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Welcome to the final edition of 
Myeloma Matters of the year. 
In this edition, our Spotlight section 
is focussed on the emotional 
impact of myeloma. We hear from 
Dr Veronica Oliver-Jenkins, a 
consultant clinical psychologist, 
on her approach towards helping 
patients and family members 
dealing with the most common 
emotional and psychological 
effects of living with myeloma. The 
section also features input from 
patients about how to ride the 
‘myeloma roller coaster’.
The concept of the myeloma 
roller coaster also features, quite

by chance, in both the patient 
and family member experiences 
included in this issue. I hope you 
enjoy reading John and Shân’s 
stories. 
The medical focus article is  
a Q&A with Dr Rakesh Popat, 
consultant haematologist at 
University College Hospital in 
London, on CAR-T cell therapy  
in myeloma. CAR-T cells have 
been grabbing headlines lately, 
both because of promising 
early phase clinical trial results 
in myeloma, and the recent 
FDA-approval of two CAR-T cell 
therapies in the US (albeit for use

in other blood cancers). Dr 
Popat is principal investigator 
of the first-in-human CAR-T cell 
clinical trial in the UK for relapsed 
myeloma patients. He answers 
questions on what the clinical 
trial is aiming to achieve, and 
on CAR-T cell therapy and its 
potential impact in myeloma in 
general.  
We also hear again from our 
new Chief Executive, Rosemarie 
Finley, in a Q&A about her first few 
months in post. 
I hope you enjoy this edition and 
I’d like to take this opportunity to 
thank you all for your support this 
year, and to wish you a very merry 
Christmas and restful festive 
season.

Jude Leitch 
Myeloma Matters Editor

DEAR 
READER

CAR-T cells have been grabbing headlines lately, 
both because of promising early phase clinical trial 
results in myeloma, and the recent FDA-approval 
of two CAR-T cell therapies in the US. 
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Overactive gene could be drug 
target for high-risk myeloma 
patients 
A study carried out at the Institute of Cancer 
Research in London, part-funded by Myeloma 
UK, has identified a link between overexpression 
of an enzyme called EZH2 and high-risk myeloma, 
possibly paving the way to new treatment options 
for this group of harder-to-treat patients. The 
results, published in Blood Cancer Journal, 
demonstrate that patients with high levels of EZH2 
expression did not live as long and were less likely 
to continue to respond to treatment compared to 
patients with lower levels of EZH2 expression. EZH2 
silences genes responsible for cell cycle regulation, 
and has been found to be mutated in many 
different cancers. Based upon the study results the 
researchers have suggested that EZH2 may be a 
potential therapeutic target for myeloma patients, 
particularly for those with high-risk myeloma. 

Acupuncture helps to manage 
effects of HDT-SCT 
A study has shown that acupuncture can help ease 
the nausea and fatigue that myeloma patients 
often have following high-dose therapy and 
autologous stem cell transplantation (HDT-SCT). 
Researchers enrolled 60 myeloma patients set to 
undergo HDT-SCT into a randomised clinical trial. 
Patients were randomised to receive once daily 
true acupuncture, or so-called ‘sham’ treatment, 
for five days, starting the day after receiving the 
high-dose chemotherapy. Patients who received 
true acupuncture showed significant improvements 
in nausea, appetite and fatigue 15 days post-
transplant. Those in the acupuncture treatment 
group were also five times less likely to require pain 
medication to manage their symptoms compared 
to those in the sham group. The researchers hope 
this will form the foundation for a larger clinical trial. 
It should be noted, however, that acupuncture can 
be a rare cause of infection so patients who are 
neutropenic have to be monitored closely.

Daratumumab approved for  
use on NHS in Scotland
The drugs approval body in Scotland, the 
Scottish Medicines Consortium (SMC), has 
approved the use of daratumumab (Darzalex®) 
monotherapy (on its own, not in combination 
with other drugs) in patients who have had 
three previous lines of treatment including a 
proteasome inhibitor (such as bortezomib - 
Velcade®) and an immunomodulatory drug (such 
as lenalidomide - Revlimid®). Daratumumab 
is not currently available in any other part of 
the UK. The National Institute for Health and 
Care Excellence (NICE), the drug approval 
body for England and Wales, issued draft 
guidance recommending against the use of 
daratumumab as a monotherapy in March this 
year. Myeloma UK responded to this draft “no” 
and a final decision from NICE is awaited. 

Type of myeloma cells can vary 
by body location 
A small study of 51 patients carried out by 
researchers with the Myeloma Institute at the 
University of Arkansas for Medical Sciences 
(UAMS) in the US have identified that myeloma 
cells can vary in type and aggressiveness 
depending on where in the bone marrow they 
are located. The researchers tested several areas 
of myeloma cells including specimens from the 
pelvis and so-called ‘focal lesions’, which are 
clumps of myeloma cells within the bone marrow, 
found through imaging. The researchers showed 
that the most aggressive (i.e. harder-to-treat) 
cells were frequently found only in the focal 
lesions. This suggests that evidence of high-risk 
myeloma might not necessarily be present in the 
pelvic region - the standard site where biopsies 
are taken - but that it is present elsewhere in 
the skeleton. The study suggests the need to 
investigate more than the standard biopsy site to 
obtain correct risk profiles of patients, but this 
needs to be validated in larger studies.

Keep up-to-date on myeloma news by visiting www.myeloma.org.uk  
or sign up to our email newsletter at www.myeloma.org.uk /newsletter

MYELOMASCOPE
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NAME: John Ellwood

LIVES: Witney, Oxfordshire

AGE: 64

MY LIFE WITH
MYELOMA

A common refrain within the 
patient experiences of Myeloma 
Matters seems to be an 
encouragement to ‘stay positive.’ 
Many of my friends have said the 
same. And, yes, they are right, but 
there came a point when I wanted 
to shout, “I know, I know….but will 
somebody please tell me how?”

To give some background, 
following my diagnosis in May 
2012, I had a vertebroplasty 
operation and was 
prescribed a course of CTD 
(cyclophosphamide, thalidomide 
and dexamethasone), followed 
by high-dose therapy and an 
autologous stem cell transplant. 
This gave me two and a half 
years remission until May 2015, 
when I had more vertebroplasty, 
a six month trial on carfilzomib 
(Kyprolis®) followed by eight 
months on ixazomib (Ninlaro®) 
with lenalidomide (Revlimid®) 
and dexamethasone, leading to 
an allogenic (donor) stem cell 
transplant in November 2016.  
I am now back in remission. 

Over the last five years, I have 
talked to a number of patients 
and medical practitioners,  
as well as friends and family  
to try to find the answer to  
my question. And, gradually,  
I am discovering a variety of 
ways of dealing with the roller 
coaster myeloma ride in a 
positive manner. Not that it  
has been easy.

My consultant haematologist, 
Dr Karthik Ramasamy, at the 
Churchill Hospital in Oxford said, 
“Although no study has yet been 
carried out, anecdotal evidence 
from doctors who have treated 
people with myeloma who 
approach their disease with a 
very positive intent suggests that 
these patients do better.” This 
may simply be because they tend 
to cooperate with the medical 
staff, taking their medications 
etc., and are determined to do all 
they can to combat the disease. 

If this is true, then what steps can 
patients take to establish and 
then maintain a positive approach 
to myeloma?

Support system
Lisa Ferguson, the Myeloma 
Specialist Nurse at the Churchill, 
commented on the effect of 
having a good support system. 
“The people who are a bit more 
positive in their attitude to 
their disease will have a better 
support system in place and 
tend to do better with managing 
their treatment and dealing with 
side-effects.” I have certainly 
appreciated the value of being 
surrounded by family and friends, 
who have always been available. I 
decided early on not to travel this 
path alone.

Choose your metaphors!
How do you see your interaction 
with myeloma? Some see any 
response to cancer as a fight. 

Michael Lerner in his book, 
‘Choices In Healing’, likens 
cancer to a parachute jump, 
without a map, behind enemy 
lines. You are suddenly pushed 
out of a plane, the parachute 
finally opens and you end up in 
an alien environment fighting 
an unknown enemy. It can 
sometimes feel like that! 

Ian Blelloch, the chairman of 
our local Myeloma Support 
Group, was diagnosed in 2010, 
and received a donor stem 
cell transplant three years ago. 
He chooses a different image. 
He says, “I view myeloma with 
disdain as I would an uninvited 
guest. I either ignore it or tell it  
to ‘push off’.” 

While there is virtue in both 
images, I have found the metaphor 
of a journey more helpful. In May 
2012, a bit like Bilbo Baggins 
in ‘The Hobbit’, I embarked 
unwillingly on a journey into  
the unknown, feeling vulnerable, 
afraid and ill-equipped. Certainly, 
there have been fights along 
the way in the form of various 
treatments and dealing with a 
barrage of negative thoughts,  
but, equally, there have been 
times in remission when I have 
enjoyed life – a memorable holiday 
in northern Italy, photographic 
and walking expeditions, being a 
granddad, extended time with my 
wife, Celia, meals out with friends  
– precious moments! 
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MY LIFE WITH MYELOMA
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It’s really about learning to live in 
the present.

One of the few positives about 
myeloma is the fact that patients 
can enjoy ‘life as normal’ during 
treatment, whether that is 
returning to work or going on 
holiday; certainly not the case 
with most cancers. 

Talk!
Ian Blelloch’s advice is “be open 
about your myeloma. Be up 
front and be willing to talk.” Dr 
Ramasamy would agree, “When 
people talk more they deal with 
their illness better. We are very 
anxious about our patients who 
don’t talk to us, because we don’t 
know what is happening in their 
head.” Lisa Ferguson said one of 
her prime responsibilities is to be 
always available to patients on 
the end of a phone or at clinic.

Letting other people know 
how we are feeling seems an 
important key to maintaining a 
positive approach. That way, we 
are verbalising our anxieties and 
facing the realities of what we 
have suddenly been forced to 
deal with, as well as being open to 
good advice. Ian is right, not one 
of us ever asked to have myeloma 
in our lives, so expressing our 
reaction to this ‘uninvited guest’, 
both to medical staff and those 
close to us, can only be helpful in 
letting others help us.

Be thankful!
Finding reasons to be thankful 
might seem counter intuitive at 
least, offensive at worst. “What 
can I possibly be thankful for? 
This disease is horrible.” Well, yes, 
but even so, there are probably 
some things which we can be 
grateful for. As Ian told me, “There 
is a lot to be thankful for.” For him 
it was his job and his family, both 
of which are sources of pleasure 
and satisfaction. For me, it has 
been the many friends who have 
rallied to my support, the extra 
time to take up photography 
and be involved in the life of my 
local church, the ‘moments’ with 
family and friends. These things 

conveniently distract me from 
becoming constantly engaged 
with myeloma – sometimes it is 
simply best ignored. 

Information
Information is important, 
just as long as it is the right 
information! Solid facts help us 
know what we are up against. 
Lisa Ferguson pointed out that 
different patients want to know 
different bits of information, and 
recommended the Myeloma 
UK and Macmillan websites but 
counselled against excessive web 
surfing, as there are an awful lot 
of unedited contributions out 
there. Also, up-to-date news 
about the current very positive 
advances in new treatments – 
always available on the Myeloma 
UK website – are great morale 
boosters.

Trust
A myeloma journey is certainly an 
exercise in trust. None of us know 
when and how the journey will 
end. The best advice is to travel 
with others but that involves 
trusting those who come with us. 
Primarily the medical team, who, 
quite simply, know a lot more 
about myeloma than we do, and 
are the only ones in a position to 
be able to lay out the options in 
an informed way. But, also, those 
close to us – trusting that they will 
always ‘be there’. And, for some, a 
simple trust in God. Trust at least 
brings a degree of peace in place 
of anxiety.

Marker posts
On this sometimes exhausting, 
boundary-breaking journey, it 
helps to have a few marker posts 
to guide us on the way. I need 
things to look forward to or goals 
to aim at to give me a sense of 
momentum, a feeling that I am 
moving forward and not sliding 
backwards.

For instance, in May 2014, a 
friend and I decided to tackle the 
Cotswold Way, a 102 mile walk 
from Chipping Campden, near 
Evesham, to Bath. We aimed 
to complete the walk in short 

sections of five to ten miles. We 
were doing fine until I relapsed 
and needed some prolonged 
treatment, so we didn’t finish until 
October of this year. Ok, so it 
took us three and a half years, but 
we made it in the end and felt a 
considerable sense of satisfaction 
when we finally crossed the 
finishing line. It provided me with 
a clear objective, an achievable 
goal, to set against the inevitable 
uncertainty which any cancer 
diagnosis brings. In addition, it 
resulted in a good number of 
great days away from the ‘new 
normal’ of living with myeloma, 
each one another opportunity to 
simply enjoy the present moment.

Last week I booked a 
holiday house by the sea in 
Pembrokeshire with our children 
and grandchildren for next 
summer. I am already looking 
forward to that week, and will 
continue to do so for the next nine 
months, particularly when I am 
stuck inside in darkest January, 
confident that we will enjoy 
continuous Welsh sunshine in July!

Making advance plans can be 
a good way to deal with an 
uncertain future.

One or all of these!
I have found staying positive is 
really about combining a number 
of factors. Having a fantastic 
support system in place, seeing 
the experience as a journey, 
enjoying moments on the way 
and living in the present, being 
willing to talk openly about the 
disease, finding reasons to be 
thankful, accessing the best 
information, creating events to 
look forward to and learning to 
trust others have all played their 
part. I am encouraged by Dr 
Ramasamy’s observation that 
patients ‘with a positive intent’ 
tend to do better.

I think I am now a little better 
equipped to take on board the 
well-meaning encouragement of 
my friends to ‘stay positive.’

MY LIFE WITH MYELOMA
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SPOTLIGHT 
ON THE EMOTIONAL 
IMPACT OF MYELOMA
“ You’ve got a sort 

of roller coaster of 
emotions running 
through your 
treatment and 
indeed through  
your life with 
myeloma. ”
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Myeloma is complex, 
relapsing-remitting 
and can follow 
an unpredictable 
pathway. 

Most patients have 
not heard of myeloma 
at diagnosis and 
ongoing uncertainties 
about the future can 
negatively affect their 
lives, both emotionally 
and psychologically.
 

Treatments for myeloma carry a 
range of side-effects that can also 
affect mood, wellbeing and ability 
to cope. Anxiety is common and 
depression can affect one in four 
patients. Living with myeloma 
may also negatively impact on 
work and finances, and cause 
changes in family relationships 
and roles, all of which can 
contribute to anxiety, fear and a 
feeling of loss of control. Patients 
and those caring for them may 
conceal their stress in an effort to 
protect one another which may 
cause negative emotions in both. 

Monoclonal Gammopathy of 
Undetermined Significance 
(MGUS) and smouldering 

myeloma, which require ‘watch 
and wait’ care plans, can similarly 
cause significant fear and anxiety 
about the future.

The psychological impact of  
not knowing when a progression 
or relapse will occur and 
heightened concern about new 
symptoms can take their toll, 
and anxiety before hospital 
appointments and test results  
is common.

The following pages provide more 
information on the ups and down 
of living with myeloma from fellow 
patients, family members and 
a healthcare professional, and 
include tips for coping with the 
emotional impact of the diagnosis.

INTRODUCTION TO  
THE EMOTIONAL 
IMPACT OF MYELOMA 

SPOTLIGHT ON
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 DID YOU
KNOW?

Common 
emotions 
following 
diagnosis 

Patients and carers generally share the emotional 
impact of living with myeloma…
…and see the emotional struggles of living with the cancer as a 
joint one. Perhaps unsurprisingly, however, research has shown that 
patients and carers actively manage their own emotions to protect 
each other. For example, in a 2016 Myeloma UK study of carers, 
89% said they felt they always had to be positive - some carers said 
that striving to do this put a considerable strain on them. Others 
felt guilty when they were not able to maintain that positivity and 
said this feeling of guilt could cause additional stress and anxiety. 

Challenging emotions may be exacerbated by 
treatment…
…particularly steroids such as dexamethasone. Steroids are not 
thought of as classic anti-cancer drugs, but in almost every 
myeloma clinical trial on record their use has improved patients’ 
overall response rate to treatment and the length of their remission 
or plateau period. This means that they remain the backbone of 
effective myeloma treatment. Unfortunately, for most myeloma 
patients, the effectiveness of steroids is counterbalanced by 
their side-effects, the most troublesome of these often being the 
‘neuropsychiatric’ effects. These can range from mild irritability 
to acute psychosis, with everything such as mania, euphoria, 
agitation, panic, mood swings, anxiety, insomnia, depression, 
distractibility, memory issues and delirium in between. Research 
has shed light on the importance of lowering steroid doses and 
varying dosing schedules (such as the frequency of dosing).

The significant emotional impact on patients  
and their families of…
…living with uncertainty and fear of relapse is a given. There are 
only a limited number of published studies that have highlighted 
the considerable burden of living with myeloma and its impact on 
family, social, and work-related areas of patients’ everyday lives. As 
a growing population of patients live with myeloma for longer, more 
research is needed about the lasting effects (both physical and 
psychological) and broader treatment consequences of living long-
term with myeloma to inform healthcare professionals in particular 
about how to best support their patients and family members.

SPOTLIGHT ON
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Undergoing diagnosis and 
treatment for cancer is a life 
changing experience, the 
psychological consequences 
of which can be hugely felt 
by the patient, as well as their 
family and friends. In the 
very early stages the most 
common emotional reactions 
are shock and disbelief. Over 
time this protective response 
fades and for some, significant 
psychological problems can 
emerge. However, it is important 
to emphasise that the majority 
of patients are able to adjust 
with the support of their family, 
friends and healthcare team.   

For those who do experience 
difficulties, the most common 
psychological problems are 
anxiety and depression. Anxiety 
can take many forms, from 
excessive worry about everyday 
things, to specific concerns 
about physical symptoms and 
relapse, to acute episodes of 

panic. Patients tell me their 
anxiety often peaks at key 
points in their treatment, such 
as when waiting for test results, 
which is an understandable 
response to the threat and 
uncertainty of living with 
myeloma. Depression can also 
be experienced as a result of 
the changes brought by the 
cancer and the losses associated 
with this. Reduced confidence 
about the future, altered  
physical function, shifting roles 
within the family and greater 
dependency on others, can all 
increase the risk of depression. 
This can range from a mild but 
persistent lowering of mood,  
to a more severe loss of interest, 
withdrawal and hopelessness.  

The stigma associated with 
mental illness, and fears around 
being a burden or worrying 
others, can prevent patients from 
being open and honest about 
the psychological difficulties they 

experience. Alongside which,  
it can be difficult to distinguish 
the symptoms of anxiety and 
depression - such as agitation, 
reduced energy, loss of appetite 
and sleep disturbance - from 
those resulting from myeloma 
and its treatment. As a result, 
emotional problems may go 
unrecognised and untreated, 
with the risk that these worsen 
over time. For family members, 
being vigilant to changes in 
temperament and mood and 
encouraging loved ones to 
seek professional help if these 
become persistent, can therefore 
be crucial.  

There is now considerable 
research evidence demonstrating 
the effectiveness of psychological 
treatments such as cognitive 
behavioural therapy and in many 
parts of the UK, including my own, 
mental health professionals such 
as clinical psychologists are an 
integral part of the cancer team. 

The healthcare professional view
Dr Veronica Oliver-Jenkins is a consultant clinical psychologist, who worked  
for a number of years with the haematology team at the Royal Victoria Infirmary 
in Newcastle before moving to a post in specialist palliative care.     

“ I see my role as helping patients who  
are experiencing psychological problems 
to understand how these difficulties have 
developed and how these can be overcome. 
Therapy is a space where patients can safely 
and confidentially share their feelings and 
concerns, where strategies for dealing with 
anxiety, such as relaxation and mindfulness 
can be introduced and techniques for 
improving low mood - such as planning 
and prioritising, and challenging negative 
thoughts - can be learned, with the overall 
aim of helping patients strengthen their 
existing ways of coping. ” 

SPOTLIGHT ON
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LIVING AND COPING  
WITH THE EMOTIONAL 
IMPACT OF MYELOMA 

Watch videos relating to 
the emotional effects of 
living with myeloma at: 
www.myeloma.org.uk/mtv   

Keeping busy will fill your mind with 
the task in hand, having nothing to 
do will allow your mind to run amok 
and worry you unnecessarily.

Don't look for the  
‘why me’ reasons.  
You simply won't find 
the answers. Don’t 
blame yourself.

I used to wake up with what 
I called ‘morning thoughts’. 
They were a realisation that 
my cancer had not been a 
dream and had not gone away. 
Most patients experience 
some form of dark thoughts. 
Don’t be afraid. Confront the 
thoughts and always try to talk 
to someone about them. 

You can still live your life 
with myeloma. OK it might 
be slightly different from 
what you imagined but if 
you want it, go for it.

Dexamethasone takes some 
getting used to. Try to prepare 
for your ‘dex days’. Take a long 
walk to tire yourself out, have a 
paper to read or a programme 
to watch if you wake and can’t 
get back to sleep.

SPOTLIGHT ON
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WOULD 
YOU LIKE TO 
SHARE YOUR 
MYELOMA 
STORY?TIPS FOR COPING WITH  

EMOTIONAL IMPACT 

1 6

2 7

3 8

4 9

5 10
Seek counselling to get 
you through any tough 
spots

Exercise regularly

Try to adopt a positive 
attitude but remember 
it’s OK to have off days 

Spend time with people 
you love and who want 
to support you

Connect with people  
who understand e.g. 
through discussion  
forums, support groups  
and Facebook

Try complementary 
therapies such as  
mindfulness

Discuss any concerns 
about your mental  
health promptly with  
your doctor

Channel negative  
emotions into something 
productive – arts, crafts, 
writing etc

Keep a daily diary

Do things you love and 
concentrate on the good 
things in life

We are currently seeking patient 
and family member volunteers to 
speak at our 2018 events across 
the UK.

�
Patient and Family Myeloma 
Infodays bring people affected 
by myeloma together to share 
experiences, hear about the latest 
treatments and research direct from 
experts and learn more about the 
support Myeloma UK provides.

For more information email 
infodays@myeloma.org.uk  
or call 0131 557 3332 

HEADER

www.myeloma.org.uk14
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It is fairly common for myeloma 
and its treatment to affect 
a patient’s sex life causing 
loss of libido and/or erectile 
dysfunction. The cause can  
have a physical or emotional 
element, or both, and can have  
a negative effect on quality of 
life. It is important to ascertain 
the cause of the problem so  
that appropriate treatment  
can be arranged. 

Some men do find that –  
used as a temporary measure 
– Viagra can help them achieve 
an erection. However it is 
important that you speak to 

your haematologist or GP in  
the first instance as there is  
a slight increased risk in 
myeloma patients of a condition 
called priapism (prolonged 
and painful erection) – for this 
reason it may be prescribed  
at a lower dose. 

Other potential side-effects 
may include heartburn, 
headaches, dizziness and  
visual changes. 

Viagra is not recommended 
if you are taking drugs called 
nitrates which are commonly 
used for some heart problems.

Ellen Watters RGN Myeloma Information Specialist, Myeloma UK

Are X-rays always able  
to pick up bone 
damage? 
Skeletal surveys (a series of 
X-rays) can identify myeloma-
related bone damage and have 
for many years been one of the 
initial tests carried out in the 
diagnosis of myeloma. X-rays 
can show areas of thinning, 
lytic lesions and fractures. 
The disadvantage of X-rays is 
their relatively low sensitivity. 
For example, lytic lesions only 
show up on an X-ray when at 
least 30 – 50% of the bone 
has been lost. More advanced 
imaging tests can detect areas 
of bone damage not picked 
up on an X-ray. These include 
MRI, CT, and PET/CT scans 
and may be requested by the 
haematologist especially if 
X-rays are not clear.

To find out more call  
the Myeloma Infoline  
on 0800 980 3332 or  
email askthenurse@
myeloma.org.uk

Can I take Viagra if I have myeloma?

Lenalidomide (Revlimid®)  
can sometimes cause cataracts 
(clouding of the lens of the  
eye leading to impaired vision). 
This can also be a side-effect 
of the steroid dexamethasone, 
commonly given alongside 
lenalidomide. 

There can be several causes of 
visual disturbances in myeloma 
but it is also worth noting that 
any changes in vision may be 
unrelated – for instance, other 
health conditions such as high 
blood pressure, diabetes and 
thyroid problems can also  
cause impaired vision, as can 

the natural ageing process. 

In some cases, the myeloma 
itself can cause blurred foggy 
vision, however this is usually 
only an issue when the myeloma 
is active and may be due to a 
rising or very high paraprotein 
level which may result in a 
condition called hyperviscosity, 
where the blood can become 
thicker or stickier than normal. 

It is very important that 
patients promptly report any 
changes in vision to their doctor 
(haematologist) so that the cause 
can be determined and any 
necessary treatment initiated.

I’m on lenalidomide and have blurred vision.  
Why, and is this common?
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MEDICAL FOCUS
CAR-T CELL THERAPY IN MYELOMA: a Q&A 

Much research is 
underway looking at 
harnessing the body’s 
own immune system in 
order to kill myeloma 
cells. T cells are cells 
of the immune system 
which look for and 
destroy abnormal cells 
(such as cancer cells) 
in the body. Chimeric 
antigen receptor (CAR) 
T cell therapy is a type 
of immunotherapy 
treatment which involves 
collecting T cells from 
a patient’s blood, 
genetically modifying 
them in the laboratory 
to boost their ability 
to recognise and kill 
myeloma cells, then 
giving them back to  
the patient by infusion.
In this article, Dr Popat answers 
questions on CAR-T cell therapy 
and its use in myeloma, the 
clinical trial he is heading up  
and what the long-term impact 
of CAR-T cell therapies could  
be in myeloma. 

What makes CAR-T 
cell therapy different 
from current myeloma 
treatments? 
CAR-T cell therapy represents 
a completely different way of 
killing myeloma cells compared to 
current ways of treating myeloma. 
As part of CAR-T cell treatment, 
we remove patients’ own T cells 
and then activate and redirect 
them to target the myeloma. 
These are living cells which will 
be able to circulate around the 
body just like any other blood 
cell. As a result CAR-T cells are 
dynamic therapies which react 

when they come into contact 
with their target (myeloma cells). 
When this happens they release 
chemicals (cytokines) to recruit 
other immune cells to join with 
them to kill the myeloma. In this 
process the CAR-T cells “educate” 
the immune system to recognise 
and fight against myeloma. Unlike 
drugs, CAR-T cells can persist in 
the body for years, and can also 
divide to give rise to new cells. 
The potential of CAR-T cells to 
provide long-term control is really 
why this type of treatment has 
drawn so much attention and 
distinguishes it from standard 
approaches, i.e. where a drug 
needs to be taken continuously  
to achieve control. 

Finally, CAR-T cells kill myeloma 
cells from the outside of the cell 
(as opposed to chemotherapy 
drugs, or proteasome inhibitors 
such as bortezomib (Velcade®) 
which kill the cell from the inside). 
This means that CAR-T cell 
therapy may be more resistant to 
the effects of the genetic subtype 
of the myeloma cells, which can 
influence how well a patient’s 
myeloma responds to a particular 
treatment. We still anticipate 
challenges, though, in making 
sure that the CAR-T cells keep on 
working to control the myeloma, 
particularly in patients with 
‘higher-risk’ genetic subtypes. 

You are currently running 
a CAR-T cell therapy 
clinical trial in myeloma 
patients - can you tell us 
a little bit more about it? 
In collaboration with the 
biopharmaceutical company 
Autolus, we are running a first-in-
human CAR-T trial for relapsed 
myeloma patients that have had 
at least three previous treatment 
combinations. Unlike some of the 
trials that have been reported, 
our CAR-T cell is designed to 
hit two targets. Dr Martin Pule’s 
team at the UCL Cancer Institute 
designed these CAR-T cells to 
carry what could be thought of  

as a cellular ‘warhead’ called 
APRIL. APRIL is one of the 
body’s own proteins and will 
naturally target two proteins 
found on myeloma cells called 
BCMA and TACI. 

In this study we first remove 
the T cells from the blood by a 
process called apheresis (similar 
to the process used when 
collecting stem cells, but without 
chemotherapy or G-CSF). These 
cells then go to our laboratory 
to be genetically modified 
into CAR-T cells. Whilst this is 
happening, we will normally give 
a short course of chemotherapy 
to the patient to keep the 
myeloma under control. Once we 
know that the CAR-T cells have 
been successfully produced, the 
patient will receive some more 
chemotherapy to again suppress 
the immune system. This is 
much less intensive than the 
melphalan that is used in stem 
cell transplants. Following the 
chemotherapy, we will give the 
CAR-T cells back to the patient 
by infusion and then monitor 
the patient in hospital. Soon 
after infusion of the CAR-T cells 
is the time when side-effects 
such as neurological problems 
and “cytokine release syndrome” 
may occur. Cytokine release 
syndrome, commonly referred 
to as an infusion reaction, occurs 
when immune cells activated 
by the treatment release an 
excessive amount of chemicals 
into the blood, resulting in a type 
of allergic reaction similar to a 
severe infection. 

To reduce the risks associated 
with these severe side-effects,  
our CAR-T cell has been designed 
to include a “safety switch” that 
we can activate to kill the cells 
should they cause significant 
problems. The safety switch is 
part of a protein called CD20, 
which is introduced onto the 
surface of the CAR-T cells during 
manufacture. In the event of 
severe side-effects, a drug called 
rituximab can be given to the 
patient, which binds to the CD20 

MEDICAL FOCUS
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protein and causes the death of 
the CAR-T cells. 

During this early phase following 
the infusion of the CAR-T cells, 
we will be closely monitoring 
the number of CAR-T cells 
in the blood and looking for 
them to start expanding once 
they come into contact with 
the myeloma cells. Once this 
period is completed and the 
patient has recovered from the 
chemotherapy, they will go home 
and we will continue to monitor  
at regular clinic appointments.

What is the trial 
specifically aiming to 
find out?
As we are targeting TACI as 
well as BCMA, we have to be 
very careful as the risks of the 
treatment may be higher than, 
say, CAR-T cells that are aimed 
at only one target. As a result, 
the main aims of this trial are to 
determine if this new CAR-T cell is 
safe, and what the best cell dose 
to give is. We also want to learn 
more about how this CAR-T cell 
works and how effective it might 
be, so that we can make further 
improvements.

Where in the UK is the 
trial running and how 
many patients are you 
hoping to recruit? 

At the moment, the trial is 
planned to run at UCLH, London; 
the Christie Hospital, Manchester; 
and the Freeman Hospital, 
Newcastle. It’s likely that we will 
open up more sites as we move 
forward with the trial.

What are the current 
limitations of CAR-T cell 
therapy? 
There has been some very 
exciting news published about 
CAR-T cells, but it’s important to 
remember there are limitations. 
The first is the potential toxicity 

of this treatment. Unfortunately, 
some of the early studies of 
CAR-T cell therapy in leukaemia 
resulted in some deaths. We 
are still learning how to control 
these cells (for example by using 
safety switches, as we do in our 
trial) and which patients are best 
suited for such therapy. Another 
limitation is that these living 
cells can get “exhausted” and 
stop working. There is a lot of 
research currently ongoing to 
look at ways to keep these cells 
active. Also cancer cells can 
evolve to evade the CAR-T cells 
by simply removing the target 
from their surface. This is why 
hitting two targets, as we do in 
our trial, instead of one is likely  
to be more effective.

In addition to some of the 
scientific limitations, there are 
some practical limitations too. 
At present these therapies can 
only be delivered in specialist 
centres with the expertise to deal 
with potential complications. So, 
this will not be a treatment that 
is accessible in every hospital 
around the country. Also, as this 
is a personalised treatment, there 
is a slight delay whilst the CAR-T 
cells are being manufactured. 
During this time, it is important 
that the patient remains well and 
the myeloma doesn’t cause a 
deterioration whilst waiting. 

For those that need immediate 
treatment, this can be a problem. 
Finally, this type of treatment 
is likely to be expensive and if 
successful, we will need to find a 
way that the NHS can fund this.

What questions do you 
most want answered 
about CAR-T? 
We are still in the infancy of 
CAR-T development for myeloma. 
There are so many questions still 
to answer. Most of all, I want to 
know if this will be a safe and 
effective treatment, particularly 
for those patients in which other 
treatments haven’t worked.

What do you hope will 
be the long-term impact 
of CAR-T therapies on 
myeloma treatment?
We all hope that this type of 
treatment can lead to the long-
term control of myeloma, as 
the immune system regains 
control of the cancer. If this turns 
out to be the case, CAR-T cell 
therapy could revolutionise the 
outcomes for myeloma patients 
in a way that no other treatment 
has. I hope that as we learn 
more, we will be able to offer 
this treatment to more patients 
and at earlier stages in their 
treatment pathway. 

MEDICAL FOCUS
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Tell us about three key 
meetings you’ve had in your 
first few months

I’ll focus on telling you about 
external meetings although I 
would firstly like to say that 
my meetings with Myeloma UK 
staff both individually and as 
an all staff team has been very 
influential and important to me 
as the new Chief Executive. 

The staff have impressed me 
with their knowledge and 
expertise about myeloma, 
but what has really blown me 
away is their commitment and 
willingness to go the extra… not 
mile…but ten miles for patients 
and their carers, which I love 
and respect.

I had a meeting with Dr Sophia 
Skyers, a researcher and policy 
analyst, in September and 
was immediately struck by her 
passion and commitment to 
communicate the perspectives 
of myeloma carers and patients, 
thus ensuring that they 
impacted policy, healthcare and 
clinical research. 

Sophia is the Chair and 
founder of The Basil Skyers 
Myeloma Foundation which she 
established as a memorial to 
her only sibling, Basil Skyers, 
who died of myeloma in August 

2010, aged 49 years young. Our 
meeting really focused on how 
we could drive forward best 
clinical practice in all areas of 
the UK for myeloma patients, 
thereby reducing inequality, 
and our ambition to achieve this 
by working in collaboration. A 
really inspirational meeting. 

Another inspirational meeting 
was with the Reading Support 
Group. We had detailed 
discussions about how we 
can positively impact the 
experiences of those who are 
diagnosed with myeloma and 
support their families. 

I am hoping to be invited back, 
and to attend all the Support 
Groups around the UK over the 
forthcoming months.

What have you learned so far 
in the role that will inform the 
work of Myeloma UK in the 
future?

I have learnt that there is a lot we 
don’t know about myeloma. 

Some of this is really 
fundamental, such as where do 
people who are diagnosed with 
myeloma live in the UK, how old 
are they, what work do they / did 
they do, what was their personal 
experience of being diagnosed 
with myeloma, what diagnostic 

tests did they have and when, 
what treatments did they have 
and with what impact? 

All this information is crucial 
and I believe that we need to 
develop a registry for myeloma 
in the UK. A registry is a 
systematic collection of data 
about cancer, and it would 
capture a complete summary 
of patient history, diagnosis, 
treatment and status for every 
myeloma patient in the UK. 

This is no small task, but once 
analysed the data would 
indicate where we needed to 
improve services for patients.

What, looking towards 2018,  
are you most focused upon? 

Myeloma UK is 21 years old in 
2018 so it is a big year and we 
need to make sure that we have 
a big impact - more people 
need to be aware of myeloma 
and of Myeloma UK. 

We will increase our support of 
earlier diagnosis and support 
more people affected by 
myeloma. We will work together 
to make sure our voices are 
heard to enable health policy-
makers and service providers 
deliver the best available 
outcomes for all. 

In the Autumn edition of Myeloma Matters we interviewed Rosemarie,  
the Chief Executive of Myeloma UK since June 2017. Here we ask a few  
follow-up questions now that she has been in post for a few months…

Q&A with
Rosemarie Finley
   Myeloma UK Chief Executive 

INTERVIEW



www.myeloma.org.uk20 Winter 2017

BY SELENA HALLAHAN AND ALICE BARON
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MYELOMA 
AND FERTILITY

There are a significant 
number of myeloma 
patients who are 
diagnosed in their 
thirties and forties  
or even younger. 
For these patients, as well as 
facing the challenges of the 
diagnosis and treatment, there 
may also be the additional need 
to consider the potential impact 
of treatment on fertility and 
their ability to have children  
in the future. 

The impact of myeloma 
treatments on fertility
Most anti-myeloma treatments 
have little or no effect on fertility 
but some can cause temporary 
or permanent infertility. 

In general, for myeloma 
patients the two main types of 
treatment which have potential 
fertility-related side-effects 
are chemotherapy drugs 
(e.g. cyclophosphamide and 
melphalan) and radiotherapy. 

For some women, these 
treatments can directly damage 
the eggs or affect the way 
the ovaries work. The latter 
can lead to an imbalance of 
hormones that prevents the 
release of eggs or disrupts 
the menstrual cycle. Periods 
may become irregular or 
stop during treatment but 
resume afterwards (temporary 
infertility), although this may  
take up to a year. 

Unfortunately, treatment can 
sometimes permanently disrupt 
the menstrual cycle, stop 
periods altogether and bring on 
early menopause (permanent 
infertility). If you are close to 
the age of natural menopause, 
treatment may bring it on 
abruptly. If you are younger, 
you may find that your periods 
resume but you enter into 
menopause much earlier  
than normal. 

Treatment in some men can 
cause infertility by damaging 
sperm or, more usually, by 
affecting the ability to make 
new sperm or semen (the fluid 
carrying the sperm). For most 
men, this is temporary although 
it may be some years before 
sperm production returns to 
normal. For others though, 
infertility may be permanent but 
it will not stop you from getting 
an erection or enjoying sex.

Preserving fertility
There are a number of ways 
to help preserve your fertility 
if you think you would like to 
have children, or more children, 
at some point. You may for 
example be able to explore 
cryopreservation - which involves 
freezing and storing sperm, eggs 
or embryos (fertilized eggs) for 
later use - prior to treatment. 

Unfortunately, these options 
can be difficult, expensive and 
sometimes stressful. Those 
considering them are therefore 
likely to be offered fertility 
counselling.

Finding support
Many patients facing infertility 
can experience a wide range 
of complex emotions, whether 
or not they were considering 
having children, or more 
children. 

It is important to look after your 
emotional wellbeing and you 
may find it helpful to talk things 
through with your partner, 
family or friends, or with others 
in a similar position. You or your 
partner may prefer to talk to a 
trained counsellor which your 
doctor can arrange for you.

Support groups and charities 
such as Fertility Network UK 
and The Daisy Network provide 
news and information for 
people with fertility problems, 
but they can also be a help by 
putting members in touch with 
each other to share stories and 
support. 

Summary
Following a diagnosis of 
myeloma, the temporary or 
permanent effects of treatment 
on your fertility may become a 
significant issue in your life. 

The prospect of infertility 
can be distressing and often 
difficult to come to terms with. 
However, steps can be taken 
to limit the risk of infertility 
and it is important to speak to 
your doctor about any issues 
or concerns you have from the 
outset. Support is also available 
through specialist counsellors 
and support groups.

LIVING WELL WITH MYELOMA
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WORKING 
AND MYELOMA

It can be difficult to 
decide whether or not  
to continue working 
after a myeloma 
diagnosis. The decision 
is often guided by 
factors such as age, the 
type of treatment being 
had, and emotional and  
physical health.
Some patients will find that 
continuing to work helps self-
esteem and returns a sense of 
normality to their lives, whereas 
others may take a diagnosis as 
a sign to slow down and spend 
more time doing what they love. 

Deciding to stop working
After a diagnosis of myeloma, 
a patient may decide to stop 
working or to take early 
retirement. Not having to work 
takes away many of life’s day-to-
day stresses, leaving more time 
to spend with friends and family 
and to pursue hobbies  
and interests. 

Think of what ‘therapy’ 
works for you. As I was 
off work I’d take time to 
visit friends, particularly 
those who made me 
laugh.

However, not working may have a 
financial impact. Patients who are 
unable to work due to the effects 

of myeloma or its treatment may 
be entitled to certain benefits. 
For more information, see the 
Managing your finances (general) 
and Managing your finances 
(benefits) Infosheets from 
Myeloma UK.

Remaining in work
Employers will often make 
reasonable adjustments to allow 
myeloma patients to take time 
off for hospital appointments and 
during treatment. It is important 
to start this conversation as 
early as possible, usually once a 
treatment plan has been decided. 

Deciding when to go back to 
work after treatment requires 
discussion between the patient, 
their doctor and their employer. 
Certain arrangements, for 
example working from home, 
flexible working hours or a 
phased return to work, may make 
returning to work easier and 
should be decided during this 
discussion. In addition, practical 
measures – e.g. a specific chair, 
frequent agreed breaks – can 
help myeloma patients re-adjust 
to working life. 

Live life as normally as 
you can – I continued to 
work three days a week.

Communicating with 
colleagues
Sometimes, colleagues or 
employers might unwittingly 
treat their colleague differently 

when they find out that they 
have myeloma, often because 
they feel uncomfortable or 
awkward – if this is the case, 
speaking about myeloma as  
a normal part of life can help. 

Friends and family are 
often unsure how to 
react to cancer – if it’s 
awkward, bring the 
subject up yourself and 
talk about it.

Some people may decide not 
to tell their colleagues about 
their myeloma. This is a personal 
decision, however talking about 
myeloma can help to explain 
many of the complications and 
side-effects of myeloma and its 
treatment – for instance, fatigue 
or mood swings may be better 
understood if the cause is known. 

Summary
Whether to continue working 
or not is a decision best made 
by the patient with advice 
from their doctor and family 
or friends. Start discussions 
with employers early if hoping 
to remain in work, as most will 
be willing to make reasonable 
adjustments to make working 
life easier for myeloma patients.

The quotes used throughout this 
article are from The small things 
that make the difference – a 
book of patient hints and tips 
written by people affected by 
myeloma, for people affected  
by myeloma.

LIVING WELL WITH MYELOMA
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FACING THE CHALLENGES 
OF MYELOMA ALONE

Concerns about how 
you will cope with 
myeloma are normal, 
but for those living alone 
there may be additional 
challenges. How will 
you get to your hospital 
appointment if you feel 
too unwell to drive? Who 
will help you take your 
pills on that day when 
the kitchen is just too far 
a walk? It’s difficult to be 
the patient and carer at 
the same time. 

Reaching out for 
emotional support
Myeloma can be an individual and 
isolating cancer. Low moods and 
depression are not uncommon 
in patients, but can often be 
overlooked. Living alone has the 
ability to heighten these feelings. 

Asking for help is the key 
for patients who live alone. 
Connecting to people and 
services in your community 
can help to alleviate a sense of 
isolation that can be common 
among patients who live in a 
household of one. 

Your healthcare team is there 
to support you throughout 
your myeloma diagnosis, so 
don’t be afraid to bring any 
emotional needs up yourself. 
This is particularly important 
if treatment side-effects are 
affecting your emotional 

wellbeing, as they may be able 
to adjust your treatment. Your 
nurse, doctor and hospital social 
worker can also refer you to 
support services. 

Be honest with your 
friends and family 
about how you feel. It 
will help you and them 
cope better

Family and friends can be a key 
source of emotional support 
but may not realise how you are 
coping, so do let them in and talk 
to them about what you need 
from them. They will feel better 
knowing that they are supporting 
you, in however small a way.

You may find it easier to talk 
to someone you don’t know 
about how you’re feeling, for 
instance counselling can be 
an effective way of working 
through emotional difficulties. 
Some complementary therapies 
can also help get you through 
challenging periods. 

Regular social commitments 
will give you something to look 
forward to and can be a welcome 
distraction from myeloma. 
Hobby and interest groups may 
help by providing a different 
focus for a while. 

Fill that diary. Always 
have something to look 
forward to.

Getting practical help
Sometimes myeloma can limit 
what you’re physically able to do. 
This can be frustrating, especially 
if you value your independence, 
but there are ways to manage 
this. 

Try to make the most of the times 
you feel more able, and do what 
you can to prepare for when 
you’re unable to do much. For 
example, cook extra portions of 
food to freeze so you have meals 
available whenever you need 
them.

Ask friends and family to help out 
with practical jobs like shopping, 
cooking and cleaning, and to 
attend hospital appointments 
with you. If you don’t feel 
comfortable with asking a friend 
to attend with you, bring a tape 
recorder to help you remember 
what your doctor says. 

If side-effects are affecting you to 
the point that you need at home 
help, you may be eligible for help 
towards the cost of personal care 
from your local authority. Speak 
to your nurse or social worker 
who can help arrange a needs 
assessment. 

Summary 
No matter how independent  
you are, it’s important to have  
an emotional outlet and 
practical support that you can 
rely on during tricky times. If you 
are facing additional challenges 
whilst living alone, reach out 
to the many sources of help 
available to get the support  
you need.

LIVING WELL WITH MYELOMA
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myeloma story
Shân Thomas is 68 years old, 
lives in Brecon in Wales and 
is married to John, who was 
diagnosed with myeloma 
11 years ago. Shân retired 7 
years ago from Powys County 
Council, where she worked 
for 21 years, first as a cashier 
and then as a housing options 
adviser. John is currently on 
lenalidomide. 
How was it for you when your 
husband John was diagnosed 
with myeloma? How did you 
react, and was it a different 
reaction to his?
It was definitely a different 
reaction to John’s – he knew 
there was something wrong,  
but I thought he just had a bad 
back. I didn’t want to believe it. 

Prior to his diagnosis, John 
had a bad back for over a 
year. He was finally referred 
to haematology at our local 

hospital and on 8 March 2006 
John was told by the consultant 
that he had “something very 
nasty”. He was “very sorry” but 
it was “bad news” - John had 
cancer. John had more blood 
tests and an appointment to 
return the next week. 

When we returned the 
consultant apologised and told 
us he had made a mistake – 
John had only pulled a muscle 
in his back. I was so angry to be 
told first it was cancer then only 
a pulled muscle. I think I went 
into overdrive and demanded  
to see a senior consultant. 

We waited six weeks for an 
appointment (now I would 
demand one earlier). When we 
saw him he told us John had 
myeloma and arranged more 
blood tests, a bone marrow 
biopsy, MRI, CT scan and a 
skeletal X-ray. We returned the 
following week, the consultant 

MY MYELOMA STORY
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examined John’s back and 
admitted him immediately. He 
spent 5 weeks in hospital having 
radiotherapy and chemotherapy. 

I read everything I could find 
on the internet and information 
available at the hospital. I wanted 
to know everything about 
myeloma and its treatment.

I’ve been on a roller 
coaster for 11 years. 
When John needs 
and has treatment I 
am like a dog with 
a bone. I need to 
know everything and 
will become over-
protective. When 
he feels better I feel 
lost and I seem to be 
waiting for the next 
part of the journey.

I found the initial phase 
following John’s diagnosis 
very hard-going. I was meeting 
members of the public all the 
time in my job which was really 
hard going as they all enquired 
about John and I was not able to 
fully understand the diagnosis/
prognosis and therefore not able 
to answer them. When you are 
told it could be four weeks, four 
months, four years every one 
of them becomes a milestone 
which I am pleased have all 
passed. The GP put me on long-
term sick-leave which helped 
as I had the time to digest what 

MY MYELOMA STORY
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we had been told and come 
to terms with it. I could then 
concentrate solely on John 
which was what I needed. 

What adjustments have you 
had to make to your life since 
his diagnosis? Do you see 
yourself as a ‘carer’? 
Our life has changed 
completely. We moved house 
from a home I loved because 
of the steep garden which 
John couldn’t care for and I 
didn’t have the time to do. I 
became the main bread winner 
working full time, while John 
was at home preparing the 
meals (prior to this, he was a 
psychiatric nurse for 26 years). 

My life seems to revolve around 
hospitals and I’ve become well-
known to the receptionists who 
I have found to be very helpful. 
I think I could have a job in our 
local hospital as a tour guide! 

Yes I do see myself as a carer or 
maybe John’s supporter. John 
relies on me a lot, especially 
in the beginning. John was 
initially very laid back about the 
diagnosis, but I had to know all 
the ins and outs and specifics 
about the treatment. The more I 
found out about the illness, the 
more I felt I could take an active 
role in his care, and challenge 
the doctors if I needed to. 

How honest are you with John 
about how you are feeling? 
Do you find it comes naturally 
to you to know what to say at 
difficult times? 
I’m a very honest, straight to  
the point person. I find that it’s 
John who isn’t as honest as he 
could be – he’ll try and shrug  
off how he’s feeling, whereas 
I need to know what’s what. 
That’s the way we work and I  
do get irate with him to be 

honest. He’ll just say “I’m not so 
bad” which is difficult to work 
with. To help him, I’ve got to 
know how he’s feeling. We’ve 
had lots of discussions through 
the years about treatment, 
about what could happen, and 
about what we both want to 
happen when the inevitable 
comes. It’s a bit harder to talk to 
our children about the myeloma. 
Our daughter will talk to me 
about her dad; our son doesn’t 
talk much, but is there to 
support us when we need him – 
he’s a “what’ll be will be” sort of 
person. They both accompany 
us to doctor appointments 
which is helpful as two heads 
are better than one and my son, 
being a medic himself, is able 
to understand the “big words” 
better than me. 

What has been the hardest 
thing for you to deal with since 
his diagnosis?
I guess I’ve put my life on hold. 
I’ve come to terms with his 
diagnosis quite well, and when 
we’re in the thick of it (i.e. 
treatment), I’m good. I struggle 
much more in the ‘quieter’ 
times. When John’s been in 
hospital I have felt more in 
control of my own life, as I know 
he’s being looked after really 
well. When he comes home, I 
tend to dip for a while. 

I can deal with anything at the 
time, but when the crisis is over, 
I’m not so good. It hits me hard 
then as I have time to sit and 
think.

We didn’t go anywhere or do 
anything for a long time. Only 
in the last year have we started 
planning to go on holiday etc. 
But I think now I need to go and 
do things for myself without 
feeling guilty about leaving him.

Who or what do you turn to 
when it gets hard? 
I like to get involved in what’s 
going on with myeloma – drug 
research for example. I am 
constantly on the Myeloma 
UK website looking for new 
treatments and looking to see 
what John will have next and 
what the side-effects are. 

I have had counselling and have 
attended our local hospice for 
advice and support, and I talk 
to family members and friends 
as much as I can. My niece and 
both our children have been 
very supportive. 

I read a lot, walk with a friend 
up in the hills, and volunteer 
at the rugby club. We bought 
a caravan which has been a 
godsend, and we have made 
new friends where it is sited. 
When we are there myeloma 
seems to take a back seat and 
we can relax together.

I have set up a Support Group 
locally and think I will get great 
satisfaction from helping others 
by sharing our experiences.

Has anything positive come 
out of his diagnosis?
The whole experience has made 
me more confident dealing 
with the Health Authorities. In 
amongst all of this, our daughter 
Kate was diagnosed with 
Crohn's disease and has had a 
major operation, and I was able 
to be a strong advocate for her 
throughout her diagnosis and 
treatment due to my experience 
of being John’s supporter. One 
thing I have learnt is that when 
you have an appointment with 
a doctor it is always better to 
have someone with you as two 
heads are better than one when 
it comes to remembering what 
has been said.

MY MYELOMA STORY



HELP MYELOMA UK 
CELEBRATE 21 YEARS OF 
MAKING MYELOMA HISTORY
2018 is a big year for Myeloma UK as we mark 21 years of 
providing support, advancing treatment through research  
and improving care for myeloma patients and their families.

We have some exciting events planned to help raise awareness 
and funds. Here’s a sneak-peek at what we have in store:

Please encourage your family and friends to get involved and help  
raise awareness and funds to support vital myeloma research and services,  

and make our 21st a year to remember. Every penny counts towards  
making myeloma history.

There are also many other ways you, your family and friends can get  
involved to help make our 21st a year to remember:

Visit www.myeloma.org.uk/21years 
or call 0131 557 3332 for more information

Set yourself a challenge in 2018: 

 21 Miles for Myeloma Challenge.  
Walk, run, swim, cycle or do whatever  
you love for 21 miles to raise funds

 Skydive 1 Sept, Hinton Skydiving 
Centre. Do something daring to help raise 
funds

 Great North Run 9 Sept, Newcastle. 
Help us to have a record number of 
runners 

 Set yourself 21 Challenges. Achieve a 
personal list of goals by the end of 2018 
and help raise funds for Myeloma UK 

Other ideas:

 Nominate us for Charity of the Year  
at your work, club, school, or community 
group

 Pledge your Birthday Ask family / 
friends to donate to Myeloma UK instead 
of giving you gifts, or donate £21 on your 
birthday

 Go Orange for Myeloma Awareness 
Week 21–27 June - Raise funds and 
awareness using orange as your theme

 Direct Debit / leave a Gift in your Will 
for myeloma research or services

Infoline: 0800 980 3332 27Winter 2017

Show Garden at RHS
Chelsea Flower Show 

22–26 May
Visit our stunning garden 
created by award-winning 
designer John Everiss 

London Paris Ride
2018 

5–9 September
Sign up now to secure 
your place in this exciting 
challenge for cyclists of all 
abilities 

Touch of Tartan
Gala Dinner 

30 November
Celebrate with us as we 
bring a taste of Scotland to 
London!



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

Myeloma UK, 22 Logie Mill, Beaverbank Business Park, Edinburgh EH7 4HG 
T: 0131 557 3332 F: 0131 557 9785 E: myelomauk@myeloma.org.uk Charity No: SC 026116

Myeloma UK is the only organisation in the UK  
dealing exclusively with myeloma.
With Myeloma UK you can…

Call our Myeloma Infoline for practical advice,  
emotional support and a listening ear: 
UK: 0800 980 3332  Ireland: 1800 937 773

 

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

 

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

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

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

Myeloma
TV

Order or download our information, which covers all  
aspects of myeloma. 

 


