I think the hardest part 
was telling our son

The diagnosis blew the wind out 
of our sails. If I had been told I had 
breast cancer that would not have 
been a shock. My sister and mother 
died from breast cancer and most 
of my female family members were 
being monitored. I had lost two 
maternal cousins to ovarian cancer 
and I was taking part in a tamoxifen 
trial at Barts.

I think the hardest part was telling  
our son, Paul. He had recently lost 
both his grandparents. Steve had  
only heard the word “incurable”.  
As for myself, I was more worried 
about how our friends and family 
were going to cope with this news. 

I carried on commuting to my job in 
London. I really did struggle and it 
was my consultant who said enough 
is enough, now it is all about you.  

I found this hard to do. Worrying 
about everyone stopped me from 
thinking about the diagnosis and 
made it easier for me, or so I thought.

I had my first bone marrow biopsy 
and boy, was that an experience. It's 
not something you would know about 
until you get a diagnosis. More blood 
tests, scans and a 24-hour urine test 
followed. Trying to disguise a urine 
sample container whilst travelling 
on a train to London was really a 
mission. Whilst waiting for the results, 
I underwent radiotherapy on my pelvic 
area. I now have four tattoos, likely to 
be the only ones I will ever have.

In February 2001, I had a Hickman® 
line fitted and was treated with 
VAD (vincristine, doxorubicin and 
dexamethasone). My husband, Steve 
was shown how to clean the lines too. 
I went home fitted with an automatic 
pump that administered the chemo 
over two days. About three days later, 
I was admitted to Basildon Hospital, 
as my neck and chest were red and 
tender. X-rays to ensure the Hickman 
line was OK and more blood tests 
followed. Everything was fine and 
I was allowed to go home, but I did 
feel tired. After careful consideration, 
I took the decision not to have my 
treatment at Barts. Instead, I chose to 
be treated at the Basildon under the 
care of Dr Paul Cervi, who is still my 
consultant. In fact, when he moved to 
Southend Hospital, I went with him.

At that point, it really hit me. I missed 
travelling to London and my work 
friends, although not so much my 
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job! I was going to have to start a 
whole new way of living and that felt 
overwhelming and emotional. 

It was hard for Steve and Paul, as  
I wanted everything in order.  
All those jobs that were waiting to be 
done had to be done NOW. I cleared 
out cupboards and drawers and a lot 
of stuff went to charity shops or the 
municipal tip. It was a case of ‘do not 
stand in one place for too long or you 
would end up in a black sack!!’

I had four cycles of VAD. The  
dexamethasone dosage was 
decreased, as I found it intolerable. 

Looking back, I did not have any 
issues and even managed to attend 
Paul’s graduation at that time. 
Naturally, I felt very tired and unwell, 
but overall, I was OK. In August 
of that year, I had my stem cells 
harvested and they managed  
to collect enough for two transplants. 

In September 2001, I underwent an 
autologous stem cell transplant at 
University College Hospital (UCH), 
London, under the care of Prof 
Anthony Goldstone. Dr Cervi had 
worked under Prof Goldstone for 
several years at UCH so there were 
good relationships all round. 

I was in hospital for about 15 days 
and all I can remember was the 
laughing. My best friend, Jaddie 
visited on the days Steve could 
not – he was working, and Paul was 
at home. Jaddie was a tonic, even 
when I felt sick and tired. We always 
managed to find something to laugh 
about. We have been friends since 
1970 and our sense of humour takes 
some getting used to.

100 days later, I saw Prof Goldstone 
and was told that my myeloma 
was undetectable, and I was put 
on daily injections of Interferon for 
maintenance. I suffered for a few 
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months and found it intolerable. I was 
subsequently withdrawn from that 
treatment. Life carried on, out with 
family and friends, with weekends at 
our static caravan in Mersea Island. 
The highlight came in August 2002 
when we went back to Canada to see 
the family and our new great-nephew.

I relapsed in October 2003 and 
decided to put a second SCT on the 
backburner and try other treatments. 
There were now more choices 
with Velcade® (bortezomib) being 
introduced as a treatment option. 
My first treatment option at that 
time was Z-Dex, Zavedos (Idarubicin) 
and dexamethasone. This kept the 
beast at bay until May 2005, when I 
started Velcade. I did not have a very 
good experience with Velcade and 
suffered panic attacks. 

I relapsed again in 2007 and began 
thalidomide and dexamethasone  
and had a good partial remission 
from that option. In September 2008,  
I went ahead with a second SCT 

using stem cells harvested in 2001. 
Again, I had no serious issues and 
was only in hospital for about 12 
days. Then it was home to recuperate 
and build up my strength. My dogs 
were a great help and the walks 
we took became longer each day. 
The walks also helped my appetite. 

I am now a more patient 
person and have 
learnt worrying does 
not change anything.

I have been in remission for just over 
10 years, with the help of 50mgs 
of thalidomide taken on alternate 
days. I do suffer with severe muscle 
cramps and back pain in the 
thoracic area, but I still get out and 
walk our border collie, if somewhat 
more slowly. Weekends away at 
Mersea Island and holidays with 

the grandchildren have continued. 
Whilst being the bloody-minded (or 
should I say pedantic) person I am, 
where I do not always do as I am told, 
I am fully aware of my limitations. I 
have two gorgeous grandchildren 
that I did not think I would ever 
see at the start of my journey. I am 
blessed and life is so different. I am 
now a more patient person and have 
learnt that worrying does not change 
anything.

We have visited some wonderful 
places including the Hawaii Islands, 
Caribbean, Las Vegas, San Francisco, 
Canada, Canary Islands, and Venice, 
all of which were on my bucket list, 
and travelled around the UK. 

There were only a couple of 
treatments available back in 2001, 
but here I am in 2019 and there are 
more treatments for myeloma and a 
better understanding of this cancer. 
I pray a cure for myeloma is not too 
far off in the future.

MY LIFE WITH MYELOMA
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SPOTLIGHT  
ON CARERS
“Mostly, it is about being there with my partner. 
She is scared by the whole process and I offer 
her a source of strength, a sounding board and 
somebody to bounce against.”
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The word ‘carer’ can 
bring mixed reactions, 
and indeed 74% of those 
who provide care and 
support to a relative or 
friend with myeloma do 
not see themselves as  
a ‘carer’. 

Despite the considerable ‘caring’ 
roles performed by relatives and 
friends, only a minority use the term 
‘carer’ to describe what they do. 

Many of those who do not identify 
with the term think of a ‘carer’ as 
someone who only provides physical 
care. Others believe what they do is 
a natural part of being a partner or 
other relative. 

Caring and supporting someone with 
myeloma isn’t easy. Carers are living 
the highs and lows with the patients, 
while often sweeping their own needs 
and wants under the carpet. This can 
lead to exhaustion and repressed 
emotions, and, while many don’t like 
to voice it, feelings of anger, guilt and 
resentment. These emotions are a 
normal part of caring for someone 
and shouldn’t be ignored.

It’s important that those caring for 
a myeloma patient take time to 
understand the role they have and 
the impact it is having on them. In 
this ‘Spotlight on’, we explore the role 
of carers as told through their own 
words, the impact caring can have 
and some practical tips to help make 
caring a little easier. We hope this will 
prompt some conversations and help 
carers to look after themselves too.

Many of the statistics and quotes  
are taken from the Myeloma UK 
research report ‘A life in limbo’, which 
is available on our website. Carers 
can also find out more information  
in the ‘Infopack for carers of myeloma 
patients’. 

INTRODUCTION  
CARERS

SPOTLIGHT ON



52%

#2
Accompanying to 
appointments

#3
Running  
errands

#4
Sourcing  
information

#5
Household  
chores

of carers provide emotional support to their 
relative or friend with myeloma. 
For many carers, the emotional support they 
provide is to help the patient through periods 
of anxiety, frustration and changes in mood 
associated with treatment side effects. 

of all carers find emotional support the 
hardest type of support to provide. 
As well as being the most common form of 
support carers provide, the carers in our survey 
indicated that emotional support is by far the 
hardest to give.

#1
Emotional  
support
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Top  
elements 
of care 
provided

THE IMPACT  
OF CARING 

98%

of carers feel they always have to be 
positive. 
Many carers said they feel they always need 
to be positive around the patient. However, 
some carers said that striving to do this has a 
considerable strain on them. Others said they 
feel guilty when they are not able to maintain 
that positivity and that this feeling of guilt can 
cause additional stress and anxiety. 

of carers always put the needs of their 
relative or friend with myeloma before  
their own. 
An overwhelming majority of carers said they 
put the needs of their relative or friend before 
their own. 89% of female carers felt this way 
compared to 69% of male carers. Those who 
had been caring for less than a year were 
slightly more likely to agree with this (92%) 
than those who had been caring for more than 
a year (82%). Some carers explained that 
putting their or other family members’ needs 
on hold could cause tension and stress in the 
family, particularly where the lives of dependent 
children were affected. 

84%

89%

SPOTLIGHT ON
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Carer perspective

The perspective and attitude 
towards it that I have in front of 
him and away from him are two 
totally different things.

I think the more you 
understand, the easier 
it is to cope with it.

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.

Sometimes it’s tiring. 
Sometimes I feel sad. 
Sometimes I think about 
all the hours I have spent 
at the hospital and how  
I might have used that 
time otherwise.

It’s perfectly normal 
to have bad days and 
there’d probably be 
something quite wrong 
with me if I didn’t, but that 
doesn’t stop me feeling 
guilty for it though.

I feel angry that I’m not going to get 
the future I wanted, but the hardest 
thing to feel is how my life at the 
moment is in limbo.

What I need is 
people around me 
to laugh with about 
normal stuff.

The main thing we’ve  
found is just to carry on.  
I know things have changed 
a lot and things will perhaps 
even change more, but as 
far as the cancer goes, it’s 
just living with it. Not dying  
from it, living with it.

SPOTLIGHT ON
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Practical tips

58% of carers often feel they have nobody to talk to.  
It’s vital to express how you’re feeling, what your needs  
are and how others can help you. 
The person you’re caring for may not realise how much you’re doing and 
the toll that it can take. Talk to them and try to find solutions that work for 
the both of you. It can also help to talk to others, either carers in a similar 
situation or friends and family who can support you. You can also talk to 
your/the patient’s healthcare team to find out any information you need and 
whether there are any support services available to you. Don’t forget, the 
Myeloma Infoline is also available to carers as well as patients. 

Talk

It’s normal not to feel positive all the time  
and to need some time for yourself. 
Try not to feel guilty about looking after yourself or for feeling 
the way you do. It’s important to take care of your own needs; 
looking after yourself can prevent you from burning out and not 
being able to look after anyone else. Take time to process your 
emotions and ask for help if you need it.

Don’t feel guilty

Accepting what you can and can’t change can  
make a big difference to your stress levels.
It may help to think about what is causing you stress and what 
actions you can take to alleviate it. Planning ways to tackle 
certain challenges before they arise can help you feel more in 
control. Organise ‘you time’ regularly and a support schedule if 
necessary. Find out what benefits you may be eligible for and 
whether you’re entitled to use any local support services to get 
all the help you need. 

Accept, plan and organise

Everyone needs a support network and this  
applies to those doing the supporting too. 
Try to take time to see friends and family and share how you feel. 
Talking to them about your own needs and asking for support 
can help them feel more included and useful. You might also 
find it helpful to attend a Support Group, where you can talk with 
carers in a similar situation. 

Find people to support you

SPOTLIGHT ON
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RESEARCH  
FOCUS
RUDY Study 
BY ALISON TURNER

Project Co-Ordinator, RUDY Study
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RUDY is a study in rare diseases. 
The study is co-ordinated by 
research teams from many 
hospitals across the UK, 
including the University of 
Oxford, and aims to transform 
clinical care for participants 
through patient driven research.

What is RUDY?
The RUDY study started in 2014  
and aims to understand more 
about all aspects of rare diseases, 
including myeloma, from the 
patients’ perspective and make 
visible what it is like to live with a 
rare disease. This information will 
help to improve clinical care and 
develop new tests and treatments 
for these diseases. 

The study became a reality thanks 
to a very talented and dedicated 
team who wanted to see the idea 
not only come to life, but to thrive.

How are patients involved 
in the study design? 
We approached many different 
patient groups, clinicians, doctors 
and researchers to form a group 
of people who could advise and 
comment on the work we were 
developing. 

To understand more 
about all aspects of 
rare disease… from the 
patients’ perspective. 

We work with many patient groups 
in the UK and they have been 
very important in setting up the 
RUDY patient forum. This forum is 
at the heart of the study and our 
patient group has suggested many 
of the things we now include in 
RUDY. From the start of RUDY, the 
patient forum helped design the 
information sheets and consent 
forms, and several of the members 
of the group have been there every 
step of the way; they feel very 
passionate about the study. 

All those who join RUDY are invited 
to join the patient forum group. We 

are lucky to have a wide range of 
people on the patient forum, all of 
whom have experience of living with 
or caring for someone with a rare 
disease.

We also have bi-monthly skype 
meetings where we talk through  
latest ideas for the study and over  
20 people belong to this group.  
A different subset of the patient forum 
skype in each time which adds to the 
variety of the expertise. After all, the 
person who knows the rare disease 
best is the person who lives with it. 
Within the patient forum there is a mix 
of men and women, participants with 
different rare diseases and one or two 
parents, so we have a great mix of 
skills and everyone has something  
valuable to add. 

All the committees within RUDY have 
a patient representative on them and 
the patient group also tests every new 
feature on the website. We also work 
closely with several charities who 
have helped recruit for us.

Who can take part?
The target group started out as 
participants with a rare disease of 
the bones, joints or blood vessels 
within the UK but this was expanded 
to include all those with a rare 
disease occurring in less than 1 in 
2000 people. Myeloma fits into this 
category. 

So far, we have 270 participants 
registered in RUDY with myeloma. 
There is no limit to the number of 
participants we can accommodate 
as the study is conducted online and 
so is not restricted to clinic visits or 
hospital appointments. 

Following on from comments from 
our patient forum group, we decided 
to expand the recruitment to include 
relatives and family members to try 
to understand the wider effect rare 
diseases can have. 

At the moment, we can only include 
people within the UK, although we are 
looking at the logistics of expanding 
this to include other countries. 

We are recruiting as many participants 
to this study as possible because of 
the rare nature of these diseases.

What do participants  
have to do?
Participants of RUDY are asked  
to complete online forms every  
6 months. We only use questionnaires 
that patients can complete 
themselves, so there is no need for 
a clinician or doctor to complete 
any information on behalf of the 
participant. 

From this information, we can then 
describe in detail how different rare 
diseases affect patients’ quality of life, 
quality of sleep, level and type of pain, 
tiredness, as well as other aspects of 
their lives. 

We have separate questionnaires for 
children. 

Make visible what it is like 
to live with a rare disease. 

We also collect information on 
surgeries, transplants, treatments  
and fractures, medications taken and 
how long it took to get a diagnosis. 

We are planning to introduce some 
more questionnaires over the coming 
months. Currently, the web developers 
are building more content to include 
other information, such as the cost of 
living a rare disease. 

We value any information given, no 
matter how small. We have designed 
RUDY to be flexible so you are in 
control of how much you want to 
contribute to the project. The more 
information you give, the better we 
will be able to answer important 
questions about rare diseases.

Why join the study?
We need as many people to complete 
these questionnaires as possible  
as every person’s information counts.  
It’s really important to have more 
people with any stage of myeloma join  
this research study so we can study 
the impact of myeloma at the different 
stages of treatment, from diagnosis 
onwards. 

By joining RUDY, people become part 
of a national group of participants 
with rare disorders. From this 

RESEARCH FOCUS
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group of participants with a rare 
disorder, we can measure how 
the disease changes over time, 
its effect on the quality of life of 
patients and identify different patient 
groups within each rare diagnosis.

After all, the person who 
knows the rare disease 
best is the person who 
lives with it. 

It also allows researchers from 
different hospitals to get in touch with 
participants who have indicated they 
are happy to be contacted regarding 
other studies. 

RUDY ensures all data is collected and 
stored securely and no identifiable 
information is given to researchers.

We have made a special effort to 
ensure it is as easy and safe as 
possible to join the study and take 
part. As well as helping researchers 
develop new tests and treatments for 
myeloma in the future, the information 
entered into RUDY is also available 
for participants to use as part of 
their personal record, so they get an 
immediate benefit from taking part in 
the study. 

The main funding for the study comes 
of the National Institute of Health 
Research Oxford Biomedical Research 
Centre. This is a government based 
funding pathway that recognises  
early phase research. 

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

THE KEY 
POINTS
By participating in the RUDY 
study, you will be helping to 
advance the understanding 
of myeloma.

The RUDY study is open to 
anyone with a rare disorder, 
including myeloma, as well as 
their blood relatives.

The study is entirely 
online, so there’s no need 
for extra clinic or hospital 
appointments.

Participants will be asked to 
fill in questionnaires about 
the effect their rare disorder 
has had on them.

This will help researchers 
develop new tests and 
treatments in future.

Participants can use the 
information they provide as 
their own personal record. 

You can sign up at  
www.rudystudy.org 

The team: Alison (Project Co-ordinator), Kassim (Project Lead),  
Nathanael (Project Programmer) and Joe (Project Developer).

Find out more about the study by 
visiting www.rudystudy.org

If you have any further questions  
do get in touch with us at  
rudy@ndorms.ox.ac.uk

RESEARCH FOCUS



POLICY BRIEFING

Infoline: 0800 980 3332 17Summer 2019

ACCESS TO TREATMENTS  
ACROSS THE UK

BY MICHAEL MOORE

Different systems for approving 
treatments affect how quickly 
new myeloma treatments 
become available across the 
UK. Recent treatment approvals 
have seen access become 
more consistent between the 
four nations, but it is still not 
guaranteed for some current 
treatments and for new 
emerging drugs. 

Why can’t all myeloma patients 
in the UK access the same 
treatments?
Before a new myeloma drug or 
combination can be considered 
for used in the NHS, it must receive 
a European license. Healthcare 
professionals can then prescribe the 
treatment to patients for whom it is 
considered safe and effective, based 
on data from clinical trials.

The company which manufactures 
the new drug must then submit it for 
UK drug appraisal bodies to decide 
whether it should be used in the 
NHS. These decisions are based not 
just on whether the drug is clinically 
effective but also whether it is cost 
effective. This means asking whether 
it is a good use of NHS resources 
compared to the treatments  
already available. 

Two bodies are mainly responsible 
for carrying out assessments: the 
National Institute for Health and Care 
Excellence (NICE) and the Scottish 
Medicines Consortium (SMC).

Decisions by the SMC only apply in 
Scotland, while recommendations 
from NICE apply in England but are 
now also adopted in Wales and 
Northern Ireland.

Alongside issues around how 
soon a new drug is submitted and 
assessed, differences between the 
recommendations made by NICE 
and the SMC can lead to variation in 
the treatment options available to 
patients in different locations.

Is access becoming more equal 
across the UK?
During the past year, some very 
welcome developments have seen 
variation in access to myeloma 
treatments across the UK drop 
significantly, though not entirely.

Last September, the Department 
of Health in Northern Ireland 
announced that it would fund all 
treatments available through the 
Cancer Drugs Fund (CDF) in England. 
This has led to the introduction of 
three treatment options in Northern 
Ireland, including daratumumab 
(Darzalex®) monotherapy at fourth 
line, which had been available 
everywhere else in the UK.

The second treatment to be made 
available is the combination 
of ixazomib (Ninlaro®) with 
lenalidomide (Revlimid®) and 
dexamethasone. For over a year 
it has been available to patients 
in England and Wales who have 
already had two or three prior 
treatments. However, ixazomib is 
not recommended for use in NHS 

Scotland because the company has 
not made a submission to the SMC.

Daratumumab with bortezomib 
(Velcade®) and dexamethasone 
is the latest of the three myeloma 
treatments to be made available 
in Northern Ireland. It is used for 
patients at first relapse and currently 
it is available across the UK, having 
just been approved by the SMC for 
use in Scotland.

In May 2019, NICE approved 
the use of lenalidomide and 
dexamethasone for two groups 
of patients. The combination is 
now available for newly diagnosed 
patients who are not eligible for 
stem cell transplant and cannot take 
thalidomide, as well as for those 
at second line who have received 
bortezomib. As well as addressing 
unmet need for these patient groups, 
the new guidance brings UK-wide 
access to this combination in line 
with Scotland, where patients have 
had access for several years.

Myeloma UK will continue to 
pursue equal access for patients as 
potential new myeloma drugs and 
combinations are being trialled. It 
is vital that decisions for individual 
treatments consider the whole 
treatment pathway and reduce any 
unmet need across the UK. We work 
closely with patients, industry, drug 
approval bodies and the NHS to help 
ensure patients receive the best 
available treatments at every stage of 
the myeloma pathway.
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Many myeloma treatments are 
now intended to be used long 
term, rather than for a fixed 
number of treatment cycles. 
Read on to find out why this is 
done, which drug treatments 
are given long term, and the 
significance for patients. 

What is long-term treatment 
and why is it given?
Typically, myeloma treatments 
are given over a set number of 
weeks in patterns known as cycles 
and then stopped after a certain 
number of cycles. By contrast, 
long-term treatment (or “treat 
to progression”) is designed to 
continue even after you reach 
remission or plateau and until 
your myeloma starts coming back 
(called disease progression), or 
until side effects become too 
problematic. This means that there 
are no breaks in treatment, and 
treatment is continuous. 

The aim is to keep on top of the 
myeloma for as long as possible  
and produce a longer remission. 

It is generally newer drugs, used 
after relapse, which are given in 
this way: lenalidomide (Revlimid®), 
ixazomib (Ninlaro®), carfilzomib 
(Kyprolis®) and daratumumab 
(Darzalex®). These drugs are often 
better tolerated than drugs such 
as thalidomide and bortezomib 
(Velcade®), where side effects (such 
as peripheral neuropathy) could be 
a significant issue with long-term 
treatment. These newer drugs have 
generally been given longer term in 
clinical trials, so evidence on longer-
term tolerability and effectiveness 
has been built up. 

Although you may be on long-
term treatment with one drug, 
other drugs in your combination 
treatment may only be given for a 
fixed number of cycles. For example, 
if you are receiving daratumumab, 
bortezomib and dexamethasone, 
bortezomib is normally stopped 
after 8 treatment cycles while the 
other two drugs are continued. 

What are the implications 
of long-term treatment for 
patients?
Deciding whether to have long-term 
treatment can bring up a mixture 
of reactions, as you consider not 
having a treatment-free remission 
period. There are a number 
of implications to think about, 
particularly how it might affect you 
physically and mentally. 

Long-term treatment will have 
practical implications on your  
day-to-day life. Long-term treatment 
by infusion (e.g. daratumumab or 
carfilzomib), in particular, will affect 
your activities, work, and trips away, 
as you will have to visit the hospital 
regularly to receive your infusions. 
However, it is worth noting that the 
infusions will usually become less 
frequent over time, and if you are 
planning a trip away from home, 
it may be possible to adjust your 
dosing day. 

There is also the possibility of side 
effects affecting your quality of life, 
but your healthcare team will do 
what they can do minimise these. 

It can be daunting to face an 
unknown length of treatment, but, 
on the other hand, many other 
health conditions are managed this 
way and you may feel positive that 
your treatment is continuing for 
longer and you will be seeing your 
healthcare team more often. 

It’s important to weigh up the effect 
long-term treatment may have on 
your mental wellbeing, as it may 
keep myeloma at the forefront of 
your mind. However, many patients 
find it just becomes part of their 
“new normal”. 

Every myeloma patient is individual, 
and the decision to treat longer 
term will be made jointly between 
you and your doctor. 

Summary
Long-term treatment (or “treatment 
to progression”) is designed to 
be continued once a patient is 
in remission, until their myeloma 
starts coming back or until side 
effects mean it needs to be 
stopped. The aim is to keep the 
myeloma under control for as 
long as possible. The decision to 
continue treatment long term is an 
individual one and will have some 
practical implications.

LONG-TERM TREATMENT IN MYELOMA
BY JILL WILLIAMS

What you can do to help you 
decide whether long-term 
treatment is for you.

Get informed:

   Speak to your healthcare 
team who can advise you 
on your individual situation

   Read information from 
Myeloma UK 

   Call the Myeloma Infoline 
on 0800 980 3332

Talk to others about their 
experience:

   Join the Discussion Forum 
on our website

   Link up with your local 
Myeloma Support Group

HOT TOPICS
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USING TECHNOLOGY  
TO IMPROVE DIAGNOSIS

BY HANNAH PARKIN

Early diagnosis is critical in 
ensuring some of the most 
severe complications of myeloma 
are avoided. However, myeloma 
can be difficult to spot in primary 
care because symptoms are 
often vague, and pressures on 
NHS time and resource puts 
strain on secondary care tasks 
needed for diagnosis. 
Technology is increasingly being used  
to help doctors diagnose cancer, and 
last year, the Prime Minister pledged 
significant funding to develop 
Artificial Intelligence (AI) in the NHS, 
with an aim to prevent over 20,000 
cancer-related deaths each year by 
2033.

While of course no machine will 
ever replace doctors and nurses, it 
is important that we consider how 
we can use modern technology to 
complement clinical judgements 
and enhance accurate and timely 
diagnosis of cancers, including 
myeloma. 

Automatic flagging  
to help GPs 
One approach taken to improve early 
diagnosis is the development of 
computer tools for GPs. These tools  
automatically flag the patients most 
at risk of developing cancer. This 
would prompt follow-up and specific 
investigations. 

These are called ‘clinical prediction 
tools’, and they use information from 
patients who have been previously 
diagnosed with cancer to predict 
which patients are most at risk of 
developing it. 

A team at Oxford University are in the 
early stages of developing such a tool 
for myeloma. They have identified 

that there are changes in the blood 
that might be detectable up to two 
years before myeloma is diagnosed.  
If someone then presents with 
possible symptoms of myeloma,  
such as back or bone pain, this tool 
would trigger an alert to the GP for 
possible myeloma based on the 
patient’s blood trends and symptoms. 

Similar electronic trigger-based 
interventions have already been 
shown to be successful for the 
earlier detection of other cancers, 
such as colorectal and prostate. 
Dr Constantinos Koshiaris, who 
has been working on the tool for 
myeloma, says:

“We have developed a diagnostic 
tool that combines patient 
characteristics, symptoms and 
blood tests results that can 
identify patients at a higher risk of 
developing myeloma in the next 
two years. This has the potential to 
be incorporated into laboratories 
or electronic systems, although 
more research and work is required 
before they get implemented.”

AI in imaging for myeloma
AI refers to the development of 
machines that are able to perform 
tasks independently and learn from 
experience. In cancer recognition, 
this first requires the machine to 
understand the difference between 
normal and abnormal results. 
It will then develop better ways 
to distinguish between the two, 
eventually being able to quickly 
identify and flag to the doctor those 
that require treatment. 

Whole-body Magnetic Resonance 
Imaging (WB-MRI) is increasingly 
the imaging method of choice 
for the diagnosis and monitoring 
of myeloma, as it provides a 

thorough way of spotting bone 
lesions wherever they are in the 
body. However, searching for these 
abnormalities over such a large area 
and in an environment of tightened 
staff resource and increased test 
requests means radiologists are 
facing a lot of pressure when trying to 
diagnose patients in a timely manner. 

Researchers and doctors are 
exploring AI to help look for myeloma 
in these scans. In a study called 
MALIMAR (Machine Learning 
in Myeloma Response), a team 
at Imperial College London are 
training computers to recognise 
the difference between a healthy 
skeleton and one with myeloma.  
They will then determine whether 
doctors’ interpretations agree with,  
or are improved by, the results of 
the AI tool. Additionally, they hope 
the tool will be able to quantify the 
burden of disease. 

The hope is that this study will show 
WB-MRI is a sustainable use of 
NHS resource once radiologists are 
assisted by computers to analyse the 
results. 

Significance for  
myeloma patients 
By training computers and 
developing tools to work quickly, 
accurately and automatically, 
healthcare professionals can have 
the support and confidence required 
to diagnose and treat myeloma 
in a timely manner and before 
complications arise. These studies 
are still in relatively early stages, but 
it is exciting to know that myeloma 
is being included in such promising, 
innovative research.

BI-SPECIFIC T CELL  
ENGAGERS

BY CAROLINE DONOGHUE

HOT TOPICS
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USING TECHNOLOGY  
TO IMPROVE DIAGNOSIS

BY HANNAH PARKIN

BI-SPECIFIC T CELL  
ENGAGERS

BY CAROLINE DONOGHUE

HOT TOPICS

Treatments that work with a 
patient’s own immune system 
have become much more 
common in myeloma. Here, we 
find out more about a new kind 
of immunotherapy, Bi-specific  
T cell engagers (BiTEs®).

What are BiTEs? 
BiTEs are a new type of drug  
currently being investigated for 
the treatment of cancer. They work 
by helping the immune system 
recognise and kill cancer cells.

They are designed to form a bridge 
between cancer cells and immune 
cells (T cells) so the cancer cells 
are more likely to be killed by the 
immune system.

BiTEs are made up of two targeting 
proteins (receptors). One receptor 
finds and locks on to antigens on the 
surface of cancer cells and the other 
receptor locks on to proteins on the 
surface of T cells. 

How do BiTEs kill  
myeloma cells?
1.  Locks on to the myeloma cell 

Protein receptor A locks on to 
the antigens on the myeloma 
cell surface (BCMA). This signals 
to the immune system that the 
myeloma is harmful and flags it 
for destruction.

 

 

 

 

 

 

 

 

 

2. Locks on to the T cell 
Protein receptor B locks on to 

antigens (CD3) on the T cell 

surface. The T cell becomes 

activated and ready to kill 

harmful cells. 

3. Forming a bridge between the 
myeloma cell and the T cell 
The BiTE is fully active. The T cell 

recognises the myeloma cell, is 

activated and starts to kill the 

myeloma cell.

What BiTEs are being 
investigated for the 
treatment of myeloma?
The first BiTE to be investigated 

for the treatment of myeloma is 

AMG-420. The results from a phase 

I clinical trial were presented at the 

24th Congress of the European 

Haematology Association. 

So far, the trial has looked at  

the safety and effectiveness of 

AMG-420 in 48 heavily pre-treated 

myeloma patients. The results 

showed that AMG-420 was  

effective, with 70% of patients 

responding to the treatment. 

The toxic effects of AMG-420  
were considered manageable.  
This trial is still ongoing with new 
patients being recruited.

AMG-701 is another BiTE currently 
being investigated in a phase  
I clinical trial for the treatment of 
relapsed/refractory myeloma. 
However, no results have been 
released yet. It is hoped AMG-701 
will deliver a longer duration of 
response compared to AMG-420. 

Are BiTEs being 
investigated for the 
treatment of any other 
cancers?
There are also a wide range of BiTEs 
being investigated to treat other 
cancers, such as:

 � BLINCYTO® is in phase II clinical 
trials for the treatment of diffuse 
large B-cell lymphoma

 � AMG-562 is in phase I trials for 
the treatment of non-Hodgkin’s 
lymphoma

 � AMG-160 and AMG-212 are in 
phase I trials for the treatment  
of prostate cancer

 � AMG-330, AMG-673 and  
AMG-427 are in phase I trials  
for the treatment of acute  
myeloid leukemia

Summary
BiTEs are an exciting new type of 
immunotherapy that is showing 
promise for the treatment of various 
cancers, including myeloma. Like 
monoclonal antibodies, BiTEs 
recognise antigens on the surface of 
myeloma cells and help the immune 
system kill myeloma cells. 

BiTE
(bi-specific T cell engager)

Protein 
receptor B 
locks onto 
proteins on 
the surface of 
immune cells 
(T cells).

Protein 
receptor A 
locks onto 
proteins on 
the surface 
of cancer 
cells.

BiTE forming a 
link between the 
myeloma cell
and the T cell by 
locking onto the 
cell surface 
proteins.
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proteins
on the cell
surface

proteins
on the cell
surface
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myeloma story
We know that myeloma is a 
life changer, but for this young 
family it meant a complete 
change, seeing them leave the 
sand dunes of the desert to 
now building sand castles in 
Bournemouth. Kerry Baggott, 
47, tells us what happened when 
her husband, Jeremy, 48, was 
diagnosed in March 2018.

When Jeremy was finally diagnosed 
with blood cancer, I felt that I was too. 
Initially, we were in complete shock. 
Jeremy was in a bad way. He’d been 
walking around with several ‘fractured’ 
ribs, a fractured collar bone and 
the bone in his upper right arm had 
completely ‘disintegrated’. 

The initial battle was to get his 
calcium levels down to a safe level  
so he could have an operation to  
fit a metal rod into his arm. It was  
panic stations.

The situation was a little different for 
us because we were living in Dubai. 
We’d been in the Middle East for  
11 years, having brought up our two 
daughters there, Charlotte, then  
11, and Emily, 9. We suddenly felt  
very alone and incredibly far from 
home. It took a few days before  
I told my family in England – I was  
too busy rushing from home, to 
school to hospital. I also had to be 
very practical and frantically get 
our wills sorted, power of attorney 
appointed and open my own bank 
account – all issues pertinent to  
living in the United Arab Emirates 
(UAE) and potentially becoming  
a widow there.

On top of this, the doctors told us that 
Jeremy needed a stem cell transplant, 
but it couldn’t be performed in the 
UAE. They were expecting me to tell 
them, almost overnight, which country 
and what hospital we wanted to be 
sent to, unwilling to even recommend 
anywhere. 

MY MYELOMA STORY
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I hadn’t even heard of myeloma,  
let alone understood what a stem  
cell transplant was.

Our lives have changed 
beyond recognition 

As soon as Jeremy came out of 
hospital, my focus was on packing  
up our lives from the past 11 years 
and moving back to England. It was 
clear that staying in the UAE with 
myeloma was not an option for us.  
It was a busy time for us with hospital 
appointments for radiotherapy and 
his initial chemo treatment taking 
place. I also wanted to keep life as 
normal as possible for the girls, 
who always keep me busy. At the 
same time, I was selling or giving 
away virtually all our possessions 
and shipping the essentials back to 
England. In hindsight, I think having 
so much to do helped both of us.  
We were also planning a new life  
that we all wanted to live. This gave  
us hope and the determination to  
make it happen.

Our lives have changed beyond 
recognition. After Jeremy’s transplant 
at University College Hospital, 
London, we all headed down to 
Bournemouth to start our new life.

Whilst this was originally Jeremy’s 
home, it was a new area for me, and 
I am slowly making friends. Luckily, 
both girls have settled into their new 
school and are enjoying British life. 
Each month we go to Bournemouth 
Hospital for a bone strengthening 
drip; a blood test and to meet his 
consultant. The level of care is beyond 
anything we could have wished for.

Jeremy is now enjoying a period of 
complete remission. Both of us gave 
up our careers and we’re still working 
out what we’re going to do. I will go 
back to work, but I’d like to work 
from home so that I can be close to 
Jeremy, at least as much as possible.

At the moment, I don’t feel that I’m 
Jeremy’s carer. He’s so fit right now.

MY MYELOMA STORY
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I wear my heart on my sleeve  
and I feel I have to talk. Jeremy  
on the other hand tends to keep 
things more to himself. Whilst  
I worry about the future, Jeremy just 
worries about the next step. I scour 
the internet for information, but 
he’d rather not know. I feel that this 
whole experience has left me very 
emotionally fragile and it’s Jeremy’s 
positivity and logic that gives me 
strength. I think this yin and yang 
has given us the perfect balance. 
Over time, Jeremy has learnt to 
listen to me and I’ve learned not to 
necessarily tell him how scared I feel. 
The positive way that Jeremy has 
handled this is inspirational. 

Telling Charlotte and Emily was my 
biggest worry and protecting them 
going forward is my biggest fear.  
The girls have lost both their 
paternal grandparents to cancer 
in the past five years, so I dreaded 
them discovering that Daddy had 
cancer too – it meant only one thing 
to them. We told them that Jeremy  
had myeloma, but didn’t mention  
the c-word for months. They were 
already dealing with so much, what 
with their whole lives being uprooted 
so quickly in Dubai. Instead, we 
chose a drip feed approach. When 
we eventually told them the full 
‘story’, once Jeremy received his 
transplant in London, it was such 
a massive relief. We never wanted 
them to accuse us of deceiving 
them. We are now completely open 
about Daddy’s illness and we deal 
with it as a united and positive team. 

My maternal instinct is to feed 
friends and family – it’s my way of 
showing love. When someone is sick, 
I feed them. So, when Jeremy came 
home from hospital after his arm 
operation, I headed straight to the 
kitchen. I feel I haven’t left it since!! 

We follow a wholefood, plant-based 
diet – so no meat, no processed 
foods, no sugar and little to no dairy 
(although our nemesis is cheese!). 
Basically, we eat hundreds of 
vegetables! 

I’ve always loved home cooking,  
but I feel that I have completely had 
to learn that all over again. Cooking 
has given me my focus. It’s helped 
me take some form of control and 
feel that I am doing something to 
help. That has been very therapeutic.

I ran the Bournemouth 
Half Marathon and raised 
£6,645 for Myeloma UK  

Running is another way I find solace. 
It also gives me time to think, which 
can be dangerous on occasion. 
Initially, I couldn’t spend any time on 
my own, because I would often go 
to pieces. Thinking about the future 
would make me so overwhelmingly 
sad. However, I’m getting better at 
controlling my own thoughts now 
and learning to recognise the signs 
that lead me down the ‘wrong road’. 
I’ve developed different strategies to 
avoid these panic attacks. In October 
last year, I ran the Bournemouth 
Half Marathon and raised £6,645 for 
Myeloma UK. Seeing the girls and 
Jeremy cheering me on at the end  
of the race, waving the myeloma 
flags, was a moment I’ll never forget. 

 

My biggest ‘companion’ throughout 
this whole experience has been my 
diary. My diary doesn’t judge me. 
‘She’ lets me pour out all my feelings 
without questioning whether my 
thoughts are rational. Just talking to 
‘her’ has been an amazing comfort. 

Oh so many positive things have 
come out of Jeremy's diagnosis. 
We feel so blessed to be here. Our 
circumstances were such that we 
had to rebuild our lives completely 
and we could do it exactly how 
we wanted to. We keep life very 
simple and avoid stress as much 
as possible. It’s the little things that 
make us so happy, like walking on 
the beach, being in the countryside, 
seeing friends or just ‘being’. We’ve 
always been a happy family, but now 
our level of gratitude and happiness 
is off the scale. I know that there are 
going to be tough times ahead, but 
I try my hardest to not worry about 
that until something happens.  
I thought I might be more prepared 
for it, but the truth is I’ve fallen in 
love with Jeremy even more now, so 
the pain for me will be even greater. 
I’ve let myself hope. I’ve let myself 
believe that he will be here to see our 
girls grow up. I must keep believing. 
And, in the meantime, we are living 
life to the full.

MY MYELOMA STORY



Infoline: 0800 980 3332 25Summer 2019

How do I talk to young children  
about myeloma?
The idea of discussing your myeloma diagnosis with family 
members and friends can be quite daunting and even more so 
when it comes to children. The difficulties of knowing when to tell 
them, how much information is appropriate and your anticipation 
of their reaction can, understandably, cause a lot of anxiety.

Children are very aware of their surroundings and will be able  
to tell if something is not right. Therefore, an honest approach  
is often best, and allowing them space to express their emotions 
and concerns can help them feel safe and secure. The amount 
of information you wish to share will depend on their age and 
understanding of the situation. As a parent, you are the best 
judge of how to talk to your child and how much information is 
necessary at that time. By creating an open and honest space, 
they will feel comfortable to approach you with any further 
questions or concerns they have in future.

Thankfully, there is a lot of support and resources available that 
you might find helpful, including our Infoline services. You may 
find our children’s book, Kelsey and the Yellow Kite, a useful tool 
for discussing myeloma with younger children. 

What questions am I likely 
to be asked when applying 
for travel insurance?
Contacting travel insurance companies  
can be difficult and time consuming, 
however, with patience, it is possible  
to obtain insurance.

Most travel insurance companies will  
ask for confirmation that you are fit to  
travel, so it may be an idea to request 
a ‘fit for travel’ letter from your doctor 
(haematologist) before making any calls.

Many companies use ‘medical screening’ 
over the phone to determine whether they 
can offer you insurance. You will be asked 
about your myeloma, what stage you are,  
if you are in remission/plateau, about other 
health conditions, what medications/
treatments you are having and if you are 
awaiting test results. 

You may also be asked if your condition 
is terminal. It’s worth checking with them 
exactly what they mean, as some insurance 
companies have a specific definition of the 
term ‘terminal’. Myeloma is a relapsing and 
remitting cancer which is currently incurable 
but very treatable – most doctors would 
describe it this way rather than calling it  
a terminal cancer. 

I’ve been told I’m relapsing, what 
level does my paraprotein need to be 
to start treatment again?
For treatment to be started at relapse, a number of elements  
are considered, not just the paraprotein level. The trends in  
your results are more important than any single test results.  
In particular, the rate at which the paraprotein and/or light  
chains are increasing is an important factor in deciding whether 
to start treatment. 

Your doctor will also consider any changes in other blood 
test results (such as haemoglobin level or kidney function), 
alongside the emergence of new symptoms or the worsening of 
existing ones (like pain, fatigue or recurrent infections). You may, 
therefore, start treatment when your paraprotein is a different 
level from what it was when you started treatment previously. 

You can find more information about relapse in our Infopack for 
relapsed and/or refractory myeloma patients.

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

ASK THE 
NURSE

If you would like to  
find out more, email  
askthenurse@myeloma.org.uk 
or call the Myeloma Infoline  
on 0800 980 3332.
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My name is Judith 
Milligan, I’m 52 years 
old and I ran the London 
Marathon in April this 
year for Myeloma UK.
I live just outside Edinburgh in the 
Pentland hills with my husband, 
teenage children and dog. I’ve 
always loved the outdoors and have 
run as a way to stay fit. Ironically, 
after completing the Edinburgh 
10km run in May 2012 and raising 
money for a blood cancer charity, 
I noticed my urine was frothy and 
my ankles were swollen. Being a 
GP, I knew something wasn’t right 
and I was urgently referred to see a 
renal specialist. Within a few weeks, 
I’d had a renal biopsy and been 
diagnosed with AL amyloidosis. 
Shortly afterwards, a bone marrow 
biopsy and X-rays confirmed I had 
myeloma. My world turned upside 
down and a year of chemotherapy 
and a stem cell transplant followed.

During that year, I had a lot of 
time to think about life and what 
was important to me. I went into 
remission and was able to get 
back to work in July 2013. I’d 
underestimated just how much the 
cancer and treatment had taken 
a toll on me, both physically and 
emotionally. It was obvious that 
my family, health and exercise took 
precedence over my job, so  
I reduced my work commitments 
and now work 3 days a week. 

As my fitness improved, I needed a 
goal to aim for and the Edinburgh 
10km run that started the whole 
journey became the aim. 

Myeloma UK had been a great 
source of information for me when I 
was first diagnosed and during my 
treatment, but their resources were 
even more important for my non-
medical family. 

I wanted to give something back,  
so I decided to fundraise for 
Myeloma UK. 

I was a little apprehensive, as  
I wasn’t sure I would be able to make 
the distance and I don’t like asking 
people for sponsorship. It just felt a 
bit awkward. Initially, I kept my plans 
quiet, got a place and set about 
training. I started by walking then 
slowly building up to running. When 
I was certain that I’d be able to make 
it round the course, I told people 
what I was doing and that I was 
raising money for the charity. This 
happened a couple of weeks before 
the event and just one short year 
after my stem cell transplant.  
I was blown away by the generosity 
of my friends and family and I raised 
over £1,500 for Myeloma UK. It was 
clear that people were so generous 
because of my story, the fact that  
I was running for a charity that 
meant so much to me, and because 
they really wanted to show their 
support by donating. 

I continued running and 
setting myself challenges 
to keep motivated  

I continued running and setting 
myself challenges to keep 
motivated. After watching the 
London Marathon in April 2018, 
I decided that London was the 
next big challenge for me. At that 
point, I’d be celebrating 5 years in 
remission. Only one small problem 
lay in the way – The Ballot. I was 
feeling hopeful and applied, but 
sadly got a lovely magazine with 
my rejection, a few months later. 
Undeterred, I applied for one of the 
Myeloma UK Gold Bond places. I felt 
certain I could raise the minimum 
amount required on the back of my 
previous run. I was over the moon 
when Maggie (Senior Community 
Fundraiser at Myeloma UK) called 
to tell me I had a place. On this 
occasion, I didn’t keep it quiet. I 
shouted from the rooftops and 
started fundraising straight away. 
Everyone was incredibly supportive, 
from my husband and children who 
made it possible for me to do the 
long hours of training each week, 
the dog for keeping me company 
on my runs before they got too long 
for her, my colleagues at work who 
held bake sales, and the incredible 
donations from friends, family and 
strangers. The power of social 
media is amazing for getting your 
story out there. The final total was 
over £3,500, which wasn’t bad for 
someone who doesn’t like to ask  
for sponsorship!

The day of the London Marathon 
was everything I dreamt it would  
be. We had perfect weather – not  
too warm with some cloud cover.  
I was overwhelmed by the support  
of the crowd shouting “come on 
Judith, you’ve got this girl”, as  
I ran past. I was caught out by just 
how emotional I was and as well as 
having a huge grin on my face the 
whole way around, I also had a little 
cry at times because I knew I was 
still here and well enough to run.

SUPPORTER STORIES

SUPPORTER  
STORIES
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Small Society Lottery  
Registration No: 403066myeloma.org.uk/mylottery

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

Just think how you could spend your lottery win!

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

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

MUK0223-FND Lottery Advert 1v0 (Lottery sub-brand advert v9).indd   1 08/04/2019   10:26:17



We’re here for everything a 
diagnosis of myeloma brings 

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

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

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

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

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

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

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

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

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

Registered Charity No: SC026116

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

 0131 557 3332

 myelomauk@myeloma.org.uk myelomauk    


