My life with
myeloma
Moira Cooke

Medical focus
Diet and the use
of supplements in
myeloma
Spotlight on
Infection

AUTUMN 2017

www.myeloma.org.uk

Contents
06

16

Moira Cooke talks about the
psychological effects of living
long-term with a myeloma
diagnosis.

Dietitian Monika Siemicka
outlines the essentials of a
balanced diet and explores
the research that has been
conducted on the use of
dietary supplements in
myeloma.

Patient
experience

Medical focus

24

My myeloma
story
Cathy Ison answers questions
about what life has been
like since her husband was
diagnosed with myeloma.

Chairman: Judy Dewinter
Chief Executive: Rosemarie Finley
Patron: Maureen Lipman CBE
Board of Directors: David Allmond, Lee
Appleton, Susan Blair RGN, Sir Frank Chapman,
Dr Mark Cook, Marc Gordon, Vivien de Gunzburg,
Prof Graham Jackson, Prof Atul Mehta.

09
Spotlight on
We take an in-depth look
at infection, including views
from a healthcare professional
and three patients on how to
manage and cope with it.

15

Ask the nurse
Ellen Watters, Myeloma
Information Specialist at
Myeloma UK, answers some
frequently asked questions.
2

www.myeloma.org.uk

20

Living well
with myeloma
This feature looks at coping
with chemo brain, connecting
with others and dealing with
anger.

Myeloma Matters is published quarterly by
Myeloma UK. The information presented
in Myeloma Matters is not intended to take
the place of medical care or the advice of a
doctor. Your doctor should always be consulted
regarding diagnosis and treatment. No part of
this magazine may be reproduced in any way
without prior permission from Myeloma UK.
Myeloma UK, 22 Logie Mill,
Beaverbank Business Park, Edinburgh EH7 4HG
T: 0131 557 3332 F: 0131 557 9785
E: myelomauk@myeloma.org.uk
Charity No: SC 026116
For feedback, comments and questions
about content:
Contact Jude Leitch on
+44 (0)131 557 3332 or email
jude.leitch@myeloma.org.uk
To subscribe:
Contact Stephanie Lyle
+44 (0)131 557 3332 or email
stephanie.lyle@myeloma.org.uk

Call our Infoline on
0800 980 3332
www.myeloma.org.uk
Autumn 2017

Jude Leitch
Myeloma Matters Editor

DEAR
READER
Welcome to the Autumn 2017
edition of Myeloma Matters.
In this edition, we feature an
article on diet and supplements in
myeloma, authored by a dietitian
at Guy’s Hospital in London. Diet
is always a hot topic with patients
on the Infoline and at Infodays.
Patients, understandably, want
to know if there’s anything they
can do or take that can minimise
the effects of myeloma, alongside
more ‘conventional’ treatment. An
article on this topic is also timely
given the significant interest that
was sparked, in the myeloma
community and the popular

media, about the case study
published in the British Medical
Journal which summarised one
relapsing myeloma patient’s
experience of taking a curcumin
supplement as a treatment for
her myeloma over the course of
five years. The article by Monika
takes a broader view on diet and
supplements in general and I
hope you find it of interest.
The Spotlight section, this
time, is on infection. As one
patient put it – Two words sum
myeloma up for me – ‘recurrent
infection’. We feature the words
of three patients talking about

Diet is always a hot topic with patients who,
understandably, want to know if there’s anything
they can do or take that can minimise the effects
of myeloma, alongside more ‘conventional’
treatment.
Autumn 2017

how they minimise their risk of
succumbing to infection, plus
the views on infection from Dr
Guy Pratt, who wrote the section
on infection in myeloma for
the recently published national
guidelines on the long-term
effects of myeloma and its
treatment. My intention with
this relatively new Spotlight
section is that it helps others –
your feedback on whether it is
delivering on this aim would be
extremely helpful.
We also feature the first of two
interviews with our new Chief
Executive, Rosemarie Finley, so
that readers can get to know her
a little. Another interview will
feature next issue, once she has
completed her first 5 months in
post.
I hope you enjoy this Autumn
edition and, as ever, please
contact me with any comments.
Infoline: 0800 980 3332
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Lenalidomide
maintenance
following HDTASCT demonstrates
significant benefit
A meta-analysis published in the
Journal of Clinical Oncology has
demonstrated that maintenance
treatment with lenalidomide
(Revlimid®) following high-dose
therapy and autologous stem
cell transplantation (HDT-ASCT)
in newly diagnosed myeloma
patients can provide significant
benefits. Data pooled from
three large-scale clinical trials
showed that lenalidomide
maintenance treatment reduced
the risk of death by 25%, and
increased the length of time
following treatment before
the myeloma starts to come
back by 29 months, when
compared to the control
group. Furthermore, seven year
survival was reached in 62% of
patients receiving lenalidomide
maintenance versus 50% of
patients in the control group.
These results provide substantial
evidence of the benefits of
lenalidomide maintenance
treatment. Although approved
for use in Europe, lenalidomide
maintenance treatment is yet to
be made available on the NHS.

Keep up-to-date
on myeloma news
by visiting
www.myeloma.org.uk
or sign up to
our monthly
e-newsletter at
www.myeloma.org.uk/
enewsletter
Autumn 2017

Drug of marine origin enters ‘quadruple
combination’ Phase I myeloma trial
The Spanish pharmaceutical company, PharmaMar, has announced
the start of a Phase I trial to test the safety and efficacy of plitidepsin
(Aplidin®) in combination with pomalidomide (Imnovid®), bortezomib
(Velcade®) and dexamethasone as a treatment for newly diagnosed
myeloma patients. Plitidepsin is an anti-cancer drug under investigation
that researchers originally isolated from the marine invertebrate Aplidium
albicans. Plitidepsin helps to prevent protein production in cancer cells,
causing their death. Following positive results from a 2016 Phase III trial,
plitidepsin in combination with dexamethasone is also currently under
review by the European Medicines Agency as a treatment for relapsed
and/or refractory myeloma patients.

Genetic technique further validated as a
useful prognostic tool in myeloma
A study, published recently in the journal Clinical Lymphoma, Myeloma
and Leukemia, has further validated the use of a gene expression profiling
tool, called SKY92, as a useful prognostic tool to stratify (group) myeloma
patients. Gene expression profiling is a technique that measures the
activity of thousands of genes in a cell all at the same time. The resulting
genetic profiles can be used to categorise patients. The research team
concluded that SKY92 could not only stratify myeloma patients with high
accuracy, but could also serve as the basis for the discovery of tailored
treatments for different groups of patients.

Pembrolizumab trials in myeloma suspended
The pharmaceutical company Merck has recently announced that three
of its myeloma trials investigating pembrolizumab (Keytruda®), a type of
immunotherapy treatment, have been suspended. Based on the available
data, the US Food and Drug Administration (FDA) has determined
that the risks of pembrolizumab treatment combinations outweigh any
potential benefits. This follows a pause in patient enrolment in June 2017
due to reports of deaths within trial groups. All patients enrolled in these
trials will cease investigational treatment with pembrolizumab for the
time being.

New antibody drug can rebuild and
strengthen bones
Australian researchers have developed a new antibody drug which
targets and neutralises a protein called sclerostin, a key regulator of bone
formation. Results published in the journal Blood showed that the antisclerostin antibody drug stopped further bone loss and increased bone
volume in mice. The team also tested the drug in combination with a
common bisphosphonate drug given in myeloma, zoledronic acid, which
prevents bone breakdown but does not heal damaged bones. “Together,
the impact on bone thickness, strength and resistance to fracture was
greater than either treatment alone” said the lead researcher. This raises
hope for treating bone loss and painful recurrent bone fractures associated
with myeloma. The team is now looking ahead to clinical trials in patients.
Infoline: 0800 980 3332
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MY LIFE WITH
MYELOMA
NAME: Moira Cooke
LIVES: Kent
AGE: 64
When I was having my
preparatory treatment for
my first autologous stem cell
transplant in the summer
of 2006, I was told by a
haematology doctor that he
would describe my treatment ‘as
taking you to the edge – as far as
we dare and then bringing you
back’. After a second autologous
transplant in January 2016 I
am still left wondering at the
wonders of modern science for
restoring health to my body –
but how do we ‘put ourselves
back together’ psychologically
after such radical treatment?
And for that matter how do we
maintain any ‘psychological
wellness’ whilst living with this
disease?
I was asked to write an article
on the psychological effects of
living long-term with a myeloma
diagnosis after expressing the
view to Myeloma Matters that,
although always interesting,
I found the patient stories
were too often focused on
the ins and outs of stem cell
transplantation, and therefore
only representative of a narrow
percentage of myeloma patients.
I felt I wanted to know more
about how other people who
had other treatments had coped
and how people adjusted to
living with this condition. For
myself I always felt that science
sorted out my body, but the
6
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psychological wellbeing side was
another matter.
Whilst much has changed for
the better in the myeloma world
since 2006, how I felt when
initially diagnosed in June 2006,
and how my treatment affected
me, shaped my response to
things subsequently. Coming to
terms with that all-consuming
sense of shock and feeling the
bottom had dropped out of my
world. Not wanting to leave my
children and die early like my
mother had – with all its resultant
complications. All this and much
more was whirling around in my
head whilst at the same time I
had to deal with substantial sideeffects from the treatment – for a
disease I had never heard of and
whose symptoms I was blissfully
unaware of prior to diagnosis!
In my case this was compounded
by severe and enduring
C. difficile which I had for over
three months post-transplant and
which rendered me wheelchair
bound for all that time.
Well that was the gloomy bit –
so how did I recover from that
psychological battering?
Call it a lightbulb moment but
one day when I was on the
ward I heard a nurse and a
patient laughing heartily about
something. I remember thinking
‘what have they got to laugh
about?’ I came to understand

that there is a life to be had
after a cancer diagnosis and I
credit that in no small part to the
way those nurses and doctors
dealt with their patients on that
ward and the love, patience and
loyalty of my husband, children,
family and friends who were
by my side through thick and
thin. From them I gained some
strength to rebuild my life. This
will be true to varying degrees
for a lot of people, but I think
- looking back - those other
people in my life wanted me to
get better and recover from that
treatment more than I did. From
my perspective this was because
I had been told at the point
of diagnosis, that the average
remission was 15 months. I
considered that if the treatment
and recovery was up to a year –
considering how diabolical I felt, I
was not sure it was worth all that
suffering for such a potentially
small gain.
But from that loyalty and
persistence of my family and
friends I came to realise I had a
choice to make: whether to seek
to recover and resurrect ‘the old
Moira’ or to walk around feeling
morbid and let my situation
subsume who I was and what
I had been ‘pre diagnosis’. I
used to call that option ‘walking
around with a bag over my head’
– in other words cutting myself
off from anything positive in my
Autumn 2017
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life. I guess retrospectively that
was the point – I had previously
had a life that had purpose and
I did not want to give it up!
However I can remember my
birthday after I was starting to
recover in spring 2007 and not
wanting to acknowledge how
quickly the time was passing,
because by so doing I thought
I inevitably had less remission
time remaining. But then as you
get fitter physically your desire
to pick up the threads of a life
get stronger and stronger. By
this time I had a first grandson,
had discovered I could get travel
insurance and decided not to go
back to work. I had hung on to
the idea of working as a measure
of returning to a normal life. I
have however never regretted
that decision, whilst realising
I was very lucky to be able to
make that choice.
In 2009 we decided to move
to Kent from the West Country
which we had loved. We wanted
to downsize and be nearer to
our children and grandchildren
(number two was on the way). I
cannot overstate the joy those
children have brought me. They
cheer me up when I feel down
or unwell and entertain me
such that I find energy reserves
I did not know I possessed!
Grandchild number three was
born in March this year to our
younger son and his wife and
having a new baby in my life is
wonderful. There is no doubt
they help give my life renewed
purpose and help motivate me to
keep myself fit, in order to keep
up with them.
On a slightly more contemplative
note: How do you avoid
becoming defined by your
diagnosis? At times it certainly
feels like it ‘consumes’ you
physically and psychologically,
what with symptoms, sideeffects, treatments and a
whole plethora of medical
appointments…. I am not sure I
have any answers as such. But
8
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the writing of this article required
me to try and articulate some
of my thoughts on the matter:
like anyone else I have good
and bad days – days when you
feel more able to cope with
what life is throwing at you and
days where you definitely do
not. I don’t want to be known as
‘that woman with myeloma’ so I
endeavour to live my life ‘around’
it whenever possible – adapting
to its limitations, some of which
are greater than others. As a
very wise friend of mine put it
“myeloma is what is happening
to your body, you decided not
to let it happen to your mind”. I
endeavour to live a life which has
to encompass cancer in it, rather
than be defined by it.
If you can learn to come to terms
with your situation, then life
still has much to offer. Having
said that, fundamentally, I think
that it is very hard to do – if
not impossible - and most of
us no-doubt try our best every
day - each in our own way. I say
to myself “I am not my cancer,
it doesn’t own me. I am me who
happens to have cancer”. I aim
to be at a place in my life where I
can just ‘be’ and talk next about
how I have tried to achieve this.
I have chosen not to become
part of a support group, but do
use the information Myeloma UK
provides and attend the Patient
and Family Infodays most years.
I have made the choice not to
read about drugs/treatments
and complications until I need
to, my rationale being I will only
worry about it if I do. Over the
years I have sometimes even
resorted to perverse humour, in
so far as with myeloma, because
it cannot be cured – then at least
you don’t have to worry about
whether or not it will come back!
That is at least one eventuality
we in the myeloma world don’t
have to concern ourselves with.
I have faced one relapse so far,
but think the next will be a lot
harder as I knew that a second

autologous stem cell transplant
was likely to be offered and
that the indications were for a
good outcome. I think a second
relapse will be a new part of
my myeloma journey requiring
new strength and having to
dig deeper into those personal
resources.
I like my life, but through
necessity have to live for today
and make the most of every
day. Any planning is ‘theoretical’
until close to when it happens.
Friends and family have got
used to this, as have we and
everyone knows that is just how
it is. Pacing myself is part of
my everyday life and even my
grandchildren understand this. I
try to eat well and exercise when
I can by doing Pilates, swimming
and walking. I try to get plenty
of sleep, minimise stress on
myself and fundamentally enjoy
myself as much as possible! I like
to set myself targets and have
things to aim for. At the moment
I am walking the coastal path
near us with a friend. I think it
is a good indicator of how far I
have come, considering my aim
following my first treatment was
to be able to walk from the sofa
to the kitchen sink, and that took
me three months to achieve.
I represent a growing percentage
of long term survivors of
myeloma. I would like to see
some more articles devoted to
this group. At the same time I
think articles representative of
other groups such as those who
cannot have a transplant would
be valuable.
Last but not least for all you
budding authors out there – I
did not find this article very
easy to write at all. Putting
into words such personal
and sensitive matters I found
very hard, but as people
increasingly have better life
expectancies with myeloma our
psychological wellbeing needs
to be considered with greater
importance I think.
Autumn 2017

SPOTLIGHT

ON INFECTION
“The fear of infection
almost became worse
than the infections
themselves and I was
in danger of becoming
a recluse! Something
had to be done - I
had to work out some
strategies for having
a normal life as safely
as possible”

Autumn 2017
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INTRODUCTION
TO INFECTION

An infection occurs
when disease-causing
microorganisms such
as bacteria, fungi or
viruses enter the body
and begin to multiply.
Usually, the immune
system quickly kills
and removes the
microorganism,
but sometimes the
microorganism
survives long enough
to cause infection
and symptoms.
10
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Frequent or recurrent infection
is one of the most common
complications of myeloma, and
patients are up to ten times more
likely to develop an infection
than healthy people. This is for
two main reasons: the myeloma
itself and the side-effects of antimyeloma treatment.
Myeloma cells are abnormal
plasma cells, a type of white
blood cell, which are an
important component of the
immune system. Healthy plasma
cells produce different types of
antibodies to help fight infection.
Myeloma cells release a large
amount of a single type of
antibody (paraprotein), which

cannot fight infection. In addition,
as the myeloma cells grow and
expand within the bone marrow,
they suppress the production of
healthy blood cells. This further
weakens the immune system and
its ability to fight infection.
Anti-myeloma treatments also
commonly lower the levels of
healthy white blood cells in the
body, further impacting on the
immune system.
The following pages provide
more information on infection
from fellow patients, family
members and a healthcare
professional, and include tips for
avoiding infection.
Autumn 2017
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?

DID YOU

KNOW ?
It is estimated that 80% of all infectious diseases
are transmitted by touch. The single most
important thing you can do to prevent infection
is wash your hands.

As well as catching an infection from someone else,
myeloma patients are also at risk of ‘opportunistic
infections’. These are infections caused by
microorganisms that are not normally harmful,
but can take advantage of a weakened immune
system and cause symptoms.
A common antibiotic, clarithromycin, can enhance
the depth and length of response to the
immunomodulatory drugs thalidomide,
lenalidomide and pomalidomide. It is thought to work
by reducing inflammation, allowing the immune
system to concentrate on killing myeloma cells.
Myeloma patients have a reduced ability to
respond to vaccination due to their weakened
immune systems. Nevertheless, seasonal influenza
and pneumococcal vaccines are still recommended
in order to provide at least some immunity to
these infections.
Antibiotics are not effective against infections
caused by viruses like the common cold, flu,
most sore throats, bronchitis, and many sinus and
ear infections. Misuse of antibiotics can promote
the spread of antibiotic resistant bacteria.
Despite its negative impact on myeloma patients,
‘infection’ may actually be used to treat myeloma
in the future – virotherapy is an emerging branch
of medicine exploring the use of laboratoryengineered viruses to kill cancers. Reolysin® is an
example of an engineered virus being investigated
for the treatment of myeloma.

Autumn 2017
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Top
signs
of infection
#1
Fever

#2
Chills/
sweating

#3
Cough

#4
Nausea/
vomiting

#5 Rash

Infoline: 0800 980 3332

Infoline: 0800 980 3332

11

11

SPOTLIGHT ON

The healthcare professional view
Dr Guy Pratt is a consultant haematologist at the Queen Elizabeth Hospital in
Birmingham. He wrote the section on infection in myeloma for the recently published
guidelines on the long-term effects of myeloma and its treatment.
Infection can be a significant
problem for myeloma patients.
They can occur at any time during
the course of the disease but are
most common when the disease is
more active and when a patient is
on treatment. This is because the
immune system is vulnerable when
the myeloma is most active, and
is further weakened by treatment
side-effects. The majority of
infections can be treated with oral
antibiotics - especially if detected
early - but sometimes infections
require prolonged or repeated
courses of antibiotics. Occasionally,
intravenous antibiotics and
hospital admission is required
for more serious infections, such
as pneumonia. Some infections
are due to viruses, against which
antibiotics are not effective.
The commonest infections in
myeloma are chest and urine
infections. Infections typically
lead to a poor quality of life, due

to both the specific symptoms
of the infection, but also due to
patients feeling generally unwell,
lethargic, having poor sleep and/
or loss of appetite.
Education is important so that
patients and their carers are
vigilant and make contact with a
healthcare professional as soon
as signs of infection occur so
that antibiotics – if required - can
be given quickly. For patients
travelling away from home it is
often sensible to have a supply
of antibiotics just in case an
infection develops. Shingles is
due to a virus and presents with
a rash which is often painful
and blistering. Aciclovir (an
anti-viral treatment) may help
prevent progression of shingles;
for this reason, aciclovir is given
daily alongside many myeloma
treatments to prevent shingles.
There are other treatments that
can be used to prevent infections,

namely vaccination and
immunoglobulin replacement.
Vaccination is unlikely to be
effective if given when the
disease is active or if patients
are on active treatment. This is
because for vaccination to work
it requires the immune system
to be strong enough to respond
so that it is primed to respond
in the future. Immunoglobulin
replacement involves injections
of immunoglobulins (antibodies)
given every 3-4 weeks. Although
the research on immunoglobulin
replacement is poor, it should be
considered for patients who still
get recurrent infections despite
several months of prophylactic
antibiotics and who have a poor
response to vaccination.
There is a need for more trials to
better understand how to manage
infection in myeloma and identify
which patients are most likely to
benefit from particular approaches.

“Many haematology units give antibiotics
to prevent infections that may arise during
a course of treatment – these are called
‘prophylactic’ antibiotics. Prophylactic
antibiotics may also be continued indefinitely
for patients who suffer from recurrent
infection. The 800-patient TEAMM trial is
addressing the question of whether giving
the antibiotic levofloxacin prophylactically to
prevent infection is beneficial if given every
day during the first 60 days of treatment results are expected soon.”
12
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LIVING /COPING
WITH INFECTION
– testimonials from three patients
“As a gardener and a patient with
dogs and living an outdoor life, I
have found infection always has
to be quietly considered. Having
put a plaster on a tiny nick on
my finger whilst cleaning out the
garden pond and then finishing up
in hospital on a drip has made me
cautious! Gloves are now a must
for gardening, dog walking and
varied outdoor activities.
I try and clean any nicks immediately
with boiled salty water and keep TCP
and fabric plasters handy. Quick first
aid seems to be the best policy.
I carry Vicks ‘First Defence’ nose
spray in my handbag and in the car
to use before going into company,
supermarkets or appointments.
For minor burns whilst cooking I rely
on cold tap water for ten minutes and
then ‘Germolene new skin liquid plaster’
which keeps the moisture in and works
for me.
I do have spare antibiotics to hand if I
happen to get caught at a weekend or
away from home and need some help.”

“I remember being told that two of the
worst offenders for being germ-laden
were supermarket trolley handles and bus
handrails! I became much more careful about
handwashing, especially after being out.
If I took the bus, I would cover my nose and
mouth with a scarf – it seemed less conspicuous
than a face mask. I’m not sure if it was effective
but it made me feel as though it should keep out
some of the germs!
I wanted to continue to see friends so instead of
meeting in busy cafes as we would normally do,
we met in our homes (as long as no-one had a
cold!).
I used to be a regular cinema-goer but feared the
small confined space of the independent cinema
which I normally went to. Instead we went to the
lunchtime showings at the local multiplex which
was almost empty at that time and you could sit
well away from other people.
Holidays involved some of the most difficult
decisions as there was always that ‘what if…?’
feeling. What if I fall ill while we are away? What
if I don’t feel well enough to enjoy the holiday
and spoil it for others? We settled for regular
short trips, maybe 3-4 days each and not more
than about 2 hours’ drive away so that we could
come home if necessary.”

“How can one totally avoid infections? I wish that I knew the answer. One huge tip is to

wear a mask always when on a crowded train or on an aeroplane (always, whether short or long
haul) or wherever else. Unlike the Far East, it is still slightly unusual here and takes a little bit of
courage – but it’s worth it! Some masks are of dubious value. The ones that I use are produced
by the Cambridge Mask Company (available through Amazon). These masks, designed by a
Cambridge physicist, are based on Ministry of Defence technology (I have no connection –
financial or otherwise with the company!). Then, there is obsessive (OCD style!) hand washing
which I carry out (except when I forget!).”

Autumn 2017
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TIPS FOR AVOIDING
INFECTION
6

Practise good kitchen
hygiene e.g. chilling
foods, separating raw
and cooked meats

7

Try to avoid getting
cuts and scratches,
particularly when
gardening

3

Keep your skin
moisturised to reduce
the risk of skin cracks
and wounds

8

Maintain good oral
hygiene, using
antimicrobial mouth
rinses if necessary

4

Keep wounds or
sores clean

9

Don’t share towels
or clothes

10

Be vigilant for the signs
and symptoms of
infection and report them
to your doctor or nurse

1

Regularly wash your
hands with soapy water

2

Carry sanitising hand gel
for when soap and water
is not readily available

5
14

Get vaccinated against
flu annually, and
encourage close family
members to also get
vaccinated

www.myeloma.org.uk

OUR NEXT
SPOTLIGHT
WILL BE ON
EMOTIONAL
IMPACT

A myeloma diagnosis
can affect emotional and
psychological wellbeing in
many different ways, which
can change over time.
What emotional or
psychological challenges
have you found most
difficult? And what things
have helped you cope
emotionally?
Get in touch and your
comments and your words
could feature in the next
issue.
E: jude.leitch@myeloma.org.uk

Autumn 2017

Ellen Watters RGN Myeloma Information Specialist, Myeloma UK

Does the DVLA
suspend your driving
licence regardless
of the severity of
your peripheral
neuropathy?
You are now required by law
to inform the DVLA if you have
peripheral neuropathy. You will
need to complete the DVLA CN1
form which can be downloaded
from the DVLA website, or if you
call the DVLA on 0300 790 6806
they will post you one. The DVLA
don’t specify a severity level, and
we are aware of patients with mild
peripheral neuropathy who have
contacted the DVLA and who are
still able to drive - each case is
individually assessed.
Once you have submitted your
form, if the DVLA require any
additional information they may
make contact with you or your
doctor thereafter.
To find out more call the
Myeloma Infoline or email
askthenurse@myeloma.org.uk

Myeloma Infoline
0800 980 3332
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What is CAR-T therapy?
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 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.
Early results of CAR-T cell therapy
in myeloma are promising.
However, the need to collect and

modify T cells from each patient
individually means the process is
currently very time-consuming,
expensive and requires highly
specialised skills. Its safety also
needs to be proven, as the
modified T cells may live on in
the body for a long time. More
research is needed to address
these limitations, but CAR-T
therapy offers the prospect of a
highly effective new treatment for
myeloma in the coming years.

Do you get a longer remission if more
stem cells are returned as part of the stem
cell transplant procedure?
The aim of high-dose therapy and stem cell transplantation is to
improve the response achieved from the preceding treatment,
allowing patients to have as deep a response to treatment as possible,
potentially leading to a longer period of remission or plateau.
Previously collected (harvested)
stem cells that are reinfused are
given to recover the patient’s
bone marrow following the
destruction of blood cells that
occurs as a result of the high-dose
chemotherapy.
The stem cell reinfusion has no
impact on the depth of treatment
response achieved, but it is critical
in terms of enabling the patient to

recover from the procedure. The
number of stem cells reinfused is
significant in terms of an adequate
number being required to achieve
healthy blood cell recovery. In the
UK, doctors usually aim to reinfuse
patients with 2 x 106 per kg (2
million cells per kilogram of patient
weight) as it is known this volume
is sufficient to enable recovery of
the bone marrow.
Infoline: 0800 980 3332
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MEDICAL FOCUS
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Specialist haemato-oncology dietitian at Guy’s Hospital, London
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In this article, dietitian
Monika Siemicka outlines
the essentials of a
balanced diet, when
nutritional support
might be needed, and
explores the research
that has been conducted
on the use of dietary
supplements in myeloma.
Essentials of a
balanced diet
Diet plays a crucial role during
myeloma treatment. A balanced
diet provides the body with the
nutrients it needs to maintain
normal function.
Those who are aiming to maintain
their weight and have no difficulty
eating are advised to follow a
balanced diet based on the
Eatwell Guide. This incorporates
the different food groups:
fruit and vegetables; complex
carbohydrates (potatoes, bread,
rice, pasta); proteins (pulses,
fish, eggs and meat); dairy and
alternatives; and oils and spreads.
Nutritional support can be
provided in a variety of ways to
those who are struggling with
weight loss. Initially, the aim is
to meet nutritional requirements
through diet, but this can quickly
be escalated to include the use of
nutritional supplements (such as
Fortisip®, Ensure Plus® or Aymes
shake®), or if necessary, artificial
nutrition support where someone
might be fed through a tube or
fed directly into the veins.

Dietary supplements
Dietary supplements are
generally unnecessary if someone
is able to eat a well-balanced,
varied diet as this will provide all
necessary nutrients. Sometimes,
a healthcare professional may
need to prescribe a supplement if
there is a specific deficiency, such
as vitamin D. Nonetheless, there
is an abundance of supplements
Autumn 2017

available in supermarkets, health
food shops and pharmacies,
many promising to improve
health. Myeloma patients often
ask if there are any supplements
that should be taken alongside
their conventional treatment to
help them fight their myeloma,
and certain supplements (e.g.
curcumin) have attracted much
recent media attention.

Curcumin
Curcumin is the active component
found in turmeric, an Indian
spice used in cooking, and
has been used for centuries in
traditional medicine in South
Asia. It is suggested to have antiinflammatory and antioxidant
properties. The majority of
research looking at the effect
of curcumin in myeloma has
been carried out in vitro (in the
laboratory), or in mice, so it is
difficult to conclude whether it
would have the same outcome
in humans. Findings suggest that
curcumin can: prevent the growth
of myeloma cells; increase the
effectiveness of some drugs such
as thalidomide; induce myeloma
cell death; and limit resistance
to some chemotherapy. A case
study was recently published
in the British Medical Journal
exploring one relapsing myeloma
patient’s experience of taking
a curcumin supplement (and
hyperbaric oxygen therapy) as
a treatment for her myeloma
over the course of five years.
This represented the first time
curcumin was reported to lower
paraprotein levels in the absence
of conventional anti-myeloma
treatment in a myeloma patient.
However, as this was only one
patient, there needs to be further
research in a larger clinical setting
before any recommendations can
be made.
Curcumin may interact with some
types of chemotherapy, such as
cyclophosphamide, which may
make it less effective. Curcumin
has anti-platelet properties so

it may not be recommended for
patients with low platelet levels or
who are taking aspirin.

Dietary supplements
and bortezomib
Dietary flavonoids are found in
abundance in the diet including
fruits, vegetables, red wine
and tea. There have been
some studies looking into the
effect they have on bortezomib
(Velcade®). These have shown
that some flavonoids, particularly
quercetin and myricetin, might
inhibit the action of bortezomib.
Again, this research has been
carried out in the laboratory and
in mice and so further clinical
studies are needed to assess the
effect in humans. Foods rich in
flavonoids are an essential part
of a healthy diet and so it is not
recommended that these are
eliminated from the diet.
Vitamin C, an antioxidant found
in fruit and vegetables (especially
citrus fruits such as oranges
and lemons), has also been
shown to interfere with how
bortezomib works, but only in
the lab and in mice to date. It
is still advisable to avoid taking
vitamin C supplements whilst on
bortezomib.
Green tea is a popular beverage
and is sometimes used by
patients as a dietary supplement
during cancer treatment. Some
compounds found in green tea,
in particular epigalloctechin3-gallate (EGCG), have been
shown to prevent the action
of bortezomib in vitro and in
mice. It is hence recommended
that anyone on this drug avoids
drinking green tea or taking green
tea supplements.

Alkaline diet
The alkaline diet has been a
popular topic on social media
recently, especially with reference
to treating cancer. The theory is
that cancer cells favour an acidic
Infoline: 0800 980 3332
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is starved of carbohydrate for
more than a couple of days,
ketones are produced in the
liver from the breakdown of fat
and used as an energy source.
Cancer cells are unable to use
ketones as an energy source and
so it is thought that by following
a high-fat, low-carbohydrate diet
(known as the ketogenic diet),
cancer cells can be starved.
There is currently no evidence,
however, that following a
ketogenic diet lowers the risk of
either getting cancer or slowing
its progression, but research
continues in this area.

Did you know?
A therapeutic dose of curcumin is considered to be around 8
– 10g per day. An average 25g jar of turmeric contains around
0.75g of curcumin. Therefore you’d have to eat 11 or 12 jars of
turmeric per day to get a therapeutic dose.
environment and that different
foods in the diet can either
make the blood more acidic
or more alkaline – therefore,
following a diet that alters the
pH of the blood, making it less
acidic, prevents the cancer from
growing.
In fact, it is the cancer itself that
creates acidic surroundings,
rather than our diets. The pH of
our blood is tightly regulated
as any fluctuation from the
normal range of 7.35 – 7.45 has
life-threatening consequences.
Our bodies maintain our blood
pH through a number of
mechanisms such as getting
rid of excess hydrogen ions
- responsible for making the
blood more acidic - through the
urine.
This means that the acidity of
the urine, rather than that of the
blood, varies in response to our
diets.
Advocates of the alkaline diet
advise cutting out foods such
18
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as meat and dairy, important
sources of protein needed for
the maintenance of muscle
mass. The alkaline diet is not
recommended as it is ineffective
and restrictive.

Sugar-free diet
Another popular diet is cutting
out sugar-containing food and
drink based on the theory that
‘sugar feeds cancer.’
All cells, not only cancer cells,
use sugar (glucose) as an energy
source although cancer cells
have an altered metabolism.
In the absence of sugar in our
diet, our bodies are still able to
make glucose by breaking down
muscle and fat. To preserve
muscle mass when the body

Furthermore, following a
ketogenic diet can be difficult as
foods that need to be avoided
include starchy carbohydrates,
fruit and vegetables. For those
trying to gain weight, some
sugary foods in the diet can be
a useful source of calories and
those following a ketogenic diet
might struggle to maintain their
weight.

Summary
There is not yet any conclusive
evidence to recommend the
use of a particular supplement
or diet in myeloma. It is
important to remember that
some diets might be harmful
if they advise cutting out food
groups and some supplements
might interfere with treatment.
It is therefore always worth
informing your healthcare team
if you are taking any additional
supplements and requesting a
referral to a dietitian if further
nutritional advice is needed.

For more information on eating a healthy diet:
• Download or order the Myeloma UK Diet & Nutrition Infosheet
• Visit the British Dietetic Association Food Facts website
• Visit the NHS Live Well website
Autumn 2017
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Meet
Rosemarie Finley
Myeloma UK Chief Executive

Rosemarie joined Myeloma UK in June 2017 as Chief Executive. She has more
than thirty years of experience in the healthcare sector - she is a registered
nurse and health visitor, and has held a number of senior leadership positions
within NHS trusts, the charitable sector and within healthcare publishing.
Rosemarie worked at the Epilepsy Society as Chief Operations Officer and then
as their interim Chief Executive Officer immediately prior to joining Myeloma UK.
What has been the most
rewarding milestone of your
career so far?
There’s not one single thing I can
pick out, but something that has
always driven me is this: if I can
see an outcome that is positive
for patients, it will inspire me to
act. I don’t know why that is – I
don’t think it came necessarily
from doing my nursing training, I
think it was always there. There is
something in the quest to support
or enable a more positive outcome
for patients that feeds my soul.
What gets you motivated?
Trying to improve services and
outcomes for patients. I also
really enjoy inspiring others to do
the same – so enabling change
management and enabling
people to see the needs of
patients more clearly. Sometimes
I think this can really get missed.
Why Myeloma UK?
Myeloma UK is brilliantly
positioned to be able to
drive forward significant
transformations in myeloma. It
has a really solid foundation and
influence in a lot of areas. It also
has a firm understanding of what
the key issues are, and who to
work collaboratively with to make
Autumn 2017

an impact. And Myeloma UK
has got the skills and expertise
within the organisation to make a
fundamental difference.

to promote, and one that is
especially relevant for rarer
diseases and cancers such as
myeloma.

What projects are you most
excited about?

What is your goal?

It’s got to be delivering on
personalised medicine, or
‘genomics’ medicine, for
myeloma patients – by this
I mean a way to customise
treatments to an individual’s
unique genetic make-up. I am
hugely optimistic about the
influence genomics will have on
myeloma, and I think it will be in
my working lifetime. It’s a very
exciting area to be involved in.
Who is your role model?
Professor Dame Sally Davies
- the first woman to have the
post of Chief Medical Officer
for England. She is a fantastic,
courageous role model. First off,
she’s a woman in a man’s world.
She’s also prepared to go places
that others are not prepared to
go. In her 2016 Annual Report
she captures brilliantly how
genomics will change the face
of healthcare, and how the
current way of making new drugs
available to patients needs to be
revisited. A powerful message

My ultimate goal is to be part
of finding a cure for myeloma,
but my shorter-to-medium term
goal is for myeloma services
and research to be available to
all. There is so much inequality
still, which really impacts on
outcomes for individual patients
– we need to take away these
inequalities within health service
provision.
Away from work, how do you
unwind?
Very simple stuff – friends, family,
the outdoors. I’m definitely
more of a country person that
a city person. At my home in
Buckinghamshire I keep three
hives of bees and two horses.
And my German short-haired
pointer, Molly, keeps me on my
toes!
In the next edition, we will
ask Rosemarie some more
questions, following the
completion of her first 5
months in post.
Infoline: 0800 980 3332
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Patient Information Officers, Myeloma UK
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COPING WITH
‘CHEMO BRAIN’
Chemo brain,
marshmallow mind,
porridge head –
however you choose
to describe it, mind
and memory problems
in myeloma are
common and can be
extremely frustrating.
What is chemo brain?
Chemo brain is a phrase used
to describe the mind and memory
problems that myeloma patients
experience, usually due to the
effects of treatment. Everyone can
be affected differently; in general,
though, it is a feeling of fogginess,
of being out-of-sorts and
struggling to remember words or
things.
Most people who experience
chemo brain can still carry on
with everyday activities but will
find that certain tasks are harder
than they used to be. The impact
of chemo brain usually depends
on what and how much you
are doing, and often it is more
noticeable once you are back at
work or if you are trying to juggle
many thing at once. It can be
incredibly frustrating and stressful,
particularly if it is hindering your
normal activities.

How to cope with
chemo brain
Although chemo brain is so
called because of the effects
of treatment - for example it
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is particularly common after
high-dose therapy and stem cell
transplantation - other factors
such as tiredness, infection and
emotional state increase the
likelihood of developing chemo
brain. Minimising fatigue, stress
and anxiety can help ease the
symptoms of chemo brain.
Discussing the problem with
your nurse specialist may allow
them to make some suggestions
about how to cope with chemo
brain. Some patients find that
complementary therapies such
as massage or aromatherapy
help to reduce stress.
Although it can be frustrating
not being able to find a word or
forgetting something you were
meant to do, try to be kind to
yourself and don’t be discouraged.

My philosophy now is
that I don’t beat myself
up when I have one of
those moments.

Explain to your friends and family
what you’re dealing with and ask
them to be patient with you.
Don’t be too disheartened;
many myeloma patients are in
the same boat as you and for
the majority of patients mind
and memory problems are
short-term. Although it can take
a while before you feel fully
functioning, and in some cases
it may take up to a year or so,
chemo brain usually eases once
you have finished treatment. See
the ‘Coping with chemo brain’
box for some practical tips.

Summary
Chemo brain is a significant
side-effect brought about
usually by myeloma treatment,
and can affect daily life.
However, it is normally shortterm and will improve over
time. Try reducing stress and
managing fatigue to help
lessen your symptoms and
speak to your nurse specialist
about it.

Coping with chemo brain
• Write important details down - use post-its, a notepad or
noticeboard
• Put everything in a diary or wall calendar – the Myeloma UK
patient diary can help you keep track of appointments and
treatments
• Set alarms and reminders on your phone
• Exercise physically
• Do mental exercises like puzzles and crosswords
• Take time in the evening to reflect and process the day
• Rest well
• Tell your doctor, nurse, family and friends so you don’t have to
cope on your own
Infoline: 0800 980 3332
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CONNECTING
WITH OTHERS
Connecting with
other people can
help you navigate
the many ups and
downs that living
with myeloma brings.
Meeting other
myeloma patients
in particular can
provide you with
the reassurance that
others are going
through the same
thing.
How to connect
with others
From chatting in large groups
to one on one telephone
conversations, there are
lots of ways to connect with
other people, depending on
your needs and preferences.
Connecting with other people
can give you space to talk
about your myeloma or forge
new friendships.

Becoming isolated is
the last thing you will
want and need.
In person
If you are keen to meet people
in person, there are a number
of ways of doing this.
Myeloma UK Patient and
Family Infodays are a great
22
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way to meet others, while
staying up-to-date with the
latest in myeloma treatment
and research. They can even
lead to lasting friendships that
continue long after the day has
finished.
One of the 90+ Myeloma
Support Groups that exist
across the UK and Ireland
can be an ideal place to make
friends with people who
understand what you’re going
through.

I have found that a
Support Group can
help and, indeed,
through one I’ve
simply increased my
circle of friends.
Cancer centres such as
Maggie’s centres or Macmillan
centres can also provide safe,
open spaces to drop in and
have a chat.
Alternatively, local clubs
and hobby groups, including
community, faith or cultural
groups, can be a good way of
meeting like-minded people.

By phone
If you like chatting one to
one, phone support lines such
as the Myeloma Infoline are
available.
As well as providing a myeloma
information specialist to talk
to, Myeloma UK can put you in

touch with another patient or
carer with similar experiences
to you through our PEER
(Patient Experience Exchange
Resource) Network.
PEER members are able
to offer support and relate
to your experiences. The
PEER Network is primarily
a telephone based service,
however from time to time an
email contact may be initiated.

Online
Online tools allow you to
connect with people from
the comfort of your own home,
in your own time and at any
time.
Online forums such as the
Myeloma UK Discussion Forum
and groups on social media are
open all day every day, giving
you the opportunity to chat
with others any time of day or
night. You may even want to
start a blog to share your story
and reach out to others.
You may find forums that aren’t
specifically myeloma-focused
also of benefit and a chance to
talk about mutual interests.

Summary
Connecting with people is
important to help you live well
with myeloma and can provide
reassurance that you’re not
alone in what you’re going
through. There are many ways
of connecting with others and
it can be beneficial exploring
different ways of doing so.
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DEALING WITH ANGER
Anger does not always
have to be a negative
emotion. Being angry
can help to identify
areas of life about
which we are unhappy
and motivate us to
change. However,
equally, anger can
sometimes be difficult
and unpleasant to
manage, and it is
important to deal with
it in a healthy manner.

disrupted their life, their plans,
their future. They may feel anger
about the way friends or family
have reacted to certain things.
Many patients also wonder ‘Why
me?’ which can lead to anger
and frustration. The symptoms/
complications associated with
myeloma, such as fatigue and
pain, and the psychological
impact of living with a relapsingremitting cancer can take their
toll and lead to feelings of anger
at times. Treatment-related sideeffects can also have an impact
on emotions. In particular, steroids
such as dexamethasone can
cause mood swings, including
strong feelings of anger.

Recognising anger

It is also important to consider
whether the anger is masking
any other feelings – for example
sadness or hopelessness.
Recognising the causes of your
anger can really help you find
ways to manage it.

Anger can be overwhelming and
easy to blindly ‘give in’ to. It is
therefore important to recognise
anger for what it is.
Often anger begins with getting
‘stuck’ in a cycle of negative
thoughts, thinking things like ‘This
always happens to me’ or ‘They
never listen’. Physical signs might
include a headache, clenched jaw/
fist or striking out (physically or
verbally).
Having learned to recognise
anger, the next step is to figure
out ways of reducing its impact –
perhaps by taking deep breaths,
meditating or taking some ‘me
time’.

Understand the cause
Periods of anger may follow a
diagnosis of myeloma.
Patients and carers can feel anger
about the way myeloma has
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Keeping a diary can be invaluable.
Include details such as when
the anger occurred and what
thoughts or actions may
have triggered it. This can be
particularly useful for identifying if
the emotion is due to a side-effect
of treatment or if it is related to
another emotion.
There are also many apps for
smartphones and tablets that can
help to track your mood.

Managing anger
Anger can generate a great deal
of energy – it may help to put this
energy to work by diving into a
hobby such as walking, gardening
or baking.

Anger can be caused
by the diagnosis –
patients may think
‘Why me?’ – or can
be a side-effect of
some treatments. In
particular, steroids.
However, sometimes hobbies
can give ample time for dwelling
on negative thoughts. Cognitive
restructuring (also referred to as
cognitive behavioural therapy or
CBT) is a method of identifying
and changing unhelpful patterns
of thinking that many people find
to be effective.
It can be difficult to talk calmly
to family or friends about anger,
but talking may lead to a better
understanding of the causes and
help to develop ways of managing
it. Sometimes it can be easier to
talk to someone who is impartial,
such as a counsellor.
Though CBT or counselling may
not always be available in your
hospital, your GP or doctor should
be able to put you in touch with
a registered practitioner in your
area. Other complementary
therapies designed to relax, such
as massage and yoga, may also
be helpful for dealing with anger.

Summary
Anger is a normal emotion to
feel and it is not something to
feel guilty about. Though it can
be difficult, learning to manage
anger can reduce its impact and
motivate change.
Infoline: 0800 980 3332

23

MY MYELOMA STORY

myeloma story
Cathy Ison is 69 years old,
is a retired clinical scientist,
lives in Maidenhead, Berkshire
and helps to run the Reading
Support Group.
Background to my husband
Peter’s myeloma
In early 2008 Peter had a
persistent pain on the right side of
his chest which we assumed was
the result of a bump in the car just
before Christmas 2007. He had
some unsuccessful physiotherapy,
followed by an endoscopy to
investigate his gall bladder. The
blood test carried out at the same
visit showed a grossly abnormal
Erythrocyte Sedimentation Rate.
Repeat blood tests and scans
indicated that the diagnosis
could be myeloma. Peter was
reasonably well and had been
running up to six weeks before
but soon after referral to a
haematologist he deteriorated
rapidly. Since his initial diagnosis
24
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he has had two stem cell
transplants (in 2008 and 2013)
giving him five and two years
remission, respectively, and has
just finished an 18 month course
of treatment for a second relapse.
We are fortunate that Peter has
responded to the drugs he has
been given; he is currently in
remission and not on treatment.
How was it for you when Peter
was diagnosed with myeloma?
Peter’s diagnosis was a complete
shock for both of us, any aches
and pains we tended to put
down to running injuries. When
the diagnosis was confirmed it
came just eight weeks after my
mother had died unexpectedly
while in care for dementia and my
father was still very frail. My initial
reaction was one of sheer panic
followed by a sleepless night.
This lasted for around 24 hours
and then I became occupied with
the logistics of learning more
Autumn 2017
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about myeloma and sorting out
appointments. As a healthcare
professional, who had worked in
haematology during my training,
I had heard of myeloma so I
suspect I wasn’t as frightened
as many others but I wanted to
know more detail and what the
future held. I regret that we knew
nothing about Myeloma UK at
this time and were not steered
in its direction. However, I was
very fortunate that my work
colleagues, many of whom were
medically qualified, steered me
in the right direction of other
websites to look at and - more
importantly - those not to. Close
colleagues supported me by
taking some of my workload
enabling me to take as much time
away as I needed.
Over the last nine years, I’d
say the first weeks following
diagnosis were the most difficult
for me - Peter was found to
have a tumour in his spine, had
severely reduced mobility and
was very frail. I was juggling a
full-time job, helping to care for
my father who was living alone,
but fortunately very near us, and
supporting Peter, with the future
totally unclear. There was a lack of
control over what was happening
and I was very uncomfortable
with that.
What adjustments have you
had to make to your life since
his diagnosis? Do you see
yourself as a carer?
Wherever possible we have
tried to keep life as normal as
it was before the diagnosis,
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Infoline: 0800 980 3332

25

MY MYELOMA STORY

but ultimately there are a few
compromises. The greatest
change was that running
had been an integral part of
Peter’s life for over 20 years
and he always intended that in
his retirement he would train
for another marathon. It is a
frustration and disappointment
for him that he will not be able
to do this. He did continue
running intermittently when the
treatment would allow, but now
we both keep mobile by walking
several times a week. We still
like to travel but were very lucky
during my career to travel to
many parts of the world and
so we are quite happy to travel
nearer to home in the UK or
Europe, with only the occasional
long-haul trip – something
increasingly difficult as Peter’s
bone damage becomes more
evident.
We have also moved house in
the last two years from an old
Victorian cottage with a narrow
staircase and large garden in
a rural setting, to a bungalow
on the edge of town which is
considerably more manageable
and near a few shops and buses.
We always intended to do this
but our inability to maintain the
house we had lived in for over
38 years, due to getting older
and the constant fatigue that
comes with myeloma, made this
an easier decision.
I am not sure whether I would
consider myself a carer. We have
been married over 46 years
and for most of them Peter
has looked after me while my
career developed and I worked
lots of hours. I think we have
tried to approach myeloma
together as a joint challenge to
be dealt with, although there are
occasions when he needs help
that he wouldn’t without the
myeloma.
26

www.myeloma.org.uk

How honest are you with Peter
about how you are feeling?
This is a hard question as I don’t
think either of us is very good
at this. I think we try to protect
each other from our fears and
concerns. We are fortunate
that at this stage Peter is still
responding to treatment and so
we just try to be positive and
make each day count.
What has been the hardest thing
for you to deal with since his
diagnosis?
The hardest thing I have found
is to stop myself being over
protective and not to be ‘mother
hen’ too much. The risks of living
with a long-term condition which
can lead to sudden infection and
to broken bones are often real,
and as I am a microbiologist and
a worrier by nature, and I find it
extremely difficult to let go.
Who or what do you turn to
when it gets hard?
The first year after Peter’s
diagnosis is still a bit of a blur as
all our family and friends were in
shock as to ‘where has this come
from’. I will always be grateful for
my father’s company during the
first year when Peter spent many
weeks in hospital, and I missed
him enormously when he passed
away just a few months after
Peter’s first transplant. I will admit

that I am not very good at asking
for help but we have a close circle
of friends and these have been
my main source of support.
As time progressed, Peter
contacted Myeloma UK and we
became involved in the PEER
Network (see box) and are
now Support Group Leaders.
Initially I was a bit hesitant and
scared about being involved
so closely with others suffering
from myeloma but I have found
that sharing experiences allows
you to voice doubts and fears
that others are less likely to
understand. In my first PEER call
I spoke to a charming lady whose
husband tended to keep his
concerns and feelings to himself,
much like Peter does, and she
ended up helping me as much as I
tried to help her.
Has anything positive come out
of Peter’s diagnosis?
Our experience of co-ordinating
the Reading Myeloma support
group has been a bonus for
us. We have met very positive
people ‘Living with myeloma’ and
have developed real friendships.
Support groups are not for
everyone but we have found
there is a strong bond between us
and there is always someone to
share, advise or offer support.

The PEER Network
• The PEER (Patient Experience Exchange Resource) Network
is made up of patients and family members who are willing to
share their experiences with individuals who contact Myeloma
UK seeking information and support on a one-to-one basis from
someone who has been or is in a similar situation.
• PEER exchanges are facilitated by our Myeloma Information
Specialists on an individual basis. Please call the Myeloma Infoline
(0800 980 3332) for more information.
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Myeloma UK is the only organisation in the UK
dealing exclusively with myeloma.
With Myeloma UK you can…
Call our Myeloma Infoline for practical advice,
emotional support and a listening ear:
UK: 0800 980 3332 Ireland: 1800 937 773

i

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

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

Myeloma

TV

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

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

