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Disclaimer

The information in this Infopack is provided for the
benefit and personal use of myeloma patients and their
carers, family and friends.

This information is provided as general guidance for
information purposes only. It should not be considered
as medical or clinical advice, or used as a substitute
for personalised or specific advice from a qualified
healthcare professional. In respect of legal, financial or
other matters covered by this information, you should
also consider seeking professional advice about your
personal circumstances.

Whilst we try to ensure this information is accurate, we
do not accept liability arising from its use.

This publication is intended for a UK audience. It
therefore may not provide relevant or accurate
information for a non-UK setting.

2 myeloma.org.uk


http://myeloma.org.uk

@elomaUK

Sections

Background to myeloma

Receiving a diagnosis of myeloma

How may myeloma affect you?

What happens next — treating myeloma
Treating symptoms and side effects
Your healthcare team

Living well with myeloma

Medical terms explained

How Myeloma UK can support you

Infoline: 0800 980 3332

3



Introduction

If you have recently been diagnosed with myeloma, this
Infopack is for you. The Infopack focuses on helping
you make sense of your diagnosis, and giving you some
practical tips for the weeks and months ahead.

If someone you know has recently been diagnosed with
myeloma, you may find the Infopack helpful to read too.

How should | use this Infopack?

We know that it can feel overwhelming to be faced with
a lot of new information all at once.

We've designed this Infopack to cover the things you
may want to know, but you should dip into it and read as
much as you want to at one time. Don't worry if you don’t
take it all in the first time you read it, you can come back
to it at any point.

® Read the Infopack at your own pace. There are some
things you will want to know now; some things can be
left until later on

® You may find it easiest to read the Infopack in
bite-size chunks. It has been split into sections to help
you navigate the information as and when you need
or want to

® Each section has a key points list at the start. You may
find it helps to read that before the rest of the section.
Section 1 has some key points about myeloma (see
page 8) that you may want to read first
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® Words highlighted in bold in the text are explained in
the “Medical terms explained” list (Section 8)

©® Throughout this Infopack ‘doctor’ refers to
your hospital doctor. Your GP is always referred
to as such %
s =
This Infopack is intended as an introduction to
myeloma for newly diagnosed patients. We have much
more detailed information available on every aspect of
myeloma - visit myeloma.org.uk to find these resources.
In particular, you may find it helpful to start by reading our
booklet Myeloma - An introduction, which is available
online or as a printed copy

How has this Infopack been developed?

The information in this Infopack has been gathered
together from patients, their families and carers who
have gone through what you are currently going through.

The information in this Infopack has also been reviewed
by healthcare professionals prior to publication.

The quotes in this Infopack are from patients and their
families and friends. Many of them are taken from The
small things that make all the difference, a book of
hints and tips written by — and for — people affected

by myeloma. You can download or order a copy from
Myeloma UK.
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Further information and support

Myeloma UK is here to support you with everything

a myeloma diagnosis brings. Whether you need

more information, a listening ear or to connect with a
community of other patients and family members, we're
here to provide the information and support to help you.

If you have questions after reading this publication, you
can find out more about any aspect of myeloma via the
Myeloma UK website. Visit myeloma.org.uk to order or
download information booklets, watch videos and find
out more about how we can support you.

You may also find it helpful to phone a Myeloma
Information Specialist on the Myeloma Infoline, or send
an email to our AskTheNurse email service.

The Myeloma Infoline and Ask The Nurse service provide
information, practical advice and emotional support to
people affected by myeloma. You can call the Infoline on
0800 980 3332 or 1800 937 773 from Ireland, or email
AskTheNurse@myeloma.org.uk

See Section 9 for more about how Myeloma UK can
support you.
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Background to myeloma

If you hadn’t heard of myeloma before, you’re

not alone. Myeloma is relatively rare, and most
people have not heard of it until they or someone
close to them has been diagnosed with it or is
undergoing tests for it.

This section contains some background
information about myeloma. There is a list of key
points about myeloma below - you may find it
useful to read through this first.

Some key points about myeloma

® Myeloma is known as a relapsing and remitting
cancer: patients are treated and generally go into
remissions when their cancer is not active and often
is not being treated, followed by relapses when the
myeloma is active and needs treatment again

® Remissions can last for long periods of time, and many
patients have a number of remissions and relapses
during their lifetime

©® Although myeloma is not currently curable, it is highly
treatable. The outlook for patients has improved
greatly over recent years and is continuing to improve

® There are a large number of treatments available, and
others are being developed in clinical trials
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® Younger and fitter patients are often able to have
intensive treatments with the aim of deep and
prolonged remission

® Myeloma is a very individual cancer, both in terms
of the complications patients have, and how they
respond to treatment

® Myeloma is a blood cancer but can also be referred to
as a bone marrow cancer

® Myeloma arises from the plasma cells, a type of cell
made in the bone marrow

©® The most common complications of myeloma include
bone pain, recurring infection, kidney damage and
fatigue

©® Treatment of the underlying myeloma will help to
improve symptoms and complications

® Patients are also given supportive treatments to
manage specific complications

Infoline: 0800 980 3332 9
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Common questions about myeloma

Patients newly diagnosed with myeloma, and those
close to them, are likely to have a whole mix of questions
and concerns. It's okay to have many questions and to
feel confused and overwhelmed at times, particularly
when the diagnosis is recent. Most people find that the
information is too much to take on board all at once at
the start.

Some of the questions patients and those close to them
often ask are:

® | have never heard of myeloma, what is it?
® How long am | going to live?

® Who gets myeloma?

@ Is it hereditary?

® Why me?

® What caused it?
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What is myeloma?

Myeloma, also known as multiple myeloma, is a cancer
arising from plasma cells, a type of white blood cell
that is made in the bone marrow. Bone marrow is the
‘spongy’ material found in the centre of the larger bones
in the body. The bone marrow is where all blood cells are
made.

Plasma cells form part of your immune system (the cells
and organs that protect your body against infection and
disease). Normal plasma cells produce proteins called
antibodies (also known as immunoglobulins) to help
fight infection.

In myeloma, these plasma cells become abnormal,
multiply uncontrollably and produce a large amount
of a single type of antibody — known as paraprotein -
which has no useful function. The paraprotein can be
found in the blood and urine and it is often through
the measurement of this paraprotein that myeloma is
diagnosed and monitored.

Paraprotein is made up of two heavy chains and two
light chains. In about 20% of patients (20 in 100), the
abnormal plasma cells produce only the light chain part
of the paraprotein. This is called ‘light chain myeloma’.
More rarely, in less than 1% of patients (1 in 100),

the abnormal plasma cells produce no detectable
paraprotein or light chains. This is known as
‘non-secretory myeloma’.

Unlike many cancers, myeloma does not exist as a
lump or tumour. Instead, the myeloma cells multiply
and expand within the bone marrow. This can occur
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in multiple places in the body where bone marrow is
normally active in an adult. This can include the bones
of the spine, skull, pelvis, the rib cage, long bones of
the arms and legs and the areas around the shoulders
and hips.

Most of the medical problems related to myeloma are
caused by the build-up of myeloma cells in the bone
marrow and the presence of the paraprotein or light
chains in the blood or in the urine.

There is more about symptoms and complications of
myeloma in Section 3.

Myeloma is a relapsing-remitting cancer. This means
there are periods when the myeloma is causing
symptoms and/or complications and needs to be
treated. These are followed by periods of remission or
plateau. During remission or plateau, the myeloma does
not cause symptoms or is stable, and in many cases it
does not require treatment.

12 myeloma.org.uk


http://myeloma.org.uk

@elomaUK

Diagnosing myeloma

To diagnose your myeloma, several tests and
investigations will have been carried out. These tests
also help to determine a treatment plan, monitor
progress and help to detect complications of myeloma
so they can be managed effectively. Three of the main
tests/investigations are:

® Paraprotein or light chain measurement in the blood
and/or urine

© Bone marrow biopsy (a small sample taken from the
bone marrow to check for abnormal plasma cells)

® Imaging tests (X-rays and scans) — to measure the
extent and location of any damage to the bones

For more information see the Tests and
investigations Infoguide from Myeloma UK

Who gets myeloma?

Myeloma is relatively rare with approximately 5,800
people diagnosed each year in the UK.

There are over 24,000 people in the UK living with
myeloma. Its rarity is one of the main reasons why many
people have not heard of it before diagnosis.

Myeloma is more common in older people. However,
around a quarter of myeloma patients are diagnosed
under the age of 65. It affects slightly more men than
women, and is also more prevalent in black people.

Infoline: 0800 980 3332 13
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Causes of myeloma

Many patients question why and how they got myeloma.
Unfortunately, we don’t yet know exactly why people
develop myeloma.

The cause(s) of myeloma are complex, and both genetic
and environmental factors are thought to be involved.
Myeloma develops when genetic ‘errors’ occur within the
DNA of a plasma cell but we do not currently know why
these errors occur.

There is a slight tendency for myeloma to occurin
families. Although this is rare, it suggests there are
inherited genetic factors in myeloma.

—

For more information see the Is myeloma an
inherited cancer? Infosheet from Myeloma UK

Some other risk factors (factors that increase an
individual’s chance of developing myeloma) have
been identified as well. These include age, weight, and
exposure to certain types of industrial and agricultural
chemicals. These risk factors are not enough to cause
myeloma, but may make an individual have a slightly
higher risk of developing it. Other factors also need to
have an impact before myeloma develops.

In most cases, the causes of someone developing
myeloma are unclear and are likely to be unique to
each patient. It may give you some reassurance to
know that there is nothing you could have done to
prevent you getting myeloma, and that it is not “your
fault” in some way.
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How may your myeloma develop?

Myeloma is highly treatable in most patients. Many
patients have a number of periods of remission (when
there is no sign of active myeloma) and relapse (when
the myeloma becomes active again).

Patients often ask about life expectancy (also referred
to as ‘prognosis’). Although there is currently no cure for
myeloma, the life expectancy of myeloma patients has
greatly improved over recent years, with an increasing
number of new and effective treatment options.

It is important to remember that statistics about life
expectancy can only give a very general indication. The
statistics indicate that, across all patients, average life
expectancy has increased four times since the 1990s.
From the latest statistics, half of all myeloma patients
will live for at least five years after their diagnosis, and
around one third of all myeloma patients will live for at
least ten years.

As stressed above, these statistics are averages across
all myeloma patients. They do not reflect an individual
patient’s outcome. It can be difficult, if not impossible,
to predict with any degree of certainty how well an
individual patient will respond to treatment and how
their myeloma will develop. Each patient’s situation is
different, and how their myeloma will develop depends
on factors such as age and fitness, the nature of their
myeloma and the complications it is causing.

Younger patients are often able to undergo more
intensive treatments with the potential to lead to deep
and long-lasting remissions, further improving their
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outcomes. From the latest statistics, it is estimated
that on average three quarters of all younger patients
(54 years old or younger) will live for at least five years
after diagnosis, and just over a half of all patients in this
age group will live for at least ten years after diagnosis.

There are many new drugs in the pipeline which are
being tested for use at different stages of myeloma, and
this means that the outlook for myeloma patients is
improving all the time. Even the latest statistics do not
reflect the possible outcomes for patients living with
myeloma now. With the improvements in treatments and
life expectancy, myeloma has the potential to become a
cancer that is treatable over a very long period.

If you have concerns about how your myeloma may
develop, you should talk to your haematologist who will
be able to give you advice based on your own situation.
For general information and support you can contact the
Myeloma Infoline on 0800 980 3332 or 1800 937 773
from Ireland, or email AskTheNurse@myeloma.org.uk

In the beginning | focused so much

on the incurable part and not enough
on the treatable part. Treatments are
getting better constantly and there are
many options available to myeloma
patients now.
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Understanding your myeloma type

Myeloma is associated with certain genetic changes
(abnormalities). These can be used to classify myeloma
into subtypes. The subtypes have names such as
t(11;14) and del17p. These names indicate the
particular genetic changes that have occurred.

Some patients may have more than one different
genetic change.

You may have been told which subtype you have,
although not all patients have their subtype determined.
Tests used to determine genetic changes include
karyotyping and fluorescence in-situ hybridisation (FISH).

The myeloma subtype that you have can sometimes
affect the way you respond to treatment, or what
treatment you are given. Some genetic subtypes are
associated with what is known as high-risk myeloma.
This means that the myeloma may be more active or
more difficult to treat, and may relapse more quickly.
For this reason, patients with high-risk myeloma may
be given more intensive treatment or treatment
targeted to their myeloma type. The genetics of
myeloma is complex, and as with myeloma
generally, the responses of individual patients
with higher-risk myeloma will vary.

=

For more information see the Genetics and myeloma
Infoguide from Myeloma UK
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It can be a lonely thing to be on the
end of a diagnosis that you just don’t
understand. It’s scary! | feel much less
like that now, more positive, more
focused and just a whole lot happier.
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diagnosis of
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Receiving a diagnosis
of myeloma

If you’ve just received a diagnosis of myeloma,
you may be feeling a mixture of emotions and

it can be hard to know where to start. This
section has information about how myeloma is
diagnosed, and discusses emotional responses
to a diagnosis, and sources of emotional support.

Key points

® Coping with a diagnosis of myeloma is emotionally
challenging but there are resources to help you, and
you are not alone in your diagnosis

® How much information you want may vary at
different times. It is always important to choose your
information sources carefully

©® Myeloma UK have a range of information and support
available to you if you are a newly diagnosed patient
or a family member or friend

® Talking to people can help when you are a new patient.
This may be a specialist nurse, the Myeloma Infoline, a
Peer Buddy or a Support Group

® Telling those close to you about your diagnosis is a big
step. Think in advance about how you want to do this,
and be prepared for reactions that are not what you
expect
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Emotional responses to a diagnosis

A diagnosis of myeloma affects everyone differently. The
fact that most people have not heard of myeloma before
receiving their diagnosis, can make an already difficult
situation all the more confusing. Being diagnosed with
cancer can be a huge shock, even if your doctors have
prepared you for this possibility.

Patients and their families can feel overwhelmed, numb
and can also experience a great deal of fear, anger and
frustration. For other patients it comes as a relief that
they finally have an answer to why they have felt so
poorly for so long. All these feelings are common and are
a natural part of adjusting to a diagnosis.

The complications of myeloma can affect mood and
emotional wellbeing too: for example, pain, fatigue or
lack of sleep can affect your mood, and treatment with
steroids can cause effects such as mood swings and
agitation.

For more information about moods and emotions in
myeloma, see the Infopack for living well with myeloma
from Myeloma UK

Once diagnosed, let all your emotions
out, then take stock - | looked at it as
living with myeloma, not dying from
myeloma.
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Coping with your diagnosis

Getting good information, talking to people and getting
support, and telling people close to you about your
diagnosis, are important ways that may help you come
to terms with a diagnosis of myeloma. Some of the
following suggestions will be for now, others may be
relevant later on.

Information

Information helps you to make sense of your diagnosis
and to make informed decisions about treatment and
care. It can also provide support to family members.
Everyone has different needs for information. How much
information you want, and on what topics, may vary
throughout the course of your myeloma. Information

on myeloma should be made available to you by your
doctor or nurse. You can also access a wide range of
information through organisations such as Myeloma UK.

For many, the internet has become the first place to

go to when looking for information. It gives you instant
access to any topic you can think of. Unfortunately, a lot
of what passes for cancer information on the internet

is made up of opinion and biased information that isn’t
necessarily accurate. In addition, information written
for a non-UK audience may describe treatments and
clinical practice that do not apply in the UK. The wrong
information can be very misleading and even harmful.

Therefore, it is important to select your internet sources
carefully. Myeloma UK have a large range of printed
and online information available about myeloma.
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Myeloma UK's Patient Information is certified under the
Patient Information Forum’s Trusted Information Creator
scheme. This means it is based on reliable, up-to-date
evidence and is written in plain English.

Remember that information from Myeloma UK or other
sources should not replace the advice you get from your

medical team.
H
For information about myeloma, visit our website
myeloma.org.uk, where you can also order printed copies
of our information booklets.

Talking

Emotional support plays a very important role in helping
to deal with a diagnosis. It is easy for patients and family
members to feel isolated, and strong emotions often
make it difficult to discuss worries or fears.

Talking to someone who understands what is happening
can reduce anxiety and ease many of the challenging
and often negative feelings associated with a diagnosis
of myeloma.

Many patients find that the myeloma nurse specialist
in their healthcare team is a good person to talk to. You
can also call the Myeloma Infoline on 0800 980 3332,
or 1800 937 773 from Ireland, to talk to a Myeloma
Information Specialist.

Sometimes you just want to speak to someone who has
been in your shoes. Our Peer Buddy service, Support
Groups and online Discussion Forum can all facilitate
this. Section 9 has more about these support services.
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| was able to talk to someone with
knowledge of what | was going
through and gained information to
help me going forward. | didn’t feel as
alone and | learned so much.

Other sources of emotional support

Our interactive digital Emotional wellbeing tool is
designed to help support emotional wellbeing through
information, videos and activities, and give you space to

work through how you're feeling. A

Go to myeloma.org.uk/wellbeing to access the
emotional wellbeing tool

Telling people

There is no doubt that deciding to share your diagnosis
with others is a big step. You may find it difficult to talk
about what'’s happening to you and how you feel, or be
worried about how those close to you will react. These
tips may be helpful:

® Tell people in the way that feels best for you. It may
sometimes be easier over the telephone, through a
letter or by email rather than face-to-face

® Choose a time and space when both of you are
comfortable and will have enough time to talk without
interruptions
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@ It’s often a good idea to give a warning shot: for
instance, “| have some bad news” can prepare
someone for what you are about to tell them

©® Check every now and then that the other person
understands what you are saying

® Don't be afraid to ask for help with telling others. You
may want to ask someone you've told if they can let
others know your news. This will save you having to
repeat difficult and emotional information

How you talk to people about your myeloma will depend
very much on your personality and how you usually

talk to the people around you. Be prepared for some
unexpected reactions from family and friends - they do
not always react the way you think they will. Some will
become closer and others more distant. Don't get too
upset about this; cancer provokes different emotions in
different people.

Those around you may find it hard to comprehend that
treatment will not cure you and you are likely to have
periods on and off treatment. This can be difficult to
deal with. You may find giving people some written
information helpful. _
's —\
Myeloma UK has information specifically for people

close to myeloma patients. Our Infopack for carers of
myeloma patients can be ordered or downloaded. They
may also find the booklet Myeloma - An introduction

useful to help them understand your cancer
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Do make an effort to tell your family
and friends and encourage them to
continue to talk to you. Becoming
isolated is the last thing you will want
and need.
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How may myeloma
affect you?

Myeloma can cause a variety of symptoms that
affect different parts of your body. The following
pages describe the most common of these. It is
important to remember that myeloma is a very
individual cancer and not everyone will
experience all of these symptoms and
complications.

Key points

©® Most of the medical problems you experience in
myeloma are caused by the build-up of myeloma cells
in the bone marrow and the presence of paraprotein
or light chains in the blood or urine

® As your myeloma is brought under control, this will
help control symptoms and complications as well

® You will also be given supportive treatments to target
specific symptoms

® Not all patients will experience all these complications

® Pain is a common symptom of myeloma; a main cause
is myeloma bone disease

® Myeloma bone disease can also lead to bone
fractures
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® When fractures of the spine cause pressure on
the spinal cord (spinal cord compression), this is a
medical emergency and needs urgent attention

__

® Fatigue is common in myeloma

® Other complications include anaemia, increased 3
infection risk, kidney problems and peripheral
neuropathy (damage to nerves, which causes
symptoms such as tingling, pain or numbness in the
hands and feet)

® Myeloma UK can provide more information about and
support for these potential effects
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How your symptoms will be managed

Most of the medical problems in myeloma are caused by
the build-up of myeloma cells in the bone marrow and
the presence of paraprotein or light chains in the blood
or urine.

Your anti-myeloma treatment (treating your underlying
myeloma) will help improve symptoms and complications
as it gets your myeloma under control. There is more
about anti-myeloma treatment in Section 4.

You will also receive treatments that specifically target
different symptoms and complications of myeloma.
These are called supportive treatments: see Section 5
for more about these.

Pain
Pain is one of the most common symptoms of myeloma.

The main cause is myeloma bone disease. Effective
control and management of pain is an important aspect

of myeloma treatment. .__
9

For more information see the Pain Infoguide from
Myeloma UK

Myeloma bone disease

Myeloma bone disease is a common feature of myeloma.
This is where the myeloma cells interfere with the
normal bone maintenance process and cause holes, or
lesions, to appear in the bone. This can make the bones
more fragile and susceptible to fractures.
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As bone is high in calcium, damage can release large
amounts of calcium into the blood. Bone disease
can also cause bone pain, often affecting the back,
ribs or hips.

@

For more information see the Myeloma bone disease
Infoguide from Myeloma UK

Hypercalcaemia

Hypercalcaemia (too much calcium in the blood)
can cause thirst, nausea, vomiting, confusion and/or
constipation.

Bone fractures

Bone fractures are most common in the spine and the ribs,
and breaks can sometimes occur with only minor pressure
or injury. Fractures of the bones of the spine (vertebrae),
called vertebral compression fractures, can lead to
collapse of the vertebrae. This may cause height loss.

Occasionally, vertebral compression fractures may cause
spinal cord compression, which can be very serious.
Symptoms can include constipation, not being able to
pass urine, incontinence, increased or sudden severe
back pain, tingling or loss of sensation in your legs.

Spinal cord compression is a medical emergency,
and if you think you might have it you should contact
your doctor immediately.

J
( _\

For more information see the Managing spinal

fractures in myeloma Infoguide from Myeloma UK

L J
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Fatigue

Persistent fatigue, meaning an overwhelming tiredness
not resolved by rest and sleep, is common in myeloma.

It may be due to the myeloma itself, or it can be a side
effect of treatment. Fatigue can also be linked to physical
and emotional impacts of having myeloma, such as
anaemia; stress and anxiety; pain; or lack of sleep and/or
lack of exercise.

For more information see the Fatigue Infoguide from
Myeloma UK

Anaemia

This is a reduction in the number of red blood cells or
the oxygen-carrying haemoglobin they contain. It can
occur as a result of the myeloma or as a side effect

of treatment, and can cause fatigue, weakness or
breathlessness.

Infection

Infections are more common in myeloma patients
because the myeloma and its treatments interfere with
the immune system which fights infection.

For more information see the Infection and myeloma
Infosheet from Myeloma UK
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Kidney damage

Kidney damage can occur in myeloma patients for a
variety of reasons, including effects of light chains,
hypercalcaemia, or certain myeloma treatments.

For more information see the Myeloma and the
kidney Infoguide from Myeloma UK

Peripheral neuropathy

Peripheral neuropathy is damage to the nerves

that make up the peripheral nervous system (the
nerves outside the brain and spinal cord). In myeloma,
the most common effects are symptoms such as
tingling, pain or numbness in the hands and feet, and
lack of co-ordination or loss of dexterity. It can be
caused by the treatments for myeloma and also the
myeloma itself.

For more information see the Peripheral neuropathy
Infosheet from Myeloma UK
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Blood clots

Blood clots inside a vein or in the lungs are also
called venous thromboembolism. Patients with
myeloma are at increased risk of developing blood
clots. This increased risk can be due to the myeloma
itself, or certain myeloma drugs. You will be assessed
for your risk of having a blood clot, and may be given
preventive treatment. .__
9

For more information see the Blood clots Infosheet
from Myeloma UK

Symptoms caused by solitary plasmacytomas

Some myeloma patients have localised masses of
abnormal plasma cells called solitary plasmacytomas.
These may be in the bone marrow or elsewhere, and can
cause pain or other symptoms depending where they
are in the body.

For more information see the Solitary plasmacytoma
Infosheet from Myeloma UK
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Coping with potential effects

Although it can seem like there is a long list of potential
ways myeloma could affect you, it's important to
remember not everyone will experience all of the
complications and side effects. 3

__

You may feel anxious or worried about how you feel
now or will feel in the future. Remember that your
healthcare team will be supporting you to manage any
physical effects, and Myeloma UK can provide further
information and support, including tips to help you live
well with myeloma.
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Section 4

What happens
next - treating
myeloma
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What happens next -
treating myeloma

This section talks about anti-myeloma treatment,
which targets the myeloma itself. It aims to
control the growth of your myeloma, relieve the
complications and symptoms it causes, extend
life and improve quality of life.

A large number of anti-myeloma treatments and
combinations are now available, which can be
used at different stages of your myeloma, even
when you have had several previous treatments
and relapses.

Key points

® Your myeloma treatment will aim to control the growth
of the myeloma, relieve the complications it causes,
extend life and improve quality of life

® A large number of myeloma treatments and
combinations are now available, which can be used at
different stages of your myeloma, even when you have
had several previous treatments

©® Treatment is often with combinations of drugs that
work together, including chemotherapy, steroids, and
specific anti-myeloma drugs

® Younger and fitter myeloma patients may have an
intensive treatment called high-dose therapy and
autologous stem cell transplantation
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® Successful treatment can lead to remission, where
there is no sign of active myeloma, or plateau, where
the myeloma is at a stable level

® When at some point in the future your myeloma
relapses, usually a different treatment will be given,
leading to remission or plateau again

©® Myeloma patients may have a number of remissions
during their life

N
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When will treatment begin?

You may not need treatment straight away after

your diagnosis. Results from various tests and
investigations, together with any symptoms you have,
will help decide when treatment should begin. If your
myeloma does not need immediate treatment, you will
still be monitored regularly.

In some situations, treatment may need to be started
urgently, for example if you have serious kidney damage,
spinal cord compression or hypercalcaemia.

Which treatment or combination
will you receive?

Your doctor will discuss the options for treatment with
you. Considering these options can be an emotional
decision, at a time when you are adjusting to your

new diagnosis. You may want to discuss treatment
options with those close to you. You can also phone the
Myeloma Infoline or email the Ask the Nurse service, to
get support with making the decision.

Your doctor will discuss the factors in the choice of
treatment. The treatment or combination choice will take
account of:

® What is licensed and approved for use on the NHS
® Evidence-based national guidelines
® Your age and general health

® Your personal circumstances and preferences
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® The characteristics, activity and stage of your
myeloma

® Any previous treatment or other medical conditions
you have

©® The extent to which your myeloma is causing
complications

©® Whether or not you take part in a clinical trial

: R
Drugs tend to have two names: the name of the
drug (its ‘generic’ name) and the name of the brand. For
example, the drug called bortezomib is sold under the
brand name Velcade®.

You may hear drug combinations referred to by their
initials. For example, a commonly used initial combination
is bortezomib, thalidomide and dexamethasone, which is

often known as ‘VTD'.

How is anti-myeloma treatment given?

Myeloma is usually characterised by periods when
treatment is needed, followed by periods of remission or
plateau when treatment may not be given.

Treatment for myeloma is often with a combination of
drugs that work together. Drug combinations can include
chemotherapy drugs, steroids, and other types of
anti-myeloma drugs.
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The drugs are given in a set pattern over a period of
time known as a cycle. Cycles may last from weeks to
months. There may be days during a cycle when you are
not taking some or all of your drugs. A series of cycles is
known as a course or line of treatment.

Some drugs are given for a set number of cycles. Other
drugs are continued through your remission or plateau,
until your myeloma is beginning to come back, or until
side effects mean treatment has to be stopped.

Side effects of anti-myeloma treatment

The drugs used to treat myeloma can cause some side
effects. Each drug has its own set of side effects but can
produce different reactions in different patients. Some
patients will have few side effects, others will have more.

Most side effects are short-term, can be avoided and/or
managed, and usually resolve once treatment is finished.
Your doctor will go through the potential side effects of
your specific treatment with you.

Supportive treatment used to manage side effects is
covered in Section 5.

Always report your side effects and
any other problems to your doctor or
nurse quickly. Changes can be made
to your treatments so you don’t have
to feel rotten.
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Types of drug to treat myeloma

The following sections explain the most common types
of drug used to treat myeloma. For ease, your doctor
may refer to all of your treatment as “chemotherapy” or
“chemo” but here we have specified each type of drug
you may be given. _
More information about each of these drugs is

available in the Treatment Guide series from Myeloma UK

Chemotherapy

Chemotherapy drugs interfere with the way
rapidly dividing cells, such as myeloma cells, work.
The two most commonly used in myeloma are
cyclophosphamide and melphalan.

Steroids

Steroids are drugs that mimic naturally occurring
hormones produced in the body. They are effective at
killing myeloma cells and can make other anti-myeloma
drugs work better. They can also prevent inflammation
which can help to reduce pain associated with myeloma
bone disease.

N

The most commonly prescribed steroids for myeloma
are dexamethasone and prednisolone.
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Immunomodulatory drugs

Immunomodulatory drugs (IMiDs) work by modifying
the immune system. IMiDs help to kill myeloma cells

in a number of different ways. IMiDs used in myeloma
include thalidomide, lenalidomide (Revlimid®) and
pomalidomide (Imnovid®).

Proteasome inhibitors

Proteasome inhibitors work by temporarily blocking the
actions of proteasomes in cells. Proteasome inhibitors
allow proteins to build up which become toxic within the
cell, causing it to die. Myeloma cells are more sensitive
to this action than normal cells. Proteasome inhibitors
used in myeloma include bortezomib (Velcade®),
carfilzomib (Kyprolis®) and ixazomib (Ninlaro®).

Monoclonal antibody drugs

These drugs work in the same way that natural
antibodies work in the body. Antibodies recognise
proteins found on the surface of potentially harmful cells,
and bind to the protein, which flags the harmful cell for
destruction. Monoclonal antibody drugs bind to proteins
found on myeloma cells. Monoclonal antibodies used

in myeloma include daratumumab (Darzalex®) and
isatuximab (Sarclisa®).
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High-dose therapy and autologous
stem cell transplantation

High-dose therapy and autologous stem cell
transplantation (HDT-SCT) is an intensive treatment
that is suitable for some myeloma patients. The
treatment involves several steps:

@ Initial drug treatment is given to reduce the bulk of
myeloma cells

©® Healthy stem cells are collected from the patient and
stored. These are the cells that grow into different
types of blood cell

® A high dose of a chemotherapy drug is given, to kill as
many as possible of the patient’s myeloma cells

® The stored stem cells are returned to the patient.
These can grow into blood cells to replace those killed
by the high-dose chemotherapy

The whole process including recovery takes several
months. Generally younger and/or fitter patients are
suitable for this intensive treatment, which can have
severe side effects.

For more information see the High-dose therapy and
autologous stem cell transplantation Infoguide from
Myeloma UK

Infoline: 0800 980 3332 45


https://www.myeloma.org.uk/documents/high-dose-therapy-and-autologous-stem-cell-transplantation-infoguide/
https://www.myeloma.org.uk/documents/high-dose-therapy-and-autologous-stem-cell-transplantation-infoguide/

N

For a very small number of patients, stem cell
transplantation using donor stem cells may be
considered. This is called an allogeneic stem cell
transplant, and is more likely to be an option in some
younger and fitter patients with high-risk myeloma.

For more information see the Allogeneic stem cell .
transplantation in myeloma Infosheet from Myeloma UK

Signs that treatment is working

To find out how you are responding to treatment,
tests will be carried out regularly. These will vary but
generally will include regular blood and/or urine tests
and occasional X-rays/scans or sometimes bone
marrow biopsies.

The signs that treatment is working include:
® Afallin the paraprotein or light chain level

® An improvement in symptoms and/or complications
such as bone pain, anaemia and kidney function

® A reduction in the number of myeloma cells in the
bone marrow (if this is being measured)

® An improvement in your general health

Myeloma can respond very well to treatment and go
into remission, when there is no sign of active myeloma
in your body. In other cases, the paraprotein or light
chain level can be reduced and remain at a stable level
following treatment (called a plateau).
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If your myeloma does not respond to your initial
treatment, it is referred to as being refractory to that
treatment. In this situation, your doctor will discuss the
other available options with you and together you'll
decide the next steps. Many of the available drugs work
in different ways, so if you have not responded to one
type of drug, that does not mean you won't respond well
to a different type.

Future treatment: relapse and remission

Myeloma is a relapsing-remitting cancer. This means
there are periods when the myeloma is active and needs
to be treated, followed by periods of remission or plateau
where the myeloma may not be treated.

A relapse is when myeloma returns or becomes active
again after a period of successful treatment and
remission or plateau. Relapse can be a very disappointing
time for patients and those close to them, and cause a lot
of anxiety. It is important to remember that:

® There are effective treatments available for relapsing
myeloma. This is true regardless of whether it is your
first relapse or if you have experienced one or more
relapses previously

©® Many myeloma patients have a number of relapses
and remissions during the course of their myeloma

® There is an increasing number of anti-myeloma drugs
and combinations available, which can be used at
different stages of myeloma, even for patients who
have had a number of treatment lines already
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® There is also a promising pipeline of new anti-myeloma
treatments being investigated in clinical trials. You
may receive one of these treatments as part of a
clinical trial

® There is support available for you during a relapse and
while you are discussing next steps. Turn to Section 9

for ways Myeloma UK can support you _
For further information and support see the Infopack
for relapsed and/or refractory myeloma patients from
Myeloma UK

Practical tips for dealing with
myeloma treatment

Whilst treatment aims to help you live better and
longer, it can be tough at times and disrupt your
normal everyday activities. The following pages talk
about the practicalities.

Discussions with your healthcare
team about treatments

Building a good relationship with your healthcare team
is important. They’ll be there to support you throughout
your myeloma treatment and beyond. Discussing your
treatment with them will be crucial.

There is more about discussions with your healthcare
team in Section 6.
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Prescriptions

Your doctor will write you a prescription for all of your
oral myeloma drugs. You or a family member can pick
them up from the hospital pharmacy. You may be getting
prescriptions from your GP for existing conditions —
speak to your hospital doctor about all the drugs that
you are taking. They'll let you know how things will work
from now on regarding your prescriptions.

Prescriptions are free for all myeloma patients in the
UK. If you are aged under 60 and live in England, you will
need a Medical Exemption Certificate.

Keeping track of your treatment

You may be on many different drugs at one time, which
have to be taken at different times or on different

days. Drugs confusingly can have different names (e.g.
lenalidomide is also called Revlimid®). The packaging
and/or the colour and size of certain drugs (e.g. aspirin
or paracetamol) can also look different from time to time.

This can be difficult to keep track of and may put you
at risk of forgetting certain tablets. To help make things
easier:

® Ask your nurse to sit down with you (and perhaps
someone else in your household as well), and go over
all of your different drugs — what you should take and
when

® Consider getting a pill box marked with the days of the
week and times of day (also called a dosette box) to
help you keep track
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@ It is very important to take your treatments at the right
times. Ask your healthcare team what to do if you
realise you have missed a dose

Myeloma patient diary

A patient diary can be a helpful way to keep all your
treatment information together in one place. The
Myeloma UK Patient Diary includes sections for
appointments, test results, treatments and symptoms,
together with space to note down questions.

Order your free Myeloma Patient Diary from
Myeloma UK on 0131 557 3332 or online at
myeloma.org.uk/publications
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Section 5

Treating
symptoms and
side effects
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Treating symptoms
and side effects

This section explains the treatments that can
help you get through the different complications
of myeloma, and help you cope with any side
effects your anti-myeloma treatments cause.
These are called supportive treatments.

The symptoms and complications of myeloma
will also be helped by your anti-myeloma
treatments themselves, as they bring your
myeloma under control.

Key points

® You will be given treatments to help you get through
the different complications of myeloma, and to help
you cope with any side effects of your anti-myeloma
treatments. These are called supportive treatments

@ ltis important to tell your healthcare team about
symptoms that you are having, and not “suffer in
silence”

® Bisphosphonates are given to help minimise myeloma
bone disease. They can cause complications when
you are having dental treatment

® Vertebral compression fractures may be treated
surgically or with painkillers
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® There are many types of painkillers available
to treat different levels of pain. Non-steroidal
anti-inflammatory drugs (NSAIDs) such as ibuprofen
and diclofenac should not be used because of their
effects on the kidneys

©® Radiotherapy can be used for localised bone disease
and pain

® It is important to report symptoms of peripheral
neuropathy as soon as possible, to reduce the risk of
permanent damage

® Pain from peripheral neuropathy can be treated with
drugs

® Tips for managing fatigue include taking rest periods
during the day; planning chores and activity for when
you are likely to be less fatigued; and getting some
gentle exercise every day

® Drinking plenty of fluids helps to protect your kidneys

® Some drug treatments may affect fertility or harm the
unborn child, and you should get advice if this may
affect you
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Let your healthcare team know about
symptoms and side effects you are having

Symptoms and side effects may sometimes have quite
an impact on your quality of life. It will help if you act
promptly to let your healthcare team know of any issues
you are having.

Many patients worry that treatment may be stopped
if they report side effects, but there are lots of ways of
dealing with them without needing to stop treatment.

Patients may also think that they have to put up with
myeloma symptoms and “suffer in silence”. But this is
not the case: it is important to let your healthcare team
know of anything new or worsening, and there is a lot
that can be done to help.

It can be helpful to note symptoms down in a Patient
Diary so you can describe your symptoms accurately
and in enough detail to your healthcare team. If you are
concerned, you can call your out-of-hours doctor at the
hospital. You will have been given this number at your
first clinic appointment. _
Myeloma UK has further information available to help

you manage and live with symptoms like pain, peripheral
neuropathy and fatigue. Follow the links in each section, or
find our booklets on myeloma.org.uk/publications
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Myeloma bone disease

Bisphosphonates are given to help minimise myeloma
bone disease, hypercalcaemia and bone pain. Current
national guidelines recommend the long-term use of
bisphosphonates for all patients requiring treatment
for their myeloma.

Treatment with bisphosphonates can cause
complications when having dental treatment. You
should make your doctor and dentist aware if you
need dental treatment.

For more information see the Myeloma bone disease
Infoguide and the Osteonecrosis of the jaw Infosheet
from Myeloma UK

Vertebral compression fractures

There are two surgical procedures that can be used

in some patients for the reduction of pain and/or

the restoration of vertebral height due to vertebral
compression fractures. These are called percutaneous
vertebroplasty and balloon kyphoplasty. In general,
non-surgical options for back pain will be tried first.

For more information see the Managing spinal
fractures in myeloma Infoguide from Myeloma UK
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Pain
There are many types of painkillers for varying levels
of pain, ranging from over-the-counter drugs such as

paracetamol, to those for moderate to severe pain such
as morphine. If something doesn’t work for you, there are

usually other options to try.
Non-steroidal anti-inflammatory drugs (NSAIDs)
such as ibuprofen and diclofenac should not be used

in myeloma. This is because these drugs can worsen
kidney problems.

Pain may also be helped in other ways such as gentle
massage, relaxation techniques, hot water bottles
or ice packs.

For more information see the Pain and myeloma
Infoguide from Myeloma UK

Radiotherapy

Radiotherapy is the use of high-energy radiation (usually
X-rays) to kill cancer cells. It can be used for areas of
localised bone disease and pain.

—

For more information see the Radiotherapy Infosheet
from Myeloma UK
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Peripheral neuropathy

It is important to report any symptoms of peripheral
neuropathy as soon as possible so as to reduce the
risk of permanent damage. If it is caused by your
anti-myeloma drug treatment, reducing the dose or
changing the dosing schedule may help, or the drug
may need to be changed to a different one.

Nerve pain from peripheral neuropathy can be treated
with drugs such as gabapentin and amitriptyline. Other
things that may also help with peripheral neuropathy
include gentle massage, relaxation techniques and
cooling or warming creams. ._
9

For more information see the Peripheral neuropathy
Infosheet from Myeloma UK

Infection

Antibiotics and antivirals may be given to treat or
prevent infections. You should take up any vaccinations
you are offered, as they will reduce your risk of infections.

Watch out for and contact your nurse about any
signs of infection, which can vary — temperature over

38°C, shivery feeling, sore throat, redness or swelling,
diarrhoea, nausea or vomiting.

—

For more information see the Infection and myeloma
Infosheet and the Vaccines and myeloma Infosheet from
Myeloma UK
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Anaemia and fatigue

A blood transfusion can be used to treat anaemia. It
increases the number of red blood cells in your blood
and therefore, can help to bring your haemoglobin
level up to, or near, normal levels quickly. Anaemia can
also be treated with erythropoietin (EPO), a synthetic
version of the hormone that your kidneys produce
naturally to stimulate the production of red blood cells.

Fatigue affects many myeloma patients at some point
during the course of their myeloma. Many supportive
treatments used for other complications of myeloma
(for example pain relief) will also help with fatigue. If
fatigue is affecting you, tips to help you may include
allowing yourself rest periods during the day, getting
some gentle exercise every day if you can, and
planning chores and activity around times when you

are less fatigued. _

For more information see the Fatigue Infoguide from
Myeloma UK

Kidney damage

In most cases, prompt treatment of the myeloma will
reverse damage and improve kidney function. Early
treatment with high-dose dexamethasone to reduce
inflammation can also help with recovery.
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Drinking plenty of fluids helps to protect your kidneys.
Some complications mean that your fluid intake should
be restricted, but in this case, your doctor will advise you.

==

®
For more information see the Myeloma and the .
kidney Infoguide from Myeloma UK

Fertility

Some treatments, including chemotherapy, may affect
fertility and therefore, your ability to have children in the
future. The prospect of infertility can be very difficult to
live with. Talk to your doctor or nurse who can explain
the possible risks of your particular treatment on fertility,
and what can be done to address them.

Toxicity in pregnancy

With some myeloma treatments, such as the
immunomodulatory drugs thalidomide, lenalidomide
(Revlimid®) and pomalidomide (Imnovid®), you will
need to adhere to a Pregnancy Prevention Programme.
This is because these drugs are known to cause defects
in unborn babies.

You must also use effective contraception during and
after treatment, if you or your partner are taking certain
other myeloma drugs which are expected to be harmful
to the unborn baby. These include melphalan and
cyclophosphamide.

Infoline: 0800 980 3332 59

N


https://www.myeloma.org.uk/documents/myeloma-and-the-kidney-infoguide/
https://www.myeloma.org.uk/documents/myeloma-and-the-kidney-infoguide/

N

Protecting sexual partners from drug toxicity

Some myeloma treatments including chemotherapy
may be found in semen and other body fluids, so you
may be advised by your doctor to use a barrier method
of protection such as a condom when having sex, to
protect your partner from possible toxicity.

Hair loss

Hair loss is rare with oral chemotherapy, but you may
have some hair thinning. Hair loss is more common
with the higher doses of chemotherapy associated

with High-dose therapy and autologous stem cell
transplantation (HDT-SCT). However, your hair will
normally grow back once your treatment has finished.
Hair thinning or loss can have a considerable emotional
impact. Your nurse can provide guidance on coping with
it, and it may help to speak to other patients who have

experienced it. _

For more information see the Infopack for living well
with myeloma from Myeloma UK

Gastrointestinal disturbances

There are a number of drugs to help with gastrointestinal
disturbances (nausea and vomiting, diarrhoea,
constipation and indigestion). There are different
options available, so if the drug you have been given is
not working well, ask to try a different one.

==

For more information see the Gastrointestinal
disturbances Infosheet from Myeloma UK
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Section 6

Your healthcare
team
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Your healthcare team

Navigating a new healthcare system can be
confusing as a newly diagnosed patient. Because
of the nature of myeloma, your care will involve
several different healthcare professionals.

Key points

® Your consultant haematologist (specialist in blood
diseases) will lead your healthcare team (called a
Multidisciplinary Team or MDT)

® The team will also include a radiologist, a haematology
clinical nurse specialist (CNS), and others

® If you have concerns between appointments, it is okay
to contact your healthcare team for advice

® You may feel that you want more than one opinion on
your treatment plan, and doctors are normally happy
to arrange this

® Prepare for appointments by keeping a list of
questions. It may help to take notes during the
appointment, and bring a family member or friend to
be an extra listening ear

® Tell the doctor about any medicines or supplements
you are taking (they may interfere with the way other
drugs work), and any symptoms you are experiencing
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® To get the most out of phone or video appointments,
check in advance that the technology is working and
find somewhere where you will be able to concentrate.
Treat the call as a normal appointment and take the
time you need

N
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Who is involved in your treatment and care?

Your myeloma treatment and care will be coordinated by
a team of healthcare professionals led by a consultant
haematologist. You may hear this team called the
Multidisciplinary Team or the MDT for short.

Your consultant haematologist will lead your care
throughout your treatment for myeloma. They will plan
your treatment with the other members of the MDT and
will involve you in all decisions relating to your care.

The core MDT is likely to include:

©® Haematologists — doctors who specialise in blood
conditions

® A radiologist — a doctor who specialises in the use of
imaging techniques (such as MRI scans)

©® A haematology clinical nurse specialist (CNS) who has
training in haematology and/or myeloma

® A palliative care specialist — a doctor who specialises
in managing the symptoms and complications
of myeloma and the side effects of its treatment.
Palliative care specialists can be involved in your care
at any stage of your myeloma
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Appointments with your doctor

How often you see your doctor will depend on many
factors, including how active your myeloma is, whether
or not you are on treatment, what treatment you are on
and how well you are responding to it.

When you are being treated you will have an
appointment after each cycle of your treatment regime
(usually monthly). Following the end of treatment, your
check-ups will often be less frequent.

During your check-ups you will have blood tests and/or
urine tests, depending on your type of myeloma. If you
have any new or increasing pain in your back or bones,
you may have further X-rays or scans. If you have certain
types of myeloma that cannot easily be monitored

by blood and/or urine tests, you may also have bone
marrow biopsies at intervals.

Your general practitioner (GP) may organise some of
your blood and/or urine tests at the surgery in advance
of your hospital appointments. This may help to reduce
the number of hospital visits.

No question is silly. Ask all the
questions you need to in your
consultations. Your doctor has

never treated you before so you are
both on a learning curve and the
smallest detail can make the biggest
difference.
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Getting more than one opinion

You may feel that you want more than one opinion to be
sure that the treatment plan that has been suggested is
appropriate for your situation, and that all other options
have been considered. Occasionally, some patients have
difficulty communicating with their doctor and want the
chance to talk to another doctor. Doctors are normally
happy to arrange another opinion, and you should not
feel that asking for one will offend them.

Practical tips for getting the most out
of your healthcare appointments

These tips will help you get the most out of your
appointments:

©® Keep a list of questions between appointments to ask
your doctor or nurse next time you see them

® Appointments can be stressful and you are having to
absorb a lot of information. It is easy to forget things,
so it may help to take a piece of paper and a pen to
take notes

® Bring a family member or friend who can take notes
and be an extra listening ear

® Don't be afraid to ask for extra time to make a decision
about treatment options

©® Always tell your doctor if you are taking any medicines
you bought over the counter (without a prescription)
or any supplements/vitamins or complementary
therapies. This is because some drugs can interfere
with how others work
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® Try to describe symptoms accurately (when and what)
— a Patient Diary may help with this

® Appointments can be delayed or overrun. Try to keep
this in mind when planning your day

Getting the most out of phone
or video consultations

Remote consultations by telephone (or sometimes by
video call) have been increasingly used for some routine
appointments. They reduce the need for myeloma
patients to come to hospital, but have their own
challenges. To help you get the most out of a telephone
or video appointment:

® Prepare in advance, choosing a quiet place and
making sure the technology is working

©® Make sure you are honest and open about how you
are feeling and any symptoms you are experiencing —
this is particularly important when you are not in the
consulting room with your doctor

® A telephone appointment can feel more rushed. Treat
the call as a normal appointment, and take time to ask
the questions you need to

If you find telephone consultations difficult, or have
specific concerns you wish to discuss in person, it is
okay to ask for an in-person appointment. A

For more information, watch the video Getting
the most out of phone or video consultations on the
Myeloma UK website
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Contacting your team between appointments

If you have any concerns between appointments, let your
healthcare team know as soon as possible. You don’t
have to wait until your next appointment.

Ask and write down who will be your main point of
contact at the hospital and who you should contact if
you need to speak to someone ‘out-of-hours’. Keep this
information somewhere safe.

N
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Section 7

Living well with
myeloma
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Living well with myeloma

A diagnosis of myeloma can bring with it many
changes to daily life. Juggling your other
commitments with hospital appointments,
ongoing tests and possible side effects from
treatment can be a challenge.

However, myeloma does not need to mean

that the rest of your life must be put on hold.
Adjustments will be needed - for example to your
working life, travelling or your exercise regime -
but these can often remain an important part of
your life, if you want them to.

Key points

® A diagnosis of myeloma can bring many changes to
normal life, but does not need to mean that the rest of
your life must be put on hold

@ If you work, you will need support from your employer
at different times

® There are a number of benefits that both you and
anyone who looks after you may be entitled to

® Myeloma can bring challenges to your relationship
with a partner, but can bring positive changes as well

® There are no special diets recommended for myeloma
patients, other than eating a generally healthy diet.
There may be times when you have more difficulty
eating well
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® Regular exercise has many benefits for myeloma
patients. Be aware of the impact that myeloma may
have had on your body, in particular the effects
of myeloma bone disease, even if you were very
physically active before

@ If you drive, you are required by law to inform the DVLA
if you have peripheral neuropathy

® With careful planning and a few sensible precautions,
you can generally still enjoy holidays in the UK or
abroad. Talk through travel plans with your doctor
before booking, and organise travel insurance in
good time

® Younger patients may have very different needs
and considerations from those of older patients.
There are sources of support that they may find
particularly helpful
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The following pages include some pointers for different
aspects of living well with myeloma.

e =
For more information, see the Infopack for living
well with myeloma from Myeloma UK. You can also hear
from other patients in The small things that make all
the difference, a book of hints and tips written by — and
for — people affected by myeloma. Order your copies from
myeloma.org.uk

Work

You will need support from your employer at different
times following your diagnosis and during treatment,
and it is a good idea to speak to them at an early stage.

Your myeloma or the treatment you are on may affect
the type of work you can do. Some patients decide that
their best option is to take early retirement. These will
be personal choices dependent on your job, how your
myeloma and treatment are affecting you, and your
family situation.
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Benefits and financial support
There are a number of benefits both you and anyone
looking after you may be entitled to. There are
organisations that can provide advice and support on
financial issues such as debt. There are also schemes for
people in need of help with energy bills. _
For more information, and details of organisations
that can offer support and advice, see the Benefits and

financial support Infosheet and the Infopack for living
well with myeloma from Myeloma UK.

Relationships with a partner

For most couples, dealing with a myeloma diagnosis can
bring extra challenges to the relationship, and change
the dynamic of the relationship.

You and your partner may be processing your emotions
in different ways. Being as open as you can about your
feelings will help you to understand each other.

Your desire for sex and intimacy may be affected by the
physical impacts of myeloma such as pain and fatigue,
and by the emotional impacts of myeloma on both you
and your partner. It is important to be open about your
feelings if you can.
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Your partner will be adapting to a new role of giving
you care and support, which is likely to vary at different
times after your diagnosis. We know that many people
don't like the term ‘carer’ - “It is just what | do!” — but it

is important for those supporting you to access support
themselves when they need it.

For more information see the Infopack for carers of
myeloma patients from Myeloma UK

The changes that come from living with myeloma can
bring positive impacts as well, bringing you closer as a
couple and encouraging you to focus on the things that
are most important to you.

I’'m now closer to my partner and the
kids than ever before and we cherish
every moment together. We've made
a conscious decision to do more
together as a family and not let little
things affect us.

Diet and nutrition

There are no special diets or supplements
recommended for myeloma patients, and myeloma
patients are advised to follow the same healthy eating
principles that apply to everyone.
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There may be times when you have more difficulty
eating. For example, you may experience nausea or taste
changes, and factors such as fatigue or anxiety can
affect your appetite.

Generally, it is fine to have an occasional drink of alcohol
but, as with most things, only in moderation. You may be
advised to avoid alcohol if you are on some treatments.

Exercise

Regular exercise can have many benefits for good
health, including boosting energy, improving muscle
tone and balance, and increasing mental wellbeing.

Itis important to be aware of the impact myeloma

may have had on your body, in particular the effects of
myeloma bone disease, even if you were physically very
active before your myeloma.

You should discuss exercise with your doctor or nurse
before you start. High-impact and contact sports are
likely to be unsuitable because of the risk of injury.
Gentle forms of exercise such as walking, swimming,
cycling or gentle yoga are likely to be beneficial.

Driving

Whether to drive or not is generally a personal decision
based on how well you're feeling. However, your doctor
may specifically recommend you should not drive, for
example if you are taking treatments that can cause
drowsiness. If you do drive, you must inform the DVLA if
you have peripheral neuropathy.
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Travelling

Going on holiday is often a highlight of the year and a
welcome change from routine. This does not necessarily
need to change after a myeloma diagnosis. With careful
planning and a few sensible precautions, you should still
be able to enjoy holidays in the UK or abroad.

It is always advisable to chat through your holiday plans
with your doctor before you book, especially if you are
receiving treatment. Getting travel insurance can be
more difficult when you have myeloma, so it’'s a good
idea to start organising this early.

For more information and a list of companies that
specialise in providing travel insurance to people with
pre-existing medical conditions, see the Travel insurance
Infosheet from Myeloma UK

Depending on which country you are planning to visit
you may need to have vaccinations before you go.

For more information see the Vaccines and myeloma
Infosheet from Myeloma UK
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Living well with myeloma as a younger patient

Although myeloma occurs more often in older people,
around a quarter of myeloma patients are under 65
when they are diagnosed, and some patients are
considerably younger than that.

Many younger patients will undergo intensive
treatments including high-dose therapy and stem cell
transplantation (HDT-SCT), with the aim of inducing
deep and long-lasting remission (see Section 4). There
is more about the outlook for younger myeloma patients
in Section 1. The new drugs in the pipeline mean that
the outlook for myeloma patients, including younger
ones, is continuing to improve all the time.

Despite similar symptoms and complications of
myeloma, the needs and considerations of younger
patients can be quite different from those of their older
counterparts. Long-term physical impacts of myeloma
may be a particular concern. Working life and finances
may be profoundly impacted, and juggling family life with
treatment and the other impacts of myeloma can be
challenging too.

If you may want to have children at some time in the
future, it is important to know that some myeloma
treatments can affect fertility. Ask your healthcare team
for advice if this is a consideration for you.

If you have young children, our illustrated children’s book
Kelsey and the Yellow Kite may be helpful in explaining
your myeloma to them.
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Sources of support for younger patients

Because myeloma commonly occurs in older people,
younger patients and those close to them can feel
particularly isolated. Myeloma UK has sources of support
that you can make use of, including:

©® The Myeloma UK Infoline and Ask the Nurse email
service, whether you want to talk about practicalities
or emotional impacts on you as a younger patient

® One-to-one support from a Peer Buddy who is happy
to share their experience of myeloma. We will match
you up with someone who can offer a perspective on
life with myeloma that’s relevant to you

® Our 50s and under Support Group, which meets
virtually once a month

® The Myeloma UK Discussion Forum for conversations
with others in your position. Trained Peer Volunteers
are ready to respond to posts and share their
experiences

® Webinars and videos discussing life with myeloma as
a younger patient

® Read our “Spotlight on being a younger myeloma
patient” feature in the Spring 2018 issue of
Myeloma Matters magazine

® Our interactive digital Emotional wellbeing tool, which
gives you space to work through how you're feeling,
and find strategies and sources of support

Details of all these resources can be found on
myeloma.org.uk and there are links in Section 9.
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Living well with your diagnosis

There are many facets to life and it's important to
think holistically about your diagnosis. Myeloma may
affect many parts of your life, but you are more than
your diagnosis. It's important to reach out for help and
support when you need it to help you live well with
myeloma.

Connecting with other people living with myeloma can
be a helpful way to get more tips and share experiences.
Myeloma UK can connect you to a Support Group, an
online Discussion Forum and/or one-to-one support with
a Peer Buddy. Read more in Section 9.

Don’t let myeloma control your life -
continue to enjoy living.
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Section 8

Medical terms
explained
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Medical terms explained

We know that myeloma comes with a vast
amount of new words and jargon to learn.
The words in this section may be useful. They
are highlighted in bold in each section of the
Infopack when they first appear.

Allogeneic stem cell transplant: A procedure in
which stem cells from a compatible donor (usually a
sibling) are given to the patient following high-dose
chemotherapy.

Anaemia: A condition in which the amount of
haemoglobin in the blood or the number of red blood
cells is below the normal levels, causing shortness of
breath, weakness and tiredness.

Antibodies (immunoglobulins): Proteins found in the
blood produced by cells of the immune system, called
plasma cells. Their function is to bind to substances in
the body that are recognised as foreign, such as bacteria
and viruses, enabling other cells of the immune system
to destroy and remove them.

Autologous stem cell transplant: A procedure in which
a patient’s own stem cells are collected, stored and then
given back following high-dose chemotherapy.

Balloon kyphoplasty: A procedure used to repair

or stabilise a compression fracture in one or more
vertebra and to relieve pain. It involves reshaping the
vertebrae using an inflatable balloon tamp before filling
with bone cement.
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Bisphosphonate: A type of drug that slows down or
prevents bone damage.

Blood clot: A solid mass that forms when parts of your
blood thicken. Blood clots can form in the blood vessels,
when they are also called venous thromboembolic
events (VTEs).

Bone marrow: The soft, spongy tissue in the centre of
the bones that produces blood cells.

Bone marrow biopsy (trephine biopsy): A procedure
to remove of a small sample of bone marrow tissue for
examination and testing.

Bortezomib (Velcade®): A proteasome inhibitor
drug which is given as an intravenous infusion or
subcutaneous injection.

Carfilzomib (Kyprolis®): A proteasome inhibitor drug
which is given as an intravenous infusion.

Chemotherapy: A type of drug intended to kill cancer
cells. Chemotherapy drugs can be injected into a vein
(intravenous or V) or swallowed as tablets (orally).

Cyclophosphamide: A chemotherapy drug which is
given orally or as an intravenous infusion.

Daratumumab (Darzalex®): A monoclonal antibody
drug which is given as an intravenous infusion or
subcutaneous injection.

Dexamethasone: A steroid which is given orally or
as an intravenous infusion.
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Erythropoietin (EPO): A hormone produced by the
kidneys, which is involved in the production of red
blood cells. Injections of synthetic EPO can be given to
patients who are anaemic.

Haemoglobin: The protein found in red blood cells that
carries oxygen around the body.

High-dose therapy: Treatment with high doses of
chemotherapy given intravenously, usually via a central
line (such as a Hickman® line or a PICC line), prior to
patients receiving healthy stem cells as part of the
stem cell transplantation procedure. Also known as
conditioning treatment.

High-risk myeloma: A more active or more difficult to
treat myeloma, often associated with certain genetic
abnormalities.

Hypercalcaemia: A higher than normal level of
calcium in the blood, which may cause loss of appetite,
nausea, thirst, fatigue, muscle weakness, restlessness
and confusion.

Immunoglobulins (antibodies): See “Antibodies
(immunoglobulins)”.

Immunomodulatory drug (IMiD): A type of drug used to
act on the body’s immune system.

Isatuximab (Sarclisa®): A monoclonal antibody drug
which is given as an intravenous infusion.

Ixazomib (Ninlaro®): A proteasome inhibitor drug which
is given orally.
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Lenalidomide (Revlimid®): An immunomodulatory drug
which is given orally.

Lesion: An area of abnormal tissue change or
damage. In myeloma a hole in the bone is referred
to as a lytic lesion.

Light chain: The smaller of two components that make
up the structure of antibodies (or immunoglobulins).
There are two types of light chain, kappa and lambda.

Light chain myeloma: A type of myeloma where only the
light chain portion of the abnormal antibody is produced.

Melphalan: A chemotherapy drug which is given orally
or intravenously.

Non-secretory myeloma: A type of myeloma in which
there is no detectable paraprotein or light chains in
either the blood or urine.

Non-steroidal anti-inflammatory drug (NSAID): A type
of drug used to prevent or treat pain or inflammation,
which do not contain steroids. Examples are ibuprofen
and diclofenac.

Paraprotein: An abnormal antibody (immunoglobulin)
produced in myeloma. Measurements of paraprotein
in the blood can be used to diagnose and monitor the
disease. Also known as M protein.

Percutaneous vertebroplasty: A procedure used to

repair/stabilise a compression fracture in one or more
vertebrae and to relieve pain. It involves injecting bone
cement into the vertebra to stabilise and strengthen it.
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Peripheral neuropathy: Damage to the nerves that
transmit signals such as pain and touch, or that sense
our position and control movement. Damage can cause
pain, tingling and altered sensation.

Plasma cells: A type of white blood cell that produces
antibodies (immunoglobulins) to fight infection.

Plateau: A period of time when the myeloma, and the
paraprotein level, is relatively stable. Often referred to as
stable disease.

Pomalidomide (Imnovid®): An immunomodulatory drug
which is given orally.

Prednisolone: A steroid given orally or as a
subcutaneous injection.

Proteasome inhibitor: A type of drug which interferes
with the normal functioning of part of a cell called

the proteasome. Myeloma cells rely more heavily on
proteasomes than normal, healthy cells; proteasome
inhibitors therefore, cause myeloma cells to die while
leaving healthy cells less affected.

Radiotherapy: Treatment with X-rays, gamma rays or
electrons to damage or kill malignant cells.

Red blood cells: A type of blood cell which transports
oxygen around the body.

Refractory: Disease that has failed to respond to a
treatment or has stopped responding to the treatment.

Relapse: The point where disease returns or becomes
more active after a period of remission or plateau.
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Remission: The period following treatment when
myeloma cells and paraprotein are no longer detectable,
and there are no clinical symptoms of myeloma.

Solitary plasmacytoma: A discrete, single mass of
abnormal plasma cells which can occur in bone or
in soft tissue.

Spinal cord compression: The term used to describe
pressure on the spinal cord. It can be caused by a
collapsed vertebra or by the growth of a plasmacytoma
within the spinal canal.

Stem cell transplant: The infusion of healthy stem cells
into the body. This allows the bone marrow to recover
and renew its blood-forming capacity following the
administration of high-dose chemotherapy.

Steroid: A group of hormonal substances produced by
the body. They are also produced synthetically and used
to treat many conditions.

Supportive treatment: Treatment intended to relieve
symptoms and complications, or the side effects of
treatment, rather than treating the underlying disease.

Thalidomide: An immunomodulatory drug which is
given orally.

Vertebral compression fracture: A fracture in one of the
vertebrae of the spine.

White blood cells: A type of blood cell involved in the
body’s immune system, which help to fight infection
and disease.
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Section 9

How Myeloma UK
can support you
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We’'re here for everything a
diagnosis of myeloma brings

As a newly diagnosed myeloma patient you

are coping with the emotional impact of your
diagnosis, and with a huge amount of new
information. It is easy to feel overwhelmed and
isolated. Myeloma UK has sources of support to
help you and to connect you with others, both in
the early days after diagnosis and in the coming
weeks and months.

N
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Visit myeloma.org.uk, a one-stop-shop for
information on myeloma; with videos, news and
articles to help you keep up to date and live well
with myeloma.

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

Get answers to your questions by emailing
our Myeloma Information Specialists at
AskTheNurse@myeloma.org.uk

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

Learn about myeloma from experts and meet
other patients at our Infodays and Digital
Infoday Sessions.

Join a Myeloma Support Group to meet other
people living with myeloma face to face or online.

Get matched up with a trained Peer Buddy for
one-to-one support from someone with direct
experience of myeloma.

Chat and share experiences with others affected
by myeloma, including our peer volunteers, on
the Discussion Forum.

l__'E’ ymyelomauk
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We need your help

Thanks to our generous supporters we are able
to provide information and support to patients
and their families, as well as fund vital research
that will help patients live longer and with a
better quality of life.

Myeloma UK receives no core government funding. We
rely on fundraising activities and donations.

You can support Myeloma UK by:

©® Making a single donation or setting up a Direct Debit
Online at myeloma.org.uk/donate
Over the phone 0131 230 0429
Or by posting a cheque payable to Myeloma UK to:
Myeloma UK, 22 Logie Mill, Beaverbank Business Park,
Edinburgh, EH7 4HG

® Fundraising - fundraising is a positive way of
making a difference and every pound raised helps.
As myeloma is a rare, relatively unknown cancer,
fundraising is also a great way to raise awareness

® Leaving a gift in your will — legacies are an important
source of income for Myeloma UK and help us to
continue providing practical support and advice to
myeloma patients and their families. They also help
us to undertake research into the causes of myeloma
and investigate new treatments

Y

However you decide to raise funds, our Fundraising
Team is here to support you. Contact us on
0131 230 0429 or email fundraising@myeloma.org.uk
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Nobody ever forgets the moment they are
diagnosed with myeloma. Myeloma UK
advances the discovery of effective treatments,
with the aim of finding a cure. That is what
patients want, it’s what they deserve and it’s
what we do.

Judy Dewinter — President, Myeloma UK

We appreciate your feedback. Please fill in a
short online survey about our patient information
at myeloma.org.uk/pifeedback or email any
comments to patientinfo@myeloma.org.uk

For a list of references used to develop our
resources, visit myeloma.org.uk/references
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Get in touch to find out more about
myeloma and how Myeloma UK can
support you:

Call the Myeloma Infoline on
</ 0800 980 3332

Email Ask the Nurse at
>4 AskTheNurse@myeloma.org.uk

Visit our website at
& myeloma.org.uk
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