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About this Infoguide

This Infoguide is designed to be an introduction to myeloma 
and can be used by anybody who is looking to learn about the 
condition. You or someone you know may have been diagnosed 
or are being tested for a possible diagnosis. If you need an 
overview about myeloma and what the diagnosis means, 
this Infoguide is for you.

Myeloma UK provides a wide range 
of publications about all aspects 
of myeloma. Many of the topics 
discussed briefly in this Infoguide 
are explained in much more detail 
in our other booklets. You will 
find signposts for some of these 
throughout this Infoguide.

If you would like to find out more 
about a particular topic, you can 
order our other information for free 
from myeloma.org.uk/publications 
or by calling our Infoline on 
0800 980 3332 or 1800 937 773 
from Ireland, Monday to Friday from 
9am to 5pm.

tel:08009803332
https://www.myeloma.org.uk/publications/publications-order-form/
tel:08009803332
tel:1800937773 
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Key facts about myeloma

If you haven’t heard of myeloma before, these key facts are here 
to get you started. Even if you or a loved one have been living with 
myeloma for some time, they may be a useful reminder.

1	 Myeloma is a type of blood cancer. It arises from a type 
of white blood cell called a plasma cell

2	 In the UK, there are approximately 5,900 people diagnosed 
with myeloma every year and over 24,000 people living 
with it at any one time

3	 Myeloma is the third most common type of blood cancer, 
and accounts for 2% of all new cancer cases diagnosed 
each year

4	 Although more common in older people, around a quarter 
of myeloma patients are diagnosed under the age of 65

5	 The exact cause of myeloma is unknown but it is believed 
that a combination of inherited and environmental factors 
cause the genetic abnormalities which result in myeloma

https://myeloma.org.uk
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6	 A combination of tests are used to diagnose, monitor 
and stage myeloma, including blood, urine, bone marrow 
and imaging tests

7	 Myeloma can cause symptoms such as bone pain, 
fractures, fatigue and frequent or recurrent infections

8	 There is currently no cure for myeloma but there are many 
treatments available that aim to bring the myeloma under 
control and improve quality of life

9	 Myeloma follows a relapsing-remitting pattern, where 
successful treatment can bring the myeloma into remission, 
but it is likely it will come back again. It is difficult to predict 
how long remissions will last or how many times you will 
relapse but improved treatment options are helping more 
patients achieve long-lasting remissions

10	Living with myeloma can have an enormous emotional 
impact. Myeloma UK is here for everything a diagnosis 
of myeloma brings. See page 30 for ways we can 
support you 

tel:08009803332
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What is myeloma?

Myeloma is relatively rare and this might mean you had never 
heard of it before now. Most people only learn of it when they 
or somebody they are close to receives a diagnosis of myeloma 
or is having tests for it. This section explains some key facts about 
myeloma, including what it is, how it affects patients, and how it 
is treated.

Myeloma is a type of blood cancer 
arising from plasma cells. Plasma 
cells are normally found in the bone 
marrow, the spongy centre of bones 
where blood cells are made. 

Plasma cells are a type of white 
blood cell and they form part of 
the immune system. The immune 
system protects the body against 
infection and disease. Normal 
plasma cells produce different 
types of antibodies (also known 
as immunoglobulins) to help 
fight infection. 

In myeloma, the plasma cells 
become cancerous (sometimes 
called malignant) and they grow 
and multiply uncontrolled by the 
body. They also stop producing 
helpful antibodies and instead 
usually release a large amount 
of a single type of antibody, known 
as paraprotein, which has no 
useful function. 

Sometimes, myeloma cells produce 
only part of the paraprotein, known 
as light chains. These also have 
no useful function. In other types 
of myeloma, the myeloma cells 
only produce small amounts of 
paraprotein or no paraprotein at all.

https://myeloma.org.uk
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What is ‘multiple myeloma’?
Myeloma affects multiple places 
in the body where bone marrow is 
normally active, such as the bones 
of the spine, pelvis, rib cage and 
the areas around the shoulders and 
hips. This is why it is sometimes 
referred to as ‘multiple myeloma’.

The terms ‘myeloma’ and ‘multiple 
myeloma’ mean the same thing but 
to keep things simple, we will always 
refer to it as myeloma.

How does myeloma 
affect the body?
Most of the complications and 
symptoms of myeloma are caused 
by a build-up of the cancerous 
myeloma cells in the bone marrow 
and the presence of paraprotein 
or light chains in the body.

Common problems in myeloma 
include bone pain, bone fractures, 
fatigue, frequent or recurrent 
infection and kidney damage.

These are covered in more detail 
on page 17.

Is myeloma treatable?
Myeloma is highly treatable in most 
cases. Unfortunately, however, 
treatment does not cure myeloma. 
Treatment aims to control the 
disease, relieve the complications 
and symptoms it causes, and extend 
and improve the quality of life. 

Although myeloma is not currently 
curable, the outlook for patients has 
improved greatly over recent years 
and is continuing to improve. There 
are many treatments available, 
and others are being developed 
in clinical trials.

For more information about how 
myeloma is treated, see page 21.

tel:08009803332
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Relapse and remission
Because myeloma is treatable 
but not curable, it is a 
relapsing‑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 (see Figure 1). 

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

For more useful information for  
newly diagnosed patients, see the 
Infopack for newly diagnosed 
patients from Myeloma UK 

Figure 1. The usual course of myeloma involves periods when the myeloma is 
active and requires treatment, followed by periods of remission or plateau.
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What causes myeloma?

It is natural for many patients to question why and how they 
developed myeloma. Unfortunately, the exact reasons why some 
people develop myeloma are not fully understood. This might 
be frustrating if you are looking for answers but we do know that 
both genetic and environmental factors seem to be involved. This 
section explains what we do know about this process.

Genetic changes
Genes are sets of instructions that 
contain the information to determine 
how your body develops, grows, and 
functions. They are coded in our 
DNA (deoxyribonucleic acid). 

We inherit our genes from our 
parents. However, they can change 
over time in our cells. Changes, 
called genetic abnormalities or 
mutations, are mistakes in the 
genetic code in a cell. Changes 
can be positive, negative or have 
no effect at all. The impact of the 
changes can also depend on the 
combination of changes in the DNA.

Changes that result in cancer

Sometimes, the combination of 
changes that occur in a cell causes 
the normal processes that control its 
growth to be switched off or damped 

down. This allows the affected cell 
to multiply and spread, becoming a 
cancer cell, such as a myeloma cell. 

Myeloma occurs when the genetic 
material of a plasma cell is damaged 
during its development. It is believed 
that a combination of inherited and 
environmental factors (for example, 
exposure to something over time, 
like a toxic substance or virus) cause 
these genetic errors.

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

tel:08009803332
https://www.myeloma.org.uk/documents/genetics-and-myeloma-infoguide/


myeloma.org.uk10

Is myeloma inherited?
If a close relative such as a parent, 
brother or sister also has myeloma, 
there is a very slight increased 
risk of also developing myeloma. 
This risk is so small because the 
genetic changes in myeloma are not 
linked to a single faulty gene that is 
passed from parent to child. Other 
additional factors are involved in the 
development of myeloma.

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

Ongoing research means that 
progress is being made in 
understanding how both inherited 
and acquired genetic errors cause 
myeloma. However, unfortunately, 
exactly what triggers these errors is 
still not known.

Are some people more likely 
to develop myeloma?
There are other factors that increase 
the risk of developing myeloma. For 
example, myeloma is more common 
with increasing age and within 
black populations. Exposure to high 
doses of radiation, certain viruses 
and other health conditions are also 
thought to increase the likelihood 
of developing myeloma. 

How and why these increase the risk 
of myeloma is not fully understood 
yet. It is likely that a combination 
of some of these factors, and more, 
are needed for myeloma to develop. 
It is also likely that a different 
combination of factors is involved 
for each patient. 

https://myeloma.org.uk
https://www.myeloma.org.uk/documents/is-myeloma-an-inherited-cancer-infosheet/
https://www.myeloma.org.uk/documents/is-myeloma-an-inherited-cancer-infosheet/
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Types of myeloma

Myeloma is often described as being a very individual cancer, 
both in terms of the way patients experience complications and 
in the way they respond to treatment. Some of this variation is 
due to the different types and subtypes of myeloma. This section 
tells you about these different types and why they affect the 
body differently.

The most common way myeloma 
can be classified is according to 
the type of faulty immunoglobulin 
(called paraprotein) produced by the 
myeloma cell.

Types of immunoglobulin
In a healthy immune system, 
there are several different 
types of immunoglobulin. Each 
immunoglobulin is a Y-shaped 
structure and is made up of 
two identical heavy chains and 
two identical light chains (see 
Figure 2).

Figure 2. Structure of an 
Immunoglobulin (paraprotein) 
including two heavy chains 
and two light chains
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There are five types of heavy chain 
referred to by the letters G, A, D, E 
and M. Each immunoglobulin (Ig for 
short) has only one type of heavy 
chain. This means immunoglobulins 
can be:

	• IgG

	• IgA

	• IgD

	• IgE

	• IgM

There are two types of light chain, 
referred to by the Greek letters 
kappa (κ) and lambda (λ). This 
means the type of Ig can be further 
classified depending on the type 
of light chain it has.

Which immunoglobulin 
type is most common?
IgG is the most common type of 
myeloma. Around 2 in every 3 
myeloma patients (65%) have this 
type, with either kappa or lambda 
light chains. IgG type myeloma has 
all the typical features of myeloma.

The next most common type is IgA 
myeloma. IgM, IgD and IgE type 
myeloma are all much rarer.

IgA type myeloma can sometimes 
be associated with myeloma 
deposits outside of the bone (called 
extramedullary plasmacytoma), 
and IgD myeloma can sometimes 
be accompanied by plasma cell 
leukaemia and is more likely to 
cause kidney damage.

More information about these 
conditions can be found on the 
Myeloma UK website at  
myeloma.org.uk/publications 

Light chain myeloma
In around 1 in every 5 patients 
(20%) the myeloma cells only 
produce light chains and no whole 
immunoglobulins (paraprotein) 
at all. These are called free 
light chains (sometimes called 
Bence Jones proteins). This 
type of myeloma is called light 
chain myeloma.

Light chain myeloma is the 
type most likely to cause kidney 
complications. The free light chains 
that are carried around the body 
in the blood can cause damage to 
the kidneys. 

https://myeloma.org.uk
https://www.myeloma.org.uk/publications
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Oligosecretory and 
non‑secretory myeloma
Oligosecretory myeloma 
patients have very low amounts 
of abnormal protein (paraprotein 
or light chains) in their blood or 
urine. Non-secretory myeloma 
patients have no detectable levels 
of abnormal protein in their blood 
or urine. Only about 1% of myeloma 
patients are diagnosed with these 
types of myeloma, so it is very rare.

The low levels or absence of 
paraprotein or light chains make 
it challenging for these types of 
myeloma to be diagnosed and 
monitored but there are options 
(see page 15).

Genetic subtypes of myeloma
Myeloma occurs when the genetic 
material of a plasma cell is damaged 
during its development. This kind 
of damage can be called genetic 
abnormalities or errors. Research 
has found a number of genetic 
abnormalities that frequently occur 
in myeloma. 

It is possible to use these 
abnormalities to group patients 
based on their genetic subtype.

Different abnormalities, and 
therefore the genetic subtype, 
can affect how myeloma cells 
develop and how quickly or slowly 
the myeloma will affect the body. 
Certain genetic subtypes are 
associated with high-risk myeloma, 
which means it is typically a more 
active or more difficult to treat type 
of myeloma.

Patients may be tested for genetic 
abnormalities using techniques 
such as fluorescence in situ 
hybridisation (FISH). 

It is hoped that in the future, genetic 
subtyping will allow doctors to 
choose treatments that best target 
the specific type of myeloma.

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

tel:08009803332
https://www.myeloma.org.uk/documents/genetics-and-myeloma-infoguide/
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Changes in genetic subtype

Myeloma cells can develop 
additional genetic changes as they 
grow and multiply. These genetic 
changes are not always the same 
in each myeloma cell. This leads 
to different groups of cells called 
‘clones’. The different genetic 
abnormalities mean that clones 
can respond differently to different 
treatments (see Figure 3).

When a treatment is given, it can kill 
most clones, but any clone resistant 
to that treatment will survive. This is 
what causes treatment resistance. 
In time, the surviving clones lead 
to relapse. 

Whilst this does make myeloma 
a complicated cancer, there are 
now a wide range of treatments to 
help control the myeloma, offering 
different options throughout the 
myeloma journey.

Figure 3. The evolution of different ‘clones’ of myeloma cells. These result in 
resistance to treatment and relapse
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Tests and investigations

Anyone suspected of having myeloma will be referred for further 
tests and investigations. This can be a stressful time for patients 
and loved ones. This section tells you a little about the different 
tests and investigations patients might have.

Myeloma is a complex cancer and 
multiple tests are needed before a 
diagnosis can be made. The aims 
of the tests and investigations 
are to:

	• Establish a diagnosis

	• Detect any complications so that 
they can be effectively managed

	• Help decide suitable treatment

Types of tests
There are several different types 
of tests that may be needed. 
These include:

Blood tests – to measure 
the levels of blood cells, 
paraprotein, light chains and 
chemicals (e.g. calcium and 
creatinine) in your blood

Urine tests – to measure the 
paraprotein and light chains 
in your urine

Bone marrow tests – 
to measure the number of 
myeloma cells in your bone 
marrow and can be used for 
genetic testing

Imaging tests – to measure 
the extent of any bone damage

tel:08009803332
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Most of the tests can be used to 
diagnose other health problems too 
and are not specific to myeloma. 
It is a combination of results from 
multiple tests that are used to make 
a diagnosis of myeloma. 

For more detailed information 
see the Tests and Investigations in 
myeloma Infoguide from Myeloma UK 

What happens next?
Once a diagnosis is made, follow‑up 
tests will be needed at different 
stages throughout the course of 
myeloma. This helps to monitor 
the activity of the myeloma and 
understand how it is responding 
to treatment.

Results from tests and 
investigations combined with 
knowledge about any complications 
the patient is experiencing helps to 
determine when treatment should 
begin, and what that treatment 
should be. They will also provide a 
baseline against which response to 
treatment and disease progression 
can be measured (see page 25).

https://myeloma.org.uk
https://www.myeloma.org.uk/documents/tests-and-investigations-in-myeloma-infoguide/
https://www.myeloma.org.uk/documents/tests-and-investigations-in-myeloma-infoguide/
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Symptoms and complications 
of myeloma

Myeloma can affect the body in different ways causing a number 
of different symptoms and complications. This section provides 
information about the more common symptoms, how they might 
affect a myeloma patient and how they are managed.

Myeloma can affect the body in a 
variety of different ways. Some of the 
symptoms of myeloma can be quite 
vague and general, which can make 
it hard to diagnose.

Myeloma UK provides a 
range of publications with more 
detailed information about many of 
these symptoms and complications 
at myeloma.org.uk/publications

You can also call our Infoline for 
information, advice and support on 
0800 980 3332 or from Ireland call 
1800 937 773

It is important to remember that not 
every patient will experience all of 
these and that effective supportive 
treatments and strategies to prevent 
or control symptoms are available. 
Sometimes the best treatment is to 
treat the myeloma itself to reduce 
the symptoms it is causing, whilst in 
other cases there may be supportive 
treatments or strategies to help.

It is important that patients 
always mention new symptoms, 
or a change in existing symptoms, 
to their healthcare team.

tel:08009803332
https://www.myeloma.org.uk/publications/
tel:08009803332
tel:1800937773
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Myeloma symptoms include:

General deterioration 
in health or ability

 Fatigue

Frequent or hard to 
clear infections

Pain, especially in 
the back or ribs

Easily and/or unexpectedly 
broken bones

Swollen legs or abdomen

Breathlessness

Bruising and/or bleeding

Numbness in the feet, 
hands or legs

Unexpected weight loss

These symptoms can occur along 
with the following complications:

Myeloma bone disease

Low blood cell counts

Kidney damage

These are discussed in more 
detail below.

Myeloma bone disease
In healthy bone, old bone tissue is 
regularly broken down and replaced 
by new bone tissue. This process 
is called bone remodelling. 

Myeloma cells can interfere with 
this, resulting in bone being broken 
down faster than it is repaired. This 
complication is known as myeloma 
bone disease. It can cause areas of 
thinning in the bone (lytic lesions), 
which can lead to a variety of 
other complications. 

For more information, see  
Managing spinal fractures in 
myeloma Infoguide from Myeloma UK

https://myeloma.org.uk
https://www.myeloma.org.uk/documents/vertebral-compression-fractures-in-myeloma-infoguide/
https://www.myeloma.org.uk/documents/vertebral-compression-fractures-in-myeloma-infoguide/


Infoline: 0800 980 3332 19

Complications arising from lytic 
lesions can include:

Bone pain – the middle or 
lower back, rib cage and hips 
are usually the most affected 
areas. This pain is often 
persistent, dull and aching 
and is usually made worse 
by movement

Hypercalcaemia – when 
myeloma bone disease breaks 
down bone quickly, too much 
calcium is released from 
the bones too quickly. This 
raises the level of calcium in 
the blood (hypercalcaemia). 
Symptoms of hypercalcaemia 
include thirst, nausea, vomiting 
confusion and/or constipation

Bone fractures – myeloma 
bone disease thins the bones, 
causing them to break more 
easily than normal. The 
vertebrae (bones in the spine) 
and the ribs are usually the 
most affected areas 

Low blood cell count
Both myeloma itself and 
anti‑myeloma treatment can 
cause low blood cell counts. This 
can lead to further complications 
and symptoms such as:

Anaemia – a drop in the 
number of red blood cells 
or the oxygen-carrying 
haemoglobin they contain. 
Anaemia can cause fatigue, 
weakness or breathlessness

Fatigue – persistent fatigue 
can be caused by anaemia 
due to reduced red blood cell 
count but there may also be 
a number of other factors 
causing it 

Infection – a low white cell 
count means the immune 
system is unlikely to work 
as well as in a healthy person. 
This makes patients more 
at risk of infection

tel:08009803332
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Kidney damage
Kidney damage can occur in 
myeloma patients for a variety 
of reasons. The abnormal proteins 
produced by myeloma cells can 
damage the kidneys, as can 
hypercalcaemia (see page 19). 
Some of the drugs used to treat 
myeloma can sometimes cause 
kidney damage too.

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

https://myeloma.org.uk
https://www.myeloma.org.uk/documents/myeloma-and-the-kidney-infoguide/
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How is myeloma treated?

Whilst there is currently no cure for myeloma, there are many 
different treatment options available. Treatments for myeloma can 
be very effective at controlling the disease, reducing symptoms, 
improving quality of life and prolonging life. This section describes 
the goals of treatment.

Who is involved in the care 
of myeloma patients?
Myeloma patients will be under 
the care of a haematologist (blood 
specialist) at a hospital.

Haematologists will work with other 
relevant specialists as part of a 
multi-disciplinary team (MDT) to 
provide treatment and care. They 
will discuss treatment options with 
the patient and support them in 
making healthcare choices which 
are most suitable for them.

Aims of treatment
There are two main goals in the 
treatment of myeloma:

	• Bring the myeloma under control 
using anti-myeloma treatments

	• Improve quality of life by treating 
the symptoms and complications 
associated with myeloma

Treatment for myeloma often 
involves a combination of 
different drugs. 

tel:08009803332
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There is no one set treatment for 
myeloma. Healthcare teams will 
consider a range of things when 
deciding treatment including:

	• What is licensed and approved 
for use on the NHS

	• Evidence-based 
national guidelines

	• Patients’ age, general health 
and personal circumstances 
and preferences

	• Any previous treatment or medical 
conditions that patient has

	• The activity of the myeloma 
and the extent to which it is 
causing complications

When does treatment begin?
Not everyone diagnosed with 
myeloma will need immediate 
treatment. Results from tests and 
investigations, together with any 
symptoms the patient has will 
help determine when treatment 
should begin.

Treatment
Treatment for most patients usually 
involves a combination of two or 
more anti-myeloma drugs that 
have different ways of working. 
Combining treatments makes them 
more effective at killing myeloma 
cells than if they were given on 
their own.

The different types of drugs that can 
be combined include:

	• A chemotherapy drug, 
usually either melphalan 
or cyclophosphamide

	• A proteasome inhibitor such as 
bortezomib (Velcade®)

	• An immunomodulatory drug 
such as lenalidomide (Revlimid®)

	• A monoclonal antibody such as 
daratumumab (Darzalex®)

	• A steroid such as dexamethasone 
or prednisolone

https://myeloma.org.uk
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High-dose therapy and stem 
cell transplant

Some patients may be offered a 
high-dose therapy and stem cell 
transplantation (HDT-SCT). This is 
an intensive treatment and is not 
suitable for all patients. 

The treatment involves giving 
the patient a very high dose of 
chemotherapy to try to kill a large 
number of myeloma cells. Stem 
cells are then given (transplanted) 
to the patient. HDT-SCT aims to 
induce a longer, deeper remission 
than standard-dose chemotherapy.

In most cases, the patient’s own 
stem cells are transplanted. 

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

Very occasionally, stem cells from 
another person (donor) are used. 
This is called an allogeneic stem 
cell transplant.

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

Treatment for relapsed 
or refractory myeloma

When myeloma relapses (becomes 
active again), another course 
of anti-myeloma treatment is 
needed to get the myeloma back 
under control.

Treatment decisions will be made 
by the doctor and patient, taking 
into consideration various factors, 
such as any complications, likely 
side effects of the treatment and 
previous responses.

tel:08009803332
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https://www.myeloma.org.uk/documents/allogeneic-stem-cell-transplantation-in-myeloma-infosheet/
https://www.myeloma.org.uk/documents/allogeneic-stem-cell-transplantation-in-myeloma-infosheet/
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Sometimes a patient may not 
respond to treatment, or it may stop 
working. This is known as being 
refractory to a treatment. Becoming 
refractory to one treatment does not 
mean the patient will be refractory 
to all treatments. If this happens, a 
different treatment will be given.

For more information see the  
Infopack for relapsed and/or 
refractory myeloma patients from 
Myeloma UK

Supportive treatment 
Supportive treatments are 
commonly used to relieve, stabilise 
and, in some cases, help prevent 
symptoms and complications. 
They can help with symptoms 
and complications of the myeloma 
itself, or the side effects of the 
anti‑myeloma treatments being 
used. These can help patients enjoy 
a better quality of life.

You can find more information  
about myeloma symptoms, 
complications and supportive 
treatments at myeloma.org.uk

https://myeloma.org.uk
https://www.myeloma.org.uk/documents/infopack-for-relapsed-and-or-refractory-myeloma-patients/
https://www.myeloma.org.uk/documents/infopack-for-relapsed-and-or-refractory-myeloma-patients/
https://www.myeloma.org.uk/
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Is treatment working?

It is natural for patients and loved ones to wonder if treatment 
is working. To find out how myeloma is responding to treatment, 
several tests will be carried out on a regular basis. This section 
describes what the healthcare team might look for to check how 
effective treatment is. 

The tests used to monitor how 
effective treatment is may vary from 
patient to patient, but generally 
include regular blood and/or urine 
tests and occasional bone marrow 
tests or imaging.

The signs that treatment 
is working include:

	• A fall in 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

	• An improvement in general health 
and wellbeing

In general, trends in results are 
more helpful than individual test 
results in showing the activity of the 
myeloma. This is because things 
like paraprotein and light chain 
levels are very individual and can 
fluctuate up and down without too 
much concern.

Response to treatment
Usually, doctors assess response 
to treatment. Response categories 
range from progressive disease 
(treatment is not yet controlling the 
myeloma effectively) to stringent 
complete response (sCR), which 
is when there is no detectable 
paraprotein, normal free light chain 
ratio, and no myeloma cells in the 
bone marrow. 

Myeloma can respond very well 
to treatment. This can result in 
remission, which means that there 
is no sign of active myeloma in 
the body. 

tel:08009803332
https://www.myeloma.org.uk/
https://www.myeloma.org.uk/
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Sometimes, although the myeloma 
is not in remission, the paraprotein 
or light chain level can be reduced 
and remain at a stable level 
following treatment. This is called 
a plateau.

Both remission and plateau are 
positive treatment outcomes.

In addition to the level of response, 
duration of response is very 
important for patients.

What is the goal of treatment?
Although there are many treatments 
to control and manage myeloma, 
unfortunately there is not currently 
a cure. This means that the aim of 
successful treatment is to reduce 
myeloma activity and prevent or limit 
progression of the myeloma so that 
patients can maintain a good quality 
of life for as long as possible.

Can patients get back to 
their normal lifestyle?
How myeloma affects a patient 
and the way patients respond to 
treatment is very variable. Some 
patients may experience long 
remissions and mostly return to 
their ‘normal’ life for a time. Other 
patients may need to make long 
term changes to their lifestyle 
because of the effects of myeloma 
or treatment, or they may have 
good days and bad days. 

However, most patients are able 
to enjoy a very full life and achieve 
all sorts of personal goals. 

If you would like to read more 
about how to live well with myeloma, 
see page 29 or see the Infopack 
for living well with myeloma from 
Myeloma UK.

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

https://myeloma.org.uk
https://www.myeloma.org.uk/documents/infopack-for-living-well-with-myeloma/
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Prognosis after a myeloma diagnosis

It is natural to wonder what the future looks like after a diagnosis 
of myeloma. As myeloma is a relapsing and remitting cancer, it can 
be difficult to know what to expect. However, patients are closely 
monitored for change in the activity of their myeloma and there 
are ways to plan ahead too. 

Staging myeloma
After diagnosis, a patient’s myeloma 
is usually assessed to work out 
how much the myeloma has 
affected the body. This can help 
healthcare teams assess the likely 
development (prognosis) of the 
myeloma, although it is not possible 
to predict with any certainty. Usually, 
existing recent results can be used 
for staging.

Although staging can help 
healthcare teams with decisions 
about treatment, because myeloma 
is a relapsing and remitting cancer, 
it is difficult to predict the exact 
course. It is possible that a patient 
with a more advanced stage of 
myeloma can still achieve remission.

When will relapse happen?
It is very difficult to predict when 
relapses will happen or how many 
relapses a patient will have. These 
things can vary a lot from one 
patient to another. 

The average length of a patient’s 
first remission after successful 
treatment is roughly 2-6 years. 
However, this can vary hugely – 
some people experience very short 
remissions and many relapses whilst 
others remain in remission for over 
10 years. 

It is very important to understand 
that statistics about relapse and 
remission times are based on the 
whole population of myeloma 
patients and cannot generally be 
applied to individuals. 

For most patients, the first remission 
is likely to be the longest, but as 
treatment options improve, it is 
possible that a treatment that 

tel:08009803332
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is more effective in prolonging 
remission and preventing relapse 
can be found later on too. 

Over the last 25 years, treatment 
options have increased hugely 
and the average life expectancy 
of myeloma patients has quadrupled 
since the 1990s.

Deciding to stop treatment
Eventually there may come a time 
when the risks or side effects of 
treatment outweigh the potential 
benefits. In these situations, 
patients will be given supportive 
treatment only.

Supportive treatment can help 
to manage symptoms and 
complications of the myeloma. For 
many patients, this means they 
are able to enjoy their quality of life 
for longer.

Planning ahead for this decision 
can make it easier to handle when 
the time comes. Healthcare teams 
can discuss what this involves with 
the patient when they are ready. 
Myeloma UK, in partnership with 
Marie Curie, provide an Infopack for 
planning ahead in myeloma which 
may be helpful.

For more information, see  
Infopack for planning ahead in 
myeloma from Myeloma UK 

This is a difficult and challenging 
decision to make, but patients and 
their loved ones are not alone. See 
page 30 for different kinds of help 
and support.

https://myeloma.org.uk
https://www.myeloma.org.uk/documents/infopack-for-planning-ahead-in-myeloma/
https://www.myeloma.org.uk/documents/infopack-for-planning-ahead-in-myeloma/


Infoline: 0800 980 3332 29

 
Living well with myeloma

Being diagnosed with myeloma affects every patient differently. 
Patients and their loved ones may experience all sorts of emotions 
– there is no ‘right’ way to feel at this time. This section provides 
information and sources of support if you or a loved one is living 
with myeloma.

A diagnosis of myeloma can come 
with a wide range of emotions such 
as fear, sadness, anxiety, numbness 
and more. Patients and their family 
and friends can experience this. This 
is a natural part of coming to terms 
with the diagnosis. It is normal to 
worry about what will happen.

There is support available for both 
emotional and practical needs – if 
you are affected by myeloma, don’t 
be afraid to reach out for support. 

Talking to others and 
finding support
Emotional support plays an 
important part in helping patients 
cope with living with myeloma. 
Talking to friends, family and/or your 
doctor or nurse can help. Some 
people find that once they have 
shared their concerns they feel 
relieved, especially if they have been 
worrying about something specific. 

GP’s or consultants may be able to 
refer patients and those affected by 
myeloma to see a trained counsellor, 
although often there is a waiting 
list. You can find a private practice 
yourself, but you will need to pay for 
the service.

Living well with myeloma
It can help to think about the ways 
you or your loved one’s diagnosis 
may impact everyday life and what 
you can do to minimise or prepare 
for the changes. This might involve 
thinking about work, finances, 
travel and lifestyle. Being aware 
of potential challenges and the 
support available can help you feel 
more prepared.

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

tel:08009803332
https://www.myeloma.org.uk/documents/infopack-for-living-well-with-myeloma/
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Help and support 
from Myeloma UK
Learning more about myeloma, 
the treatment options and life 
after a diagnosis of myeloma can 
help to ease difficult feelings. 
Myeloma UK provides a variety 
of types of information and support 
for patients and their loved ones 
when they need it. We can also offer 
a number of ways to connect with 
others with shared experiences, 
and we include support for patients 
whatever their circumstances. 

This section includes some of the 
different ways Myeloma UK is here 
to help patients and loved ones.

Support groups

Myeloma Support Groups 
provide the opportunity to meet 
other patients, carers and family 
members to share experiences 
and information in an informal, 
supportive setting. 

Search for a nearby Support Group 
at myeloma.org.uk/supportgroups 
or call Myeloma UK on 0131 557 3332

Discussion forum

The Myeloma Discussion Forum 
provides opportunities to post 
messages, ask questions, and share 
experiences with others. 

Join in at myeloma.org.uk/forum

https://myeloma.org.uk
https://www.myeloma.org.uk/help-and-support/support-groups/
tel:01315573332
https://forum.myeloma.org.uk/
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Myeloma Infoline 

Our Myeloma Infoline can provide 
information about myeloma 
and its treatments, practical 
advice, emotional support, 
and a listening ear. 

The Infoline is open from Monday to 
Friday, from 9am to 5pm, and is free 
to phone from anywhere in the UK 
and Ireland.

Call on 0800 980 3332 or 
1800 937 773 from Ireland

Ask the Nurse 

Our Myeloma Information Specialists 
can also be contacted by email 
about any aspect of myeloma.

Email our Information Specialists 
at AskTheNurse@myeloma.org.uk

Infodays and Digital 
Infoday Sessions 

Hear from experts and meet 
others affected by myeloma at 
our Infodays throughout the UK 
and online. Our Infodays have a 
positive supportive atmosphere 
with opportunities to ask questions 
and share experiences. 

Visit the Myeloma UK events 
pages at myeloma.org.uk/infoevents 
for event dates or sign up to the 
monthly e-newsletter to hear about 
events as they are released

Peer Buddy programme

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

Find out more at 
myeloma.org.uk/peer or call the 
Myeloma Infoline on 0800 980 3332 
or 1800 937 773 from Ireland for more 
information

tel:08009803332
tel:08009803332
tel:1800937773 
mailto:AskTheNurse%40myeloma.org.uk?subject=
https://www.myeloma.org.uk/help-and-support/patient-and-family-digital-events/
https://www.myeloma.org.uk/help-and-support/peer-buddy-service/
tel:08009803332
tel:1800937773
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Future directions and current research

A diagnosis of an incurable cancer like myeloma can cause a huge 
amount of anxiety and worry about the future. However, there 
are many current treatment options and ongoing research is 
continuing to find more effective treatments, different treatment 
approaches and working to find a cure. This section describes 
some of the ways research is improving outcomes for myeloma 
patients and the goals for the future.

The key goals of myeloma treatment 
focus on improving patients’ quality 
of life and helping patients to live 
longer. Some of the ways current 
myeloma research aims to improve 
this include:

	• Giving patients treatment 
specific for their particular type 
of myeloma and individual needs

	• Overcoming resistance 
to treatment

	• Developing effective drugs 
with fewer side effects

	• Identifying new targets 
for treatment

	• Preventing the onset and 
progression of myeloma

	• Finding a cure

Clinical trials are key to reaching 
these goals. A clinical trial is 
a research study that involves 

patients. Each trial is designed to 
ask and answer specific questions 
about the treatment involved.

There are some promising new 
anti-myeloma treatments currently 
being looked at within clinical trials. 
This includes treatments that work 
in novel (new) ways as well as 
new combinations of treatments 
currently in use.

It is important to understand that 
not every patient is suitable for 
every new treatment or clinical 
trial, but patients interested in 
participating in a trial should discuss 
it with their doctor.

For a list of up-to-date UK clinical 
trials for myeloma patients, visit the 
Myeloma Trial Finder at  
myeloma.org.uk/trials

https://myeloma.org.uk
https://trials.myeloma.org.uk/
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Research is also looking into the 
genetic changes that occur in 
myeloma cells. This is essential to 
understand more about how best 
to treat and manage myeloma. It is 
likely to help doctors target different 
types of myeloma with the treatment 
most effective for that type. 

It is hoped that one day, research 
will find a cure for myeloma.

Myeloma UK is committed to 
investing in and supporting 
life-changing research. Find out more 
on our website at myeloma.org.uk

tel:08009803332
https://myeloma.org.uk
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Medical terms explained

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 
(known as antigens), enabling 
other cells of the immune system to 
destroy and remove them.

Bence Jones proteins: Free light 
chains that have been filtered from 
the blood by the kidneys and are 
found in the urine. The presence of 
any Bence Jones protein in urine 
is abnormal.

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

Bone remodelling: A normal 
process where old bone tissue is 
broken down and replaced by new 
bone tissue.

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

DNA (deoxyribonuceleic acid): 
The material inside every cell of a 
living organism that carries all the 
instructions the organism needs for 
to grow, reproduce and function. 
DNA is organised into genes.

Duration of response: The length of 
remission or plateau before relapse.

Extramedullary plasmacytoma: 
A collection of myeloma cells found 
in a single location outside of 
the bone.

Fluorescence in situ hybridisation 
(FISH): A test used to detect 
chromosomal abnormalities in 
myeloma cells.

https://myeloma.org.uk
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Free light chain: A molecule which 
normally makes up part of an 
antibody. Called “free” light chain 
when it is not attached to the rest 
of the molecules that make up 
the antibody.

Genes: Strands of DNA which act 
as a set of instructions to make 
molecules called proteins. Together 
these make up the blueprint of 
life that determines how the body 
develops, grows and functions.

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 prior to 
patients receiving healthy stem 
cells as part of the stem cell 
transplantation procedure.

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.

Immune system: The complex 
group of cells and organs that 
protect the body against infection 
and disease.

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

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 immunoglobulin 
is produced.

Lytic lesions: Damage to the 
bone caused by myeloma. They 
look like holes in the bone on an 
imaging scan.

tel:08009803332
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Malignant: A term for cancerous 
cells which have the ability 
to spread.

Monoclonal antibody drug: A type 
of drug that mimics the actions 
of antibodies.

Myeloma bone disease: 
A complication in which bone 
is damaged by myeloma cells. 
Results in lytic lesions, pathological 
fractures and spinal collapse.

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

Oligosecretory myeloma: 
A type of myeloma where patients 
only secrete very low levels of 
paraprotein and/or free light chains. 
Distinction of this group of patients 
was only possible following the 
introduction of the serum free light 
chain (sFLC) assay or Freelite test.

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.

Plasma cell leukaemia: A cancer 
characterised by unusually high 
levels of abnormal plasma cells in 
the blood. It can start by itself or it 
can evolve from advanced myeloma.

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.

Proteasome inhibitor: A type 
of drug which interferes with the 
normal functioning of a part of the 
cell called the proteasome, which is 
involved in the removal, breakdown 
and recycling of damaged or no 
longer needed proteins.

Quality of life: Refers to a person’s 
level of comfort, enjoyment, and 
ability to pursue daily activities. 
A measure of an overall sense 
of wellbeing.

Relapse: The point where disease 
returns or becomes more active 
after a period of remission or plateau 
(often referred to as stable disease).

https://myeloma.org.uk
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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.

Side effects: The undesired effects 
caused by a drug or treatment, for 
example fatigue or nausea.

Stem cell: A type of cell from 
which a variety of cells develop. 
Haematopoietic stem cells give rise 
to red blood cells, white blood cells 
and platelets.

Stem cell transplantation: 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.

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

tel:08009803332
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Useful organisations

Carers UK	 www.carersuk.org
0808 808 7777
Provides advice, information and support for carers. 

Citizens Advice	 www.citizensadvice.org.uk 
www.adviceni.net

England: 0800 144 8848� Wales: 0800 702 2020  
Scotland: 0800 028 1456� Northern Ireland: 0800 915 4604
Offers advice about debt and consumer issues, benefits, housing, legal 
matters and employment. 

Macmillan Cancer Support	 www.macmillan.org.uk 
0808 808 0000
Provides practical, medical and financial information and support to all 
cancer patients and their carers. 

Maggie’s	 www.maggies.org 
0300 123 1801
Provides free practical, emotional and social support to people with cancer 
and their family and friends. 

Mind	 www.mind.org.uk 
0300 123 3393
Provides advice and support for anyone with mental health problems. 

NHS 111 Service	 nhs.uk/111
111
Call 111 when you need medical advice fast but it’s not a 999 emergency. 
NHS 111 is available 24 hours a day, 365 days a year.

Samaritans	 www.samaritans.org
116 123
Listening and support free, 24 hours a day, to anyone who’s struggling to cope.

https://myeloma.org.uk
http://www.carersuk.org
tel:08088087777
http://www.citizensadvice.org.uk
https://www.adviceni.net
tel:08001448848
tel:08007022020
tel:08000281456
tel:08009154604
https://www.macmillan.org.uk
tel:08088080000
https://www.maggies.org/
tel:03001231801
http://www.mind.org.uk
tel:03001233393
https://www.nhs.uk/111
tel:111
https://www.samaritans.org/
tel:116123
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We’re here for everything a 
diagnosis of myeloma brings

It’s important to get the help and support you need to live well. 
Myeloma UK is here for you with a range of resources and support 
to help you feel connected and informed. 

	 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

	 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.

     myelomauk

tel:08009803332
https://www.myeloma.org.uk/
tel:08009803332
mailto:AskTheNurse%40myeloma.org.uk?subject=
tel:08009803332
https://www.myeloma.org.uk/publications
https://www.myeloma.org.uk/videos/myeloma-uk-infodays/
https://www.myeloma.org.uk/help-and-support/patient-and-family-digital-events/
https://forum.myeloma.org.uk/
https://www.facebook.com/myelomauk
https://www.instagram.com/myelomauk/
https://twitter.com/MyelomaUK
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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 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

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

https://myeloma.org.uk
https://www.myeloma.org.uk/fundraising-and-donations/donations/donate-now/
tel:01312300429
tel:01312300429
mailto:fundraising%40myeloma.org.uk?subject=


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

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

https://www.myeloma.org.uk/pifeedback
mailto:patientinfo%40myeloma.org.uk?subject=
https://myeloma.org.uk/references
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