Living Well
with Chronic
lymphocytic
leukaemia (CLL)

A Guide for
Patients

Introduction
Approximately 3,500 adults are diagnosed with CLL each
year in the UK alone, which is equivalent to 10 new cases
every day. Being diagnosed with chronic lymphocytic
leukaemia (CLL) can be a shock, particularly when you
may never have heard of it. This booklet covers a range of
topics to help you cope a little better.
The booklet covers a range of
areas, including the most common
physical and emotional effects of
CLL and its treatment. For many
people, the more they know about
their condition, the easier it is to
come to terms with it and cope
with symptoms and side effects of
treatments.
You may have all of the emotions
featured in this booklet, some
of them, or maybe none at all.
Experiences vary from person

to person. This booklet, and the
organisations listed in it, are
available to help you whatever you
may be facing. It may also help you
to contact a support group. Talking
to others who know what you are
going through can help to build
your confidence through sharing
experiences and information.
Remember, you can also find
tailored advice for your particular
situation by talking to your GP or
your medical team.

Please note: This booklet has been designed for various points in your life
following your CLL diagnosis. It is not intended to be read from cover-to-cover
initially and we hope you find it useful to dip into the various different topics
covered”

If you would like any information on the sources
used for this booklet, please email
communications@leukaemiacare.org.uk
for a list of references.
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About Leukaemia Care

Leukaemia Care is a national charity dedicated to ensuring
that people affected by blood cancer have access to the
right information, advice and support.

Our services
Helpline
Our helpline is available Monday Friday 9am until 5pm. If you need
somebody to talk to, ring 08088
010 444.

Support Groups

We have two trained nurses on
hand to answer your questions
and offer advice and support,
whether it be through emailing
nurse@leukaemiacare.org.uk,
over the phone on 08088 010 444
or via LiveChat.

Our nationwide support groups
are a chance to meet and talk
to other people who are going
through a similar experience.
For more information about a
support group local to your area,
go to www.leukaemiacare.org.
uk/support-and-information/
support-for-you/find-a-supportgroup/

Patient Information Booklets

Buddy Support

We have a number of patient
information booklets like
this available to anyone who
has been affected by a blood
cancer. A full list of titles – both
disease specific and general
information titles – can be

We offer one-to-one phone
support with volunteers who have
had blood cancer themselves or
been affected by it in some way.
The CLL buddy scheme is run in
conjunction with charity CLLSA.
For more information on how to
get a buddy call

Nurse service
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found on our website at www.
leukaemiacare.org.uk/supportand-information/help-andresources/information-booklets/
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08088 010 444 or email
support@leukaemiacare.org.uk

service, LiveChat (9am-5pm
weekdays).

Online Forum

Campaigning and Advocacy

Our online forum,
www.healthunlocked.com/
leukaemia-care, is a place
for people to ask questions
anonymously or to join in the
discussion with other people in a
similar situation.

Leukaemia Care is involved in
campaigning for patient wellbeing, NHS funding and drug
and treatment availability. If you
would like an update on any of
the work we are currently doing or
want to know how to get involved,
email advocacy@leukaemiacare.
org.uk

Patient and carer conferences
Our nationwide conferences
provide an opportunity to
ask questions and listen to
patient speakers and medical
professionals who can provide
valuable information and support.

Website

Patient magazine
Our quarterly magazine includes
inspirational patient and carer
stories as well as informative
articles by medical professionals:
www.leukaemiacare.org.uk/
communication-preferences/

You can access up-to-date
information on our website,
www.leukaemiacare.org.uk,
as well as speak to one of our
advisers on our online support

Helpline freephone 08088 010 444
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About CLL

CLL stands for chronic
lymphocytic leukaemia.
•

Chronic means it is usually a
slowly developing, long-term
condition.

•

Lymphocytic means that
it affects a particular type
of white blood cells called
lymphocytes.

•

Leukaemia means that it is a
type of blood cancer.

So, if you have CLL, you usually
have a slowly developing type of
blood cancer, where abnormal
lymphocytes are being produced.
As a chronic condition, CLL is not
the same as acute leukaemia,
which progresses quickly and
needs urgent treatment.
The body’s blood cells are made in
the bone marrow, a spongy tissue
in the centre of the big bones. In
CLL, the bone marrow makes too
many B lymphocytes, which help
to fight infection. These cells fill
up the bone marrow, preventing
6
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it from producing normal, healthy
cells.

There is more about
CLL in our booklet
"Chronic lymphocytic
leukaemia (CLL) - a
guide for patients"

The type of blood cells in the bone marrow: white blood cells, red
blood cells and platelets.

Helpline freephone 08088 010 444
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About CLL (cont.)

How does CLL
develop?
CLL can behave differently in
different people. As a chronic
condition, it usually develops
slowly over months and even
years. In some people, CLL never
progresses to a stage which
requires treatment. For some
people, it develops more quickly
and they may need earlier, and
sometimes more intensive,
treatment.
In CLL, abnormal lymphocytes are
produced in large numbers in the
bone marrow. These collect in the
lymph nodes, causing swellings
that can be seen or felt in the
neck, armpit or groin. They may
also collect in the spleen, causing
abdominal discomfort.
These abnormal lymphocytes
have not developed properly (they
are ‘immature’), so they do not
fight infection as well as healthy
cells. This means that people with
CLL are at risk of infection.
As well as lymphocytes, the bone
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marrow makes several other types
of white blood cell. It also makes
red blood cells (which carry
oxygen around the body), and
platelets (which help the blood to
clot). The abnormal lymphocytes
produced in CLL can crowd out
other normal blood cells in the
bone marrow. So people with
CLL may have too few red blood
cells (anaemia), which can cause
extreme tiredness (fatigue) and
breathlessness. They may also
have too few platelets, which
increases their risk of bruising
and bleeding because the blood
doesn’t clot as well as it should.

How is CLL treated?
Because CLL usually develops
slowly, many people don’t need
treatment for some time after
the diagnosis. Your specialist
will keep a close eye on you,
with regular blood tests and
check-ups to monitor how your
CLL is developing. This is known
as ‘watch and wait’, ‘watchful
waiting’, or ‘active monitoring’.
There is more about this in our
booklet "Watch and Wait – a guide

for patients".
You may need treatment if your
CLL starts to cause troublesome
symptoms. There are several
different types of treatment which
you may be offered during your
time living with CLL. Some you
have for a fixed period of time
and some are continuous. You
may have chemotherapy, targeted
therapy, or a combination of the
two.
Targeted therapies home in on
leukaemia cells more precisely
than chemotherapy drugs. A small
number of people have more
intensive chemotherapy followed
by a stem cell transplant. You
can find out much more about
the different treatment types in
our booklet "Chronic Lymphocytic
Leukaemia – a guide for patients"
CLL symptoms and CLL treatment
side effects can cause physical
changes to your body. These can
sometimes overlap – both the
disease and the treatment can
increase your risk of infection, for
example.

Helpline freephone 08088 010 444
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Effects of CLL on the body

Changes to your body
This section contains information
on the main effects of CLL and
treatment. This list doesn’t
include all the potential effects of
CLL and treatment. If you notice
any other signs or symptoms
that are worrying you, do tell your
doctor.

Increased risk of
infection
The main role of lymphocytes is
to fight infection. In CLL, there
are more lymphocytes, but they
are immature and don’t fight
infection as well as healthy
white blood cells. Treatment
for CLL can also increase your
risk of infection. There is more
information about the risk of
infection, and how to manage it,
on page 20.

Swollen glands
One of the first symptoms of CLL
that people notice are swellings
in the neck, armpit or groin. These
are glands, called lymph nodes.
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White blood cells build up in the
lymph nodes, which then become
swollen (enlarged).
Apart from being visible, these
swollen glands don’t usually
cause any other problems. They
can sometimes be painful or
tender.1 You may find it soothing
to apply a flannel wrung out
in warm water. If you are selfconscious about swollen glands
in your neck or around your jaw,
wearing a scarf or high necked
jumper may help you feel more
confident.
Treatment for CLL will usually
reduce the swelling but is not
always started immediately.
Speak to your doctor if swollen
glands are bothering you.

Swollen abdomen
Lymphocytes collect in the spleen
as well as in the lymph nodes. The
spleen may become larger than
normal but it is unlikely to be
painful unless it is very swollen.
Up to one in two people with CLL
have an enlarged spleen when
they are diagnosed. About one in

Fatigue

four people have an enlarged liver
when CLL is diagnosed.
The liver and spleen are just
below the ribs. The spleen is on
the left side and the liver on the
right. If both are enlarged, your
abdomen may appear swollen. The
only way to reduce this swelling
is with treatment for CLL. If drug
treatment doesn’t reduce the
swelling, your doctor may suggest
surgery to remove an enlarged
spleen. However, surgery is
unlikely unless you have had CLL
for some time. Having your spleen
removed doesn’t affect your dayto-day life but it does increase
your risk of infection.
Even if not painful, a swollen
abdomen can be troublesome
and uncomfortable. It may press
on your stomach, making you
feel full quickly when you eat. It
may help to have more frequent,
smaller meals. You may also find
that some clothes don’t fit so well.
Your swollen abdomen may also
affect how you feel about your
body. There is more about body
image on page 10.

Fatigue is extreme tiredness
and lethargy (not wanting to do
anything). Fatigue is common
in people with CLL. Doctors don’t
fully understand the causes of
‘cancer fatigue’. Contributing
factors in CLL include energy
being used up because the body
is making more blood cells than
normal, and release of body
chemicals called cytokines, which
can cause fatigue.
Anaemia is another likely cause.
The lymphocytes in CLL can crowd
the bone marrow, leaving little
space for other cells such as red
blood cells. Red blood cells carry
oxygen around the body, so if you
don’t have enough of them you
are likely to feel short of breath
and tired. About one in three
people have anaemia when CLL is
diagnosed.
CLL treatment can also cause
fatigue. There is more about this,
and about managing life with
fatigue, on page 24.

Helpline freephone 08088 010 444
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Effects of CLL on the body
(cont.)

Abnormal bleeding
People with CLL may have
low levels of platelets, called
thrombocytopenia. This can
be caused by the disease itself
or by treatment, either with
chemotherapy or some targeted
therapies. Less commonly it can
be due to a complication of CLL.
Platelets help the blood to clot so
if your platelet count is low, you
are more likely to get nosebleeds,
bleeding gums and bruising.
Some people with low platelets
get a rash of tiny red or purplish
dots, caused by bleeding under
the skin. This is called petechiae
(pet-eek-ee-eye).
These outward signs of bleeding
are not serious but they do
indicate that your blood isn’t
clotting properly. Tell your doctor
about any such signs, because
this could mean that you are at
risk of more serious bleeding.
You may need a transfusion of
platelets to top up your levels.
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Gastrointestinal side
effects
Chemotherapy and targeted
treatments for CLL can have a
variety of effects on your digestive
system. They may cause sickness,
constipation or diarrhoea. These
side effects are very common, but
drugs affect people in different
ways. It isn’t possible to tell
beforehand which side effects you
will have, or how seriously.
If you are having a treatment that
commonly causes sickness, your
doctor will give you medicines
to try and prevent it. Do tell your
doctor if these aren’t working
for you. There are different
anti-sickness medicines they
can try. Ginger, relaxation and
acupuncture may also help
with sickness. There is more
information in the section of
this booklet on complementary
therapies.
If you feel sick when you wake, try
a little dry food (toast or cream
crackers) before you get up. You
may find light foods, such as clear
soup, easier to eat. Avoid fatty

and fried foods. If you are finding
it difficult to eat at anything,
tell your doctor or nurse. It’s still
important to keep drinking and
they can prescribe high calorie
drinks for you to sip.

eating fruit and vegetables will
help.

Bone and joint pain

Diarrhoea can be a side effect of
some treatments. You must phone
your doctor or hospital if:
•

you have diarrhoea for several
days

•

diarrhoea is getting worse

•

you have severe diarrhoea
(four to six bowel movements
in a day).

You will need anti-diarrhoea
medicines. Try to drink at least
two litres of fluid a day to replace
what you are losing. Eat bland
foods, such as rice, white bread
and pasta and avoid high fibre,
spicy and fatty foods.
Constipation can be a treatment
side effect and may also be a
problem if you are not eating. If
caused by treatment, it is usually
treated with laxatives and stool
softeners, so do tell your doctor.
Drinking plenty, exercise and

Pain in the joints (arthralgia)
can be caused by some targeted
therapies used for CLL. Tell your
doctor, as painkillers will help
with this.
Some people have aching bones
in the first few days of starting
some types of treatment. This
is a temporary reaction called
‘ tumour flare’, which can also
cause increased swelling of the
lymph nodes and spleen, a rash
and mild fever. Your doctor may
suggest a course of steroids,
either during your CLL treatment
or taken beforehand to try and
prevent tumour flare. Painkillers
such as ibuprofen can help.
Aching bones can also be a rare
symptom of CLL which usually
only occurs if the bone marrow is
making large numbers of white
blood cells. Treatment for CLL,
which kills the leukaemia cells,
should resolve this type of pain.

Helpline freephone 08088 010 444
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Effects of CLL on the body
(cont.)
Night sweats
Night sweats can be a symptom of
CLL. Sweating may also be a side
effect of treatment. Some targeted
therapies can cause night sweats.
Sweating can be very heavy –
some people become drenched
in sweat. This is uncomfortable
and may disturb your sleep. There
are things you can do to try and
reduce or manage the sweats.
•

•

Avoid spicy foods, which may
also encourage your body to
sweat.

•

Keep your bedroom cool and
have an electric fan by the
bed that you can easily switch
on when you need it.

•

Some people like to put a
soft towel on the sheet to lie
on. You don’t want to change
bedding during the night if
you can help it, as this will
disturb your sleep even more.

•
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Avoid caffeine and alcohol,
as these increase blood flow
to the skin and can make
sweating worse.

If you sweat a lot, drink plenty
of fluids so that you don’t
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become dehydrated. Shower
or bathe frequently so that
your skin doesn’t become
irritated.

Loss of taste and
altered sense of smell
Chemotherapy can affect your
sense of smell and taste. Some
people with cancer have problems
with taste and smell before
they have any treatment. Foods
and drinks may taste bitter or
metallic, for example.
Taste and smell are closely linked
and the taste of food may change,
which can affect your appetite.
It is important to try and eat
enough so that you don’t become
malnourished.
Eating is also often a social
experience and a source of
comfort. If you are having trouble
eating, you may not want to sit
down to a meal with family or
friends. Problems with eating
can lower your morale and even
contribute to depression.
Here are some ideas that may
make it easier to eat, or make
food more appetising.10

Here are some ideas that may
make it easier to eat, or make
food more appetising.
•

If you have a metallic taste
in your mouth, using plastic
cutlery may help.

•

If you can, get someone else
to cook so that you aren’t
exposed to the smell of meals
before you start to eat.

•

If you have a bad taste in your
mouth, use mouthwashes
and clean your teeth regularly.
Chewing gum or mints may
help to freshen your mouth.

•

Add lemon juice if foods taste
too sweet.

•

Add sugar or sweeteners if
foods taste bitter or salty.

Itching or rash

•

Add extra herbs, garlic,
mustard, sauces or ketchup
to savoury foods to increase
flavour.

Itching or rash can be caused
by CLL, but this is rare. it is
more likely to be a side effect of
treatment, or may have another
cause, such as dry skin.

•

Try new flavours to see if they
are more tempting.

•

•

If you are sensitive to smells,
you may prefer foods that are
cold or at room temperature.

•

Red meat may taste more
metallic than other forms of
protein, such as chicken, fish
or egg dishes.

If you think you have
itchy skin because of your
treatment, tell your doctor. It
is particularly important to
tell your doctor straightaway
if you have a rash when taking
chlorambucil tablets. You may
have to stop treatment until
the rash gets better.

•

If you don’t feel like eating,
fruit-based milkshakes,
smoothies, soups or mealin-a-drink food supplements
may be easier to take.

•

Your doctor or nurse may be
able to give you medicine to
calm down itchy skin, such
as antihistamine tablets or
cream. Using an unperfumed
moisturiser will help if your
skin is dry.

•

Helpline freephone 08088 010 444
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Effects of CLL on the body
(cont.)

•
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Keep out of the sun, and
avoid swimming in pools
containing chlorine, as this
may make itching worse.

Changes to your hair

thought they would be. Try not to
hide yourself away, even if that is
your first instinct. Other people
will probably be less affected by a
change in your appearance than
you expect.

Chemotherapy for CLL may cause
hair to fall out (hair loss) so that
your hair becomes thinner. You
may even lose all your hair, but
this isn’t common with treatment
for CLL. if you do lose all your hair,
this can include body hair.

If your hair is thinner, your scalp
will be more exposed. So use
sunscreen or cover your head
when out in the sun. You may
want to wear a hat or scarf –
there are lots of different head
coverings, and ways to tie scarves.

Hair thinning usually starts a
few days or weeks after starting
treatment, but it is temporary.
Your hair will grow back once your
course of treatment is over. For
some people, it may be different
from before. Hair that grows
back after chemotherapy may
be softer, curlier, or a different
colour.11 We don’t know why hair
changes colour or texture after
chemotherapy, and we can’t tell
whether this will happen.

You may choose to wear a wig –
this is a personal decision. Some
people find it increases their
confidence but it can make others
feel nervous and self-conscious.
If you do decide to get a wig, it’s
best to get it before you lose your
hair, so that your fitter can match
your hair colour and style. Of
course, you may wish to have your
wig in a completely new style –
some people use it as opportunity
to try a change.

People react differently to hair
loss or thinning. Some people
find it distressing because it is
a visual reminder of their illness.
Others are affected less than they

You can find out more about
different types of wigs and how to
get one in our booklet "Common
side effects of treatment: a guide
for patients".
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Changes to your nails
Some treatments for CLL can
affect the nails. They may become
brittle and break, develop ridges
or change colour. Because nails
grow relatively slowly, it can take
weeks or months for changes to
show. Any changes will grow out
after you finish treatment.
There may not be much you can
do to protect your nails from the
effects of treatment. Keep them
short and well-manicured to
avoid breaking them, or catching
them on anything. You could
try using a conditioning nail
oil. Some doctors recommend
taking vitamin B7 (Biotin) but
always check with your specialist
before taking any vitamins or
supplements.

Your teeth
Treatment for CLL increases the
risk of infections, including those
affecting the mouth and gums.
So it is very important to look
after your teeth and keep your
mouth clean. Brush your teeth
twice a day as normal, and gently

clean between your teeth daily
using floss or a dental pick. You
can also use a mild antibacterial
mouthwash.
A dry mouth is more prone to
infections. Keep your mouth moist
by drinking water regularly or
sucking ice chips. If your mouth
is very dry, speak to your doctor
about artificial saliva.
Tell your dentist that you have
CLL. Try to see your dentist before
any CLL treatment starts. Then
you can have any potential
problems with your teeth sorted
out beforehand. Your dentist or
hygienist can also give advice on
how to clean your teeth properly.
Because of possible increased
risk of infection and bleeding, you
should also tell your dentist about
your CLL before you have any
invasive treatment. This includes
a deep clean, a tooth extraction or
gum surgery.

Having a positive
body image
Body image is your mental picture
of how your body looks. It affects

Helpline freephone 08088 010 444
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Effects of CLL on the body
(cont.)

how we feel about ourselves and
our idea of how others see us.
Having CLL and treatment can
affect your body image because
your body can change - you may
lose weight, have hair thinning or
have swollen lymph nodes.
Some people become anxious and
avoid other people because they
feel unhappy about the way they
look. It’s important to recognise
this before it causes problems.
You will need time to come to
terms with what has happened
to you and how it is affecting you.
First of all, be kind to yourself.
Give yourself credit for how you
are coping with it all.
Talking to other people and
voicing your concerns may help
to put things in perspective.
Your friends and family will help
you to realise that what’s most
important is that you are still
‘you’. They may also reassure you
that you haven’t changed as much
as you think you have. Seeing
close family and friends can also
help you get used to socialising
while you come to terms with

18
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any changes. You could also talk
over your concerns with your
nurse, doctor or a counsellor. You
may find it helps to think about
what you would say to someone
you haven’t seen for a while,
particularly if they comment on
any changes in your appearance.
Looking after yourself can help
with positive body image. This
means eating healthily, taking
exercise and getting enough
sleep. Unhealthy ways of coping,
such as smoking or drinking too
much alcohol, may make you feel
guilty and less comfortable with
your body. You can also find other
ways to look after yourself – book
a massage or set aside time for
relaxation. Try to concentrate on
the things you like about your
appearance.
Organisations such as ‘Look Good
Feel Better’ (see page 89) provide
free advice on make-up and skin
care. Support organisations can
give advice on wigs and other
head coverings or ways to change
how you dress, to suit a new body
shape or to draw attention away

from hair loss, for example.

Helpline freephone 08088 010 444
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Infection control

Both CLL and its treatment can
increase the risk of infection. This
section provides information
about different types of infections,
what to look out for and how to
reduce your risk.

Risk of infection
CLL increases the risk of infection
because the affected white
blood cells (B lymphocytes)
are immature. They are unable
to make the antibodies that
normally help to fight infection.
Your levels of other white blood
cells may also be reduced because
they are crowded out of the bone
marrow by the over-production of
abnormal lymphocytes.
Treatment for CLL also increases
the risk of infection because
the drugs kill other white blood
cells, as well as the abnormal
B lymphocytes. Cells called
neutrophils are also killed
by chemotherapy. These are
particularly important for fighting
bacterial infections. If you have
a very low neutrophil count, your
doctor may say that you are
‘neutropenic’ or have neutropenia.
CLL treatment may also increase

20
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your risk of viral and fungal
infections.
Unfortunately, the longer you have
had CLL and the more treatment
you have had, the greater your risk
of infection.

How to avoid infection
The following simple steps
can help to reduce your risk of
infection.
•

Many infections are
transmitted from hand to
mouth, so wash your hands
well and often.

•

Avoid contact with friends
or relatives while they have
colds or other infections.

•

You don’t have to live like a
hermit, but avoid crowded
places in the cough and cold
season as much as you can.

•

Store foods properly –
separate raw and cooked
food, and keep foods that are
likely to spoil covered and in
the fridge.

•

Some people choose to carry
hand sanitiser with them

There are more tips on avoiding
infection when your blood counts
are low in the sections on Diet
(page 42) and Travel (page 56).

Vaccines and
medicines to prevent
infection
Your doctor is likely to
recommend that you have
vaccinations against flu and
pneumonia. This may help to
reduce your risk, but vaccinations
don’t always work as well as in
healthy people. Your close family
(particularly those you live with)
should have all their vaccinations
up to date and should also be
vaccinated against flu, so that
they don’t pass it on to you.
Vaccines can be one of two
types: ‘live’ or ‘inactivated’. You
can have inactivated vaccines,
but shouldn’t have live vaccines
because they contain live strains
of the disease-causing organism
and you could develop the
disease. Live vaccines used in the
UK are for MMR (measles, mumps
and rubella), shingles, chicken
pox, tuberculosis, rotavirus, oral

typhoid vaccine, yellow fever and
some types of flu vaccine.
You are unlikely to get an
infection from family members
who have had a live vaccine, but
it is sensible to take precautions.
Don’t change the nappies of a
baby who has recently had a live
vaccine. If someone develops a
rash after having the chicken
pox vaccine, avoid contact with
them until the rash has dried up.
If you think you have come into
contact with anyone who could be
infectious, wash your hands.
If your doctor thinks you have
a high risk of infection, they
may suggest that you take
preventative antibiotics and
anti-viral medicines. If you have
advanced CLL, you may have very
low levels of antibodies (also
called immunoglobulins). Your
doctor may suggest you have
gammaglobulin through a drip (IV
or intravenously) to improve your
resistance to infection.

Shingles
If you have had chicken pox in
the past, you may be at risk of

Helpline freephone 08088 010 444
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Infection control (cont.)

developing shingles. This happens
if the virus that causes chicken
pox – called herpes zoster – gets
reactivated along the path of a
nerve. The first signs of shingles
are often burning, tingling or
itching in a particular area on one
side of your body. It can develop
into a painful, red rash, which
then develops blisters.
There is a vaccine against
shingles but it is a live vaccine,
so you can’t have it if you have
lowered resistance to infection.
If you are having treatment for
CLL, you may have a drug called
aciclovir to help prevent shingles.
If you have signs of shingles
at any time, tell your doctor
straight away. You can then start
treatment as soon as possible.

Fungal infections
These include skin infections
such as athletes foot and
infections that start in moist
tissues (the mouth or vagina
for instance), such as thrush.
Thrush in the mouth can cause
white patches that can be wiped
away, leaving red, sore areas

22
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underneath. Vaginal thrush can
cause itching and soreness, with
a discharge that can be thick and
white, or thin and watery. Men can
also get thrush, causing soreness
around the head of the penis and
sometimes a white discharge.
Fungal infections are not common
in people with early CLL. They are
more common in those who have
had it for some time and in those
having treatment. Chemotherapy
and steroids both increase the
risk of fungal infections.
If you suspect you have any type
of infection, contact your doctor.
Sometimes fungal infections
can look like bacterial or viral
infections. So if you’re taking
medicines for an infection but you
don’t seem to be getting better,
tell your doctor. Don’t worry about
bothering them – they would
rather you told them as soon as
possible. The earlier any type of
infection is picked up, the easier
it is to treat.

Helpline freephone 08088 010 444
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Fatigue

Fatigue is the most common longterm symptom in people with
any type of cancer, including CLL.
It can happen at any stage from
diagnosis but there are things you
can do to help combat it.

What is cancerrelated fatigue?
Cancer-related fatigue is a
specific medical diagnosis that
is different from the drowsiness
and tiredness that healthy people
have. It means that your mental
and physical energy is reduced
and isn’t improved by rest or
sleep.
Cancer and its treatment activate
proteins in the body that cause
inflammation (called cytokines).
This is now thought to be one
of the main causes of cancerrelated fatigue. But there are likely
to be several different causes
contributing to it. With CLL,
your body is making abnormal
numbers of white blood cells,
which uses energy. And you may
be taking in less energy if your
appetite is reduced.
The increased numbers of white
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blood cells being made in your
bone marrow may mean that
fewer red blood cells are made.
One of the roles of the spleen is
to recycle old red blood cells. So if
your spleen is very enlarged, the
number of circulating red blood
cells you have may be lowered.
Red blood cells carry oxygen
around your body, so a low red
blood cell count (anaemia) nearly
always causes fatigue.
The emotional and psychological
effects of coping with an illness
and its treatment can also
increase your fatigue.

What does cancerrelated fatigue feel
like?
Some people with cancer find that
fatigue is more distressing than
any other symptom, including
pain, feeling sick and depression.
Cancer-related fatigue can also
feel relentless. As doctors define
it, in any given month you are
likely to have at least 2 weeks
where you feel fatigued nearly
every day.
If you have cancer-related fatigue,

you may find any sort of activity
exhausting. But, unlike normal
fatigue, you may feel tired even
if you have not been active. In
fact, there isn’t usually any link
between activity levels and how
weak you feel or how much energy
you have. Normal fatigue usually
gets better with rest and sleep but
this is not the case with cancerrelated fatigue, which can be
upsetting.

of your life. It may affect your
concentration, so that work and
other tasks that need your full
attention are more challenging.
Your general motivation may
be lowered, so you may feel less
like going out and socialising. It
may be harder to continue with
hobbies and other activities. You
may also find that you are more
emotional and easily upset than
usual. You may find you have
sudden mood changes too.

How long does cancerrelated fatigue last?
Steps to combat
People vary in how they are
cancer-related fatigue
affected by cancer-related fatigue.
Some people don’t have it at all.
Some people have it from when
they first get CLL. Others only
have it after they start treatment.
Generally, fatigue is worse
during and just after treatment.
Unfortunately, in some people it
can last for months or years after
treatment.

Because cancer-related fatigue
is a well-recognised problem,
there is a lot of research into
treatments and how to manage it.
Many things have been shown to
help.

How does cancerrelated fatigue affect
daily life?

Education about managing
fatigue can really help to lessen
its impact on you.If you know how
to manage it, you will feel more
in control and, hopefully, less
affected by it. There are several
things you can try.

Severe fatigue can affect all areas

•
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Fatigue (cont.)

•

Pace yourself – arrange your
day so that you do the most
important things when you
feel least tired. Give yourself
time to recover between
activities, and don’t schedule
in too much in one day.

•

Prioritise – do things in order
of importance and leave what
can be left. Making a list may
help. Make sure you include
in your priorities things that
you enjoy and that make you
feel good.

•

•
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Ask for and accept help –
family and friends often
don’t know how to help when
someone they love is ill. They
may want to take on daily
chores such as shopping,
cooking and washing dishes
and clothes, but feel they
have to wait until you ask. If
they offer, train yourself to
say "that would be a great
help, thank you". People are
usually glad to be able to do
something useful.
Rest – even though you may
still feel tired afterwards, your
body needs rest, particularly if
you’re not sleeping well.
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•

Sleep hygiene – try to keep
regular sleep hours, and
make sure your bedroom is
dark and at a comfortable
temperature. Don’t watch
TV or look at your mobile or
tablet for an hour or so before
bedtime, because light from
the screen can disturb sleep.

•

Eat well – aim for a balanced
diet (see page 42). Don’t go to
bed hungry or feeling too full.

•

Exercise – even though
you feel tired and may lack
motivation, aerobic exercise
(brisk walking or cycling) can
reduce tiredness and help
you to sleep better. Start with
small amounts of exercise
and gradually build it up.
There is more information on
exercise on page 46.

•

Feeling upset about your CLL
or fatigue may lessen your
ability to cope with it. You
may find it helps to talk to
other people who understand
what you’re going through.
Talking things over and
sharing experiences can help
to put them in perspective.
You can find people in similar

situations through cancer
support groups or an online
forum.
•

Anything that helps you to
relax will also help you to
cope. Yoga and acupuncture
have been shown to
help with fatigue. Other
complementary therapies
such as massage may help
you to relax and improve
sleep. More information about
complementary therapies is
provided on page 70.

•

Mindfulness and mindfulness
meditation (see page 80) are
popular coping techniques
that have been shown to
reduce cancer-related fatigue.
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Relationships, sex and fertility

This section is about how CLL
and its treatment may affect
personal relationships. There
are sections on sex and how
your closest relationship may
change. There is also information
on contraception, fertility and
pregnancy. The average age at
which people are diagnosed with
CLL is 70 years, and two-thirds
of patients are over 65 years,
so these subjects may not be
relevant for you. But we have
included them for people who
have CLL diagnosed at a younger
age.

Changes in
relationships
In a close relationship, anything
that affects you will inevitably
affect your partner. They may
have similar emotional reactions
to your diagnosis as you did. Or
you may both react differently.
It’s important to try and be open
about your feelings to help avoid
misunderstandings. Remember
too, that CLL is a long-term
condition. So how you react
and adjust to the situation may
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change for both of you as time
goes on.
At first, your partner may not
know anything about CLL. This
can add to any fear and anxiety
that they may be feeling. So make
sure they have information about
CLL and how it is treated. It may
help you both to find out about it
together.
Taking the time to talk and
listen to each other will help
you understand how each of you
is responding to the situation.
Talking honestly about you feel –
and listening to how your partner
feels – can be upsetting at the
time. But it will help you both to
be clearer about your emotions,
and can bring you closer. It is
important to remember that
there is no ‘right way’ to deal with
difficult situations. You may need
to accept that your partner’s way
of coping is different to yours.
Your illness can also affect the
balance of your relationship. Your
partner may need to take over
areas of responsibility or tasks
that you’ve always managed. This

can affect your confidence, or lead
to feelings of resentment.
If you are having difficulty
communicating, it may help
to talk with someone outside
your relationship. Once you are
clear about your own feelings,
it will be easier to talk about
them with your partner. Some
people are happy to talk to a
close friend or relative. Others
feel more comfortable talking to
someone outside their own circle,
such as a counsellor. You may
benefit from joint counselling
sessions. Sometimes it is easier
to talk openly and honestly with
someone else there.
If you feel you could benefit from
some outside help, speak to your
doctor or nurse. They will be able
to direct you to support services
in your area. There is more
information on talking about CLL
on page 62.

Sex and libido
CLL doesn’t necessarily affect
your physical ability to have sex.
But it can still have an impact.

Sex is a personal and individual
experience and is affected by how
you feel emotionally as well as
physically.
Common emotional reactions
to the diagnosis (fear, anger or
simply feeling low) can mean that
you are less likely to feel aroused
by the thought of sex. You may
also have symptoms or treatment
side effects that affect your sex
life, such as fatigue or sickness.
You may feel guilty if your sex
drive (libido) is lower than usual
and worry about this affecting
your relationship.
All these feelings are normal.
Telling your partner how
you feel can help to avoid
misunderstandings, so that they
don’t feel rejected. You can show
affection to each other in other
ways. Intimacy is important,
and physical closeness such as
hugging, holding and touching,
but without leading to sex, can
be comforting and reassuring for
both of you.
CLL and treatment can cause
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Relationships, sex and fertility
(cont.)
physical changes such as hair
loss or weight changes and these
may affect your body image
(see page 10). You may feel less
confident or think you are less
desirable to your partner, which
may make you anxious about
initiating sex. Re-starting your sex
life once you begin to feel better
may also cause you and your
partner anxiety. These reactions
are very common. You may be able
to work through them together,
or you may want some outside
support. Relationship counselling
can help.
There may be some physical
issues too. Your risk of infection
is increased by CLL and its
treatment. Vaginal infections such
as thrush can cause soreness
(see page 20). Talk to your doctor
about treatment if you’re having
problems.
For women who have not yet had
their menopause, CLL treatment
may trigger it. Symptoms such
as vaginal dryness may make
sex difficult or painful. You can
use vaginal moisturisers or
lubricants, or you may want to

30

www.leukaemiacare.org.uk

discuss hormone replacement
therapy (HRT) with your doctor.
There are advantages with HRT
in helping with menopause
symptoms and for long-term
health, but also some risks. You
will need to discuss these, but
having CLL doesn’t stop you from
having HRT.

Contraception
If you are having CLL treatment
and it possible for you or your
partner to become pregnant, it is
really important that you talk to
your doctor about contraception.
A woman having CLL treatment
should not become pregnant,
as the treatment may harm a
developing baby. You need to
keep using reliable contraception
for up to a year after finishing
treatment, depending on the
drugs you were having. If you want
to have a baby, your doctor will be
able to tell you when it is safe to
try. Some CLL drugs may make the
contraceptive pill less effective, so
your doctor may recommend that
you also use a barrier method of
contraception (a condom or cap).

Some treatments for CLL may
damage sperm. So it is important
than men with CLL use barrier
contraception (such as condoms)
during treatment, to ensure that
their partner doesn’t become
pregnant. Your doctor will be able
to advise you.

Fertility
If there is any possibility that
you may want to have children,
discuss this with your doctor
before starting treatment. This
is important because some
of the drugs used to treat CLL
can reduce fertility in men and
women, possibly permanently.
After treatment you could be
unable to conceive or father a
child.6 If your doctor knows how
you feel, they can try and choose
treatments that are less likely to
cause infertility.
Many of the newer treatments
haven’t been in use for long
enough for us to know whether
or not they reduce fertility. Whilst
experts believe that biological
therapies and immunotherapies
(such as ibrutinib and rituximab)

will not make you infertile, we
cannot be sure.
Women who lose their fertility will
also start to have symptoms of
menopause. Coming to terms with
being unable to have children
while also coping with menopause
symptoms can be a lot to handle.
Counselling may be useful to work
through your feelings. Your doctor
or nurse should be able to refer
you to someone suitable.

Preserving fertility
Men who think they may want to
have children in the future can
have sperm frozen and stored in
a sperm bank for up to 10 years.
Storing the sperm costs several
hundred pounds per year. The
sperm must be collected and
frozen before you start treatment
for CLL. So, if you think you might
want to do this, talk to your doctor
as early as possible.
It is harder to preserve women’s
fertility. The options are to freeze
eggs, embryos or ovarian tissue.
Unfortunately, the older you
are, the less likely they are to be
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Relationships, sex and fertility
(cont.)
successful.

Coping with infertility

To have embryos or eggs frozen,
you have to take hormones to
stimulate your ovaries and then
have an operation to remove the
eggs. This course of treatment
can be physically and emotionally
demanding for both you and your
partner. The eggs can then be
frozen as they are, or fertilised
with your partner’s sperm and the
resulting embryos frozen. When
you want to have a baby, you have
IVF (in vitro fertilisation). However,
this isn’t always successful and
sadly, there are no guarantees.

Coming to terms with infertility
can be difficult regardless of
your situation. Even if you weren’t
intending to have (any more)
children, knowing that this is
no longer possible may affect
how you see yourself. You may
feel angry, depressed or less
masculine or feminine. Some
people focus on their diagnosis
and treatment, and the effects
on their fertility doesn’t hit them
until later.

The newest infertility treatment
is to freeze ovarian tissue, which
is then re-implanted once cancer
treatment is complete. Babies
have been born to women who
have had this done, although it
is still relatively rare. You have to
start these processes before you
have treatment for CLL so it is
important to discuss your wishes
with your doctor.
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Allow yourself time to grieve and
work through your feelings. If you
have a partner, they will need to
come to terms with the situation
too. It may help to share how you
both feel. Counselling, either alone
or as a couple, may also help.

Pregnancy and
breastfeeding
It is unusual for a woman to
be diagnosed with CLL when
pregnant or breastfeeding
because nine out of ten patients
are 55 or older when diagnosed.
Treatment of CLL during

pregnancy or while breastfeeding
is not recommended, because
it could harm the baby. CLL
doesn’t always need treatment
straight away, so if you are
pregnant when diagnosed your
doctor is likely to monitor you
during your pregnancy. If you
are breastfeeding, you will need
to discuss the timing of any
treatment with your specialist.
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Emotional impact of CLL

It is now recognised that CLL
can have a profound impact on
people emotionally, more so even
than other types of cancer. In
this section, we look at how the
diagnosis of CLL may affect you
and how to move forwards.

Why CLL has such an
emotional impact
Researchers have looked at the
quality of life of people with
all stages of CLL, compared to
people in general. They found that
people will CLL were just as able
to manage day to day, and their
physical and social well-being was
generally just as good. But they
also found that the emotional and
psychological impact of CLL was
substantial. This was the same
whether people had been recently
diagnosed or had advanced CLL.
There are a number of possible
reasons for this. Although very
treatable, it isn’t currently
possible to cure CLL and this can
be hard to come to terms with. In
the early stages, your CLL is likely
to be managed with ‘watchful
waiting’. Even if you know
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that this is the best approach
medically, it may still feel as if
nothing is being done to help you
with a serious condition. Many
people with CLL are older and
are likely to be coping with other
illnesses as well as CLL. In fact
seven out of ten people with CLL
have another medical condition.

Feeling angry
After the initial shock, anger is a
common reaction to a diagnosis
of any serious illness – it is a
natural reaction to anything
that is threatening you. You may
find yourself snapping at people
without realising why. You might
feel angry at people around you,
just because they are well. Or you
may be angry with the nurses and
doctors you come into contact
with, as you are seeing them
because you have CLL.
People handle anger in different
ways. Some people externalise
their feelings by shouting and
snapping at people. Others
internalise their feelings, causing
tension, anxiety and irritability.
We often take our negative
emotions out on those closest to

us – because we know they are
most likely to forgive us. Try to
let your close family and friends
know that you are angry about
your illness, and that your anger
isn’t directed at them.
When you realise you are feeling
angry, it helps to acknowledge
it and try and deal with it,
rather than trying to keep a
lid on it. What helps will vary
from person to person. You may
need to remove yourself from
a conversation or situation for
a few minutes, so that you can
calm down. You may need to get
rid of physical energy when you’re
angry. Or you may want space to
think and try to make sense of
your feelings.
Anger often becomes easier to
manage when you understand
why you feel this way. This isn’t
always easy to do alone – it
may help to talk it through with
someone. Reducing your general
stress levels may also help.

Feeling alone
Loneliness is also a common
reaction to a diagnosis of cancer.

Even though cancer is generally
common, you may feel as if
this is only happening to you,
particularly as CLL is relatively
rare. If you feel you are different,
you can still feel alone while
surrounded by family and friends.
People you know often won’t have
heard of CLL, which can increase
feelings of isolation. If you don’t
need immediate treatment, it can
be hard for others to understand
the impact of your diagnosis on
you.
Having to repeatedly explain
about CLL can wear you down.
But it is important to talk to
family and friends about what is
happening. Your natural reaction
may be to protect them, by
keeping your worries and fears to
yourself. But this may make you
feel even lonelier – and leave them
feeling shut out.
With a condition like CLL, it’s
normal to worry about infection
but try not to let this isolate you.
It’s important to spend time with
family and friends and enjoy
special events. See page 20 for
sensible precautions you can take
against infection.
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Emotional impact of CLL
(cont.)
Joining a support group, or an
online forum, can help you to feel
less alone. People with the same
or similar conditions will find it
easier to understand how you feel
and can provide support. Knowing
that other people are going
through the same thing will help
you feel less isolated.

•

wanting to avoid other people

•

feeling empty and numb, or
restless and agitated

•

having difficulty
concentrating

•

not enjoying your usual
activities

Depression

•

feeling less able or willing to
look after yourself

•

having thoughts of suicide or
wanting to harm yourself in
some way.

There can be a fine line between
feeling down and depression. You
are bound to feel sad and low at
times after the diagnosis of a
serious illness. This doesn’t mean
that you’re not coping. It means
that you’re working through the
emotions that having CLL has
brought up. This is part of working
towards accepting your situation.
But if you start to feel hopeless
most of the time, or you can’t
shake off feeling down, you may
be becoming clinically depressed.
If these feelings seem to be
getting worse, you need to take
them seriously. Other signs of
depression include:
•
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being unable to sleep,
sleeping much more than
usual or waking early in the
morning
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If you think you are depressed,
tell your doctor. Many people
with cancer have a bout of
depression, so your doctor will
understand. You may benefit from
counselling, cognitive behavioural
therapy (CBT) or anti-depressant
medicines.
Try to eat and sleep as well as you
can. Make sure you get fresh air
every day and take some exercise,
even if you don’t feel like it.
Exercise has been shown to help
people with depression.
If you have feelings or thoughts
about harming yourself, you
can call the Samaritans’ free
24 hour helpline (116 123). MIND,

the mental health charity also
provides information on sources
of support.

Worrying about your
health
People generally live with CLL for a
long time. Many have long periods
where they feel well and have a
good quality of life. However, you
may still find yourself worrying
about your health during these
periods. Even if you are coping
with long term symptoms and
treatment side effects, it’s natural
to worry about them sometimes.
From time to time, you are likely
to get the same minor ailments
and aches and pains that anyone
else has. You may worry that these
are symptoms of CLL and it can be
difficult to know when to contact
your doctor or treatment centre. If
you are concerned, do talk to your
doctor rather than spending time
and energy worrying. Your doctor
won’t mind if it turns out that
there is nothing wrong.
While you don’t want to over-react,
do remember that CLL increases
your risk of infection. It is sensible
to contact your doctor if you have
a temperature above 38C (fever)

and other symptoms of infection,
such as:
•

cough or breathlessness,
particularly if you are
coughing up phlegm

•

cloudy or bloody urine, or
pain or burning when passing
urine

•

diarrhoea

•

sore throat or difficulty
swallowing

•

localised redness, heat or
swelling anywhere.

With time, you are likely to find
a balance between worrying and
taking action. If you find you
continue to feel very anxious even
when there is nothing wrong, it
may help to talk to a counsellor.
Treatment such as cognitive
behavioural therapy (CBT) or
mindfulness (see page 80) can
help to put things in perspective
and manage stress. Your doctor or
treatment centre should be able
to refer you. There is more about
counselling on page 62.

Reducing stress
Coping with a serious illness
and coming to terms with the
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Emotional impact of CLL
(cont.)
diagnosis is stressful and it may
all become too much at times.
If you are stressed, you may
be irritable and have difficulty
concentrating. Feeling tense
or anxious makes it harder to
enjoy life and stress can also
have physical effects. You may
feel shaky or sick, and have
headaches, indigestion or other
aches and pains.
Sharing your feelings can help
you to manage your stress, let
your family or friends know how
feel, and enable them to help
practically if necessary. If you are
having trouble managing day to
day, try writing a list of what you
need to do, prioritise and break
down tasks into manageable
chunks. Every time you get
something done, you will feel a
sense of achievement and the
load will be a little lighter.
It is important to look after
yourself too. Eat properly (see
page 42) and rest during the day
if you need to. Try to take some
exercise every day as this is
known to reduce stress and can
also help you to sleep better. Even
a short daily walk in the fresh
air will help. There is more about
exercise on page 46.
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You may want to try relaxation
exercises. Some support groups or
complementary therapy centres
teach relaxation. You can also
teach yourself from the internet,
apps or CDs. Most techniques help
you to focus on your breathing
and relax your muscles in turn.
Learning these techniques may
also help you to get to sleep.
Complementary therapies such
as massage, reflexology or
hypnotherapy can help you to
relax and improve your sleep. You
may also want to try yoga or Tai
Chi. There is more information on
complementary therapies that
are good for combatting stress on
page 70.
Mindfulness can help you to
appreciate the good things in life,
day to day, rather than worrying
about the future or aspects of life
that you can’t control. There is
information about mindfulness
on page 80.

Talking about how you
feel
The reaction to diagnosis of a
serious illness is often similar to
the grieving process. It may follow
similar stages of denial, isolation,

anger, bargaining, depression and
acceptance. Your emotions will
change over time and can move
back and forth between these
stages. They may also come and
go in waves as you come to terms
with your new situation.
Talking about your feelings
can help you to reach a greater
understanding of why you feel and
react as you do. This can help you
to deal with emotions that may be
troubling you, such as anger and
worry. It’s good to talk to those
close to you about how you feel,
but it can be difficult for them to
be objective. Talking therapies
can help you to work through
your feelings and accept changes
in your life that come with a
diagnosis of a chronic medical
condition. The therapist can help
you to explore how you feel, and
discuss difficult issues without
becoming emotionally involved.
They won’t tell you what they think
you want to hear, as friends often
do.
There are different types of talking
therapies, including cognitive
behavioural therapy (CBT),
several types of counselling and
psychotherapy. Your doctor will be

able to refer you. Or you can find
a therapist privately through the
British Association of Counselling
and Psychotherapy (see page 88).
Their website also explains all the
different types of therapy.

The new normal
Being diagnosed with a chronic
illness will change your life. With
CLL, you may find that you tire
more easily than you used to.
There may be practical changes
to your daily or work life. You will
also need to work through the
emotional impact. Having CLL is
likely to affect the way you think
and feel about yourself and your
life, to some extent.
Getting used to the way your
illness and treatment have
affected you is part of coping. We
all have to manage these types of
changes to some extent as we get
older. It’s important not to push
yourself too far or be too hard on
yourself if you can’t do the things
you used to do. You don’t want
to end up feeling over tired and
demoralised.
The more you know about your
illness and treatment, the better
you will be able to cope with it.
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Emotional impact of CLL
(cont.)
For example, if you know what
the possible side effects of a
treatment are, you will be better
prepared for any side effects you
do have. You can also learn to
listen to your body. This will help
you to pace yourself, eat well and
get enough exercise and rest.
Being diagnosed with a lifechanging illness can have positive
as well as negative effects. You
may find an inner strength that
you didn’t know you had. You may
find out who is most supportive in
your life and who you can depend
on. Your general outlook in life
may change. People often say that
having cancer makes them reevaluate what is most important
to them. For many people, this
is relationships and family. By
accepting support from those
closest to you, you can continue
to look forward to the future,
maximise your wellbeing and get
the most out of life.
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You may find that joining a support group will help you with
managing your feelings about your diagnosis.
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Diet
Eating well
A healthy well-balanced diet is
one step towards looking after
yourself and coping with CLL and
any treatment you have. Generally,
the guidelines for a healthy diet
are the same in CLL as they are for
everyone:
•

energy from starchy foods,
such as potatoes, bread, rice
and pasta – wholegrain if
possible

•

vegetables and fruit – at least
five portions every day

•

protein from eggs, fish, meat,
beans and lentils – cut down
on red meat (beef, lamb, pork)
and try to include oily fish at
least once a week

•

•
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dairy and fats – eat low-fat
and low-sugar versions of
foods where possible. Try to
replace saturated animal and
dairy fats with unsaturated
fats (vegetable oils, such as
olive oil, rapeseed oil and
sunflower oil).
It is also important not
have too much salt or sugar
(including sugary drinks)
or high-fat foods, including
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cakes, biscuits and sweets.
Many processed foods that
claim to be low fat often
contain high levels of sugar
and salt, so it’s important to
read the labels.
Women who are a healthy weight
for their height generally need
about 2,000 calories a day, and
men need about 2,500 calories.
The exact amount of calories you
need depends on your lifestyle
and level of activity. If you are
overweight, taking in fewer
calories will help you to lose some
weight. Speak to your doctor or a
dietician for specific advice.
It is also important to drink
enough fluid – at least 1,200 mL
per day (which is just under two
pints). This is 6–8 large glasses or
mugs of fluid. This doesn’t have
to be water – any sugar-free liquid
will do, including tea, coffee and
milk.
There is a lot of talk about
alternative diets for cancer,
particularly on the internet. There
is no evidence that any specific
diet can treat or cure cancer.
Many so-called ‘cancer diets’
do not provide a fully balanced,
nutritious diet and some can

actually be harmful. If you have
already lost weight, undertaking
a very restricted diet (as many
of these are) may even be
dangerous. Talk to your doctor or
nurse, and preferably a dietitian,
before starting any alternative
diet.

to mashed potato

Weight loss
Sometimes people with CLL
struggle to keep their weight
steady. If you are losing too much
weight, you may need to increase
your calorie intake. This isn’t
always easy if your appetite isn’t
that good. You can either increase
the calories in your daily diet, or
add to your meals with calorierich drinks. You can increase
calories in your regular diet in
many ways:
•

use full-fat versions of
spreads, yoghurts, milk and
cheese

•

add commercially available
protein or energy powders to
your foods and drinks

•

make fortified milk by stirring
two tablespoons of powdered
milk into a pint of full-fat milk

•

•

stir some cream into soup

•

sprinkle grated cheese on
potatoes, rice, dhal and other
savoury foods

•

make coffee with all milk
instead of water.

•

Calorie-rich drinks such
as Ensure, Fresubin and
Nurishment may be useful if
you don’t have much appetite.
These are expensive but
your doctor should be able
to give you a prescription.
There are lots of different
flavours and types. Some are
like milkshakes, some like
savoury soups and some
more like fruit juice.

•

You can also make your own
high-calorie smoothie drinks
using fruits, fortified milk
(see above) and ice cream, for
example. If you don’t fancy
high-calorie drinks between
meals, try high-calorie snacks
such as dried fruit, cheese,
unsalted nuts or peanut
butter on toast.

•

add butter and milk or cream
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Diet (cont.)
What to eat when your
white cell count is low
Some CLL treatments can cause
your white cell count to fall,
meaning you are at greater risk
of infections that your body
would normally fight off. White
blood cells called neutrophils
can be particularly affected by
chemotherapy. If you have a
low neutrophil count (you are
‘neutropenic’) you are at risk from
bacterial infections.
You should always wash your
hands before preparing food,
during preparation if you’ve
touched raw meat or fish, and
before eating. If your white cell
count is low, food hygiene is even
more important.
You need to ask your doctor
and nurse for guidance and
follow their advice. But here are
the recommended dietary do’s
and don’ts for people with a
moderately low neutrophil count
(below 2.0 × 109 per litre of blood).
•
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Cool, freeze and defrost foods
properly. Don’t eat anything
more than 24 hours after
defrosting. Don’t reheat foods
more than once, and never
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reheat cooked rice – there is a
risk of bacterial infection.
•

Store foods properly, keeping
raw and cooked food separate.
Keep foods covered or sealed
in bags or containers.

•

Don’t have unpasteurised
milk (including soya milk)
or dairy products. Yoghurt
is okay but avoid products
labelled probiotic or ‘bio’.

•

Cheese made with
pasteurised milk is fine but
don’t eat blue cheese or soft
cheeses such as brie and
camembert, as mould is part
of the production process and
carries a risk of infection.

•

Well-cooked meat, fish and
shellfish are all fine, as long
as they are fully cooked. Don’t
eat meat ‘pink’ or anything
undercooked.

•

Shop-bought vacuum-packed
cooked meats and fish are
fine, as long as the packet is
newly opened.

•

Don’t eat raw or lightly
cooked eggs, homemade
or restaurant-made
mayonnaise, Hollandaise or
Bernaise sauces. Shop-bought

mayonnaise is fine.

•

Don’t put ice in drinks, except
at home.

•

Wash and peel all fruit and
vegetables unless in tins or
frozen. Do not eat anything
that you cannot peel.

You can still eat out but there
are some sensible compromises.
Salad bars and foods that are
shared (olives for example)
are best avoided. Ideally, use
individually packed portions of
butter, ketchup and other sauces.

•

Shop-bought smoothies
should be pasteurised – it’s
okay to make your own from
washed and peeled fruit.

Your doctor can tell you if your
neutrophil count is very low
(below 0.5 × 109 per litre of blood).
If so, you need to take some extra
precautions.

•

•

Pate in tins or jars that
don’t need to be kept in
the fridge are OK, but don’t
eat unpasteurised pate or
smoked meats (e.g. salami).

•
•

•

Only have pasteurised honey –
avoid fresh honeycomb.

•

Don’t eat ‘raw’ (unroasted)
nuts or dried fruit, or foods
containing these.

•

Don’t drink bottled still water
as it can contain bacteria.
Fizzy water is okay.

•

Individually packaged icecream portions are okay as
long as they haven’t thawed.
Don’t eat ice-cream from
vans.
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Exercise
Two types of exercise are
recommended:
•

aerobic exercise increases
your body’s need for oxygen

•

resistance exercise means
that your muscles are working
against a weight or force.

The following sections describe
how each of these can benefit you,
provides examples of each and
how much is recommended for
people who have, or have had, any
form of cancer.

The benefits of
exercise
There has been a lot of research
into exercise after a cancer
diagnosis in the last few years.
This has resulted in some specific
guidelines to follow. We can now
say for sure that exercise benefits
people with cancer in much the
same way as it benefits everyone
else. Keeping active can improve
your quality of life, both physically
and mentally.
Aerobic exercise gets your heart
pumping faster, and makes you
breath faster and more deeply.
Doing this regularly helps to
keep your heart and lungs fit and
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healthy.
Resistance exercise helps to keep
your muscles fit and strong. We
all naturally start to lose muscle
as we get older. Exercising helps
to minimise this, keeping you
stronger for longer and enabling
you to be more active.
Physical exercise in people who’ve
had cancer has been shown to:
•

reduce fatigue

•

improve fitness and strength

•

reduce depression and
anxiety

•

improve sleep

•

improve morale (mood).

We now know that exercise can
boost the immune system and
lower the production of stress
hormones. It also reduces the risk
of heart disease, stroke, type 2
diabetes, high blood pressure and
osteoporosis.

Exercise
recommendations for
people with cancer
Research has shown that it is safe
to exercise both during and after
treatment for cancer. Generally,

the guidelines for people with
cancer are the same as they are
for anyone of the same age. For
adults (including those over 65
years), this is 150 minutes (2½ 
hours) of moderate exercise each
week. You can spread this out into
daily sessions of 20–30 minutes.
Include some form of resistance
exercise two or three times a
week.If you are doing vigorous
exercise, 75 minutes a week, plus
resistance training, should be
enough.
So what does all this mean in
practice? Moderate exercise
means brisk walking or riding a
bike. Vigorous exercise is jogging
or running. Resistance training
can mean weights, exercises
with a stretchy resistance band,
sit ups or squats. But it can also
mean digging your garden, doing
housework, climbing stairs,
dancing, walking uphill or doing
Tai Chi. The most important thing
is to find something that works
for you, that you enjoy, and that
you will keep up. To keep as fit
and healthy as possible, you need
to make exercise a regular part
of your everyday life for the long
term.
There are a couple of cautions.

Exercise guidelines are general.
Fitness and the ability to exercise
will vary from person to person.
You need to listen to your body
and use your common sense. Your
tolerance of exercise may also
be reduced during treatment. It
is a good idea to check with your
doctor before starting exercise
during or after treatment,
particularly if you’re starting a
new programme. If you have any
other health conditions, such as
heart problems or bone thinning
(osteoporosis), you will definitely
benefit from exercise. But you
should talk to your doctor before
starting any new form of exercise
or increasing the amount you are
already doing.
Don’t overdo it! You may not be
able to reach the recommended
level of weekly exercise if you are
older, not used to exercising, or
not as fit as you once were. Just do
as much as you are able. However
much you do will be of benefit.
If you do too much, you run the
risk of harm, pulling a muscle, for
example. If you hurt yourself, you
won’t be able to exercise fully until
you’ve recovered. Over-exercising
can actually make you more run
down instead of healthier, so
balance is key.
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Exercising in groups – in classes
or going to the gym – can be more
motivating than exercising alone.
But if your resistance to infection
is lowered, being in a large group
of people may be a risk.
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Work and finances
Having CLL may interfere with
your ability to work. As well as
needing time off for medical
appointments and treatment,
you may be dealing with fatigue
or treatment side effects. This
section provides information
about your rights at work and
where to get financial help if you
need it.

up to you who knows and who
doesn’t. You don’t have to tell your
employer. But, because the Act
provides working rights that you
are entitled to, it can be helpful for
you if your employer knows about
your medical history.

The Equality Act and
people with cancer

If you are still working after your
diagnosis of CLL, you are not
alone. In the UK, about threequarters of a million people of
working age have cancer and
many of them continue to work.

The 2010 Equality Act brought
together over a hundred pieces of
legislation that protect individual
rights. The Act means that
discrimination on the grounds
of race, sexual orientation,
disability or illness, age, gender
or religious belief is unlawful. It
covers England, Scotland and
Wales. Similar legislation covers
Northern Ireland.
Anyone with any type of cancer
is covered by the Equality Act. If
you are applying for a job, the Act
states that you don’t have to tell
a possible future employer that
you have cancer. Once you have
a job, your employer is entitled
to ask you questions about your
health but this information
should be kept confidential. It is
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Your rights if you are
working

Under the Equality Act, you have
rights in two main areas.
•

Your employer has to make
reasonable adjustments to
accommodate the effects of
your cancer and treatment.

•

Your employer is not allowed
to discriminate against you
because of your cancer.

‘Reasonable adjustment’ covers
several different areas. Your
employer has to give you time
off for medical appointments, to
have treatment, and to recover
from your treatment. It may also
be reasonable for you to work

for a considerable period, you
are entitled to return to your job
afterwards. Your illness cannot be
used to select you for redundancy.
You are also entitled to ask for
adjustments that enable you to
do your job. These will depend on
your type of work and how CLL
affects you. It could mean having
more frequent breaks during the
working day if you have fatigue.
Or you may want to change your
hours, so that you can travel to
work at quieter times.
There are also some financial
rights. For example, if you receive
performance-related pay but need
frequent breaks, you may be able
to have the breaks covered by
the average rate for your usual
performance, so that you are not
financially disadvantaged. If your
pension relates to your salary
in your last working year but
you have had to work part-time
because of CLL, you may be able to
have some or all of the part-time
period discounted.
What is reasonable also
depends on your employer’s
circumstances. An employer
doesn’t have to make any changes
that are not practical or that are
too costly. A larger organisation

will find it easier than a small one
to provide flexible working or an
alternative role for you.

If you think you’ve
been treated unfairly
at work
Examples of discrimination
include not considering you
for promotion, or dismissing
you because you need time
off because of your CLL. It
can also mean being treated
disrespectfully or bullied by your
employer or colleagues.
If you think you are being treated
less well at work because you
have CLL, talk to your employer
and try to resolve the issue.
Depending on where you
work, this may mean talking
to your manager or someone
in the human resources (HR)
department. Explaining to your
employer about how your CLL is
affecting you at work may help
you both to reach an agreement.
If not, you may want to make a
formal complaint.
As a last resort, you can go to
an employment tribunal about
a discrimination issue. Such a
claim must be made within three

Helpline freephone 08088 010 444

51

Work and finances (cont.)
months minus one day of the
issue occurring. However, you
must show that you’ve already
tried to discuss the situation
with your employer to reach an
agreement. You have to pay to go
to an employment tribunal. This
can cost more than £1,000, but
you may get all or some of this
back if you win. It also has a cost
in stress and time. It is nearly
always better to resolve issues in
a friendly way if you can.
If you would like more information
about your rights at work, contact
Macmillan Cancer Support (see
page 88).

Benefits you may be
entitled to
You may be entitled to some
state benefits if you have been
diagnosed with CLL.
Anyone diagnosed with any
type of cancer is entitled to free
medical prescriptions. Ask your
doctor for the appropriate form to
get an exemption card.
Other state benefits fall into two
groups.
•
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Mean-tested benefits depend
on your level of income and

www.leukaemiacare.org.uk

savings.
•

Non-means-tested benefits
that you may qualify for,
regardless of income or level
of savings.

Macmillan Cancer Support
(see page 88) can help with
information about benefits that
you may be entitled to.

Means-tested benefits
These include Working Tax Credit,
Income Support, income-related
Employment Support Allowance
(ESA), Housing Benefit, Council
Tax Reduction and Pension Credit.
Apart from Pension Credit, all
these benefits are gradually being
replaced by Universal Credit
(UC) over several years. There
is no set income level at which
you qualify for UC – it depends
on your outgoings, such as rent.
You cannot claim UC if you have
savings of £16,000 or more.
You can claim Pension Credit
if you or your partner is over
pensionable age. If you qualify
for UC but your partner is over
pensionable age, you will probably
be better off claiming Pension
Credit.

by UC on the YouGov website
(https://www.gov.uk/guidance/
jobcentres-where-you-can-claimuniversal-credit) or through
Citizens Advice (see page 88). If
you are not in an area covered
by UC, it is worth asking Citizens
Advice or a benefits advisor to
help you, as claiming for multiple
benefits is complicated and time
consuming. Your CLL treatment
centre may have a benefits
advisor. If not, they can tell you
where you can get advice locally.=

as washing, dressing, preparing
meals or managing your
medicines. There is also a mobility
component that you can claim if
you need help getting around or
going out.

Non-means-tested
benefits
If your CLL means that you
need help to look after yourself
day to day, you may be able to
claim Personal Independence
Payment (PIP) or, if you are 65
or over, Attendance Allowance
(AA). To claim, you have to fill in
an application form. This is long
and complicated and you may
want to ask for help from a social
worker or an organisation such as
Citizens Advice.
Before your claim for PIP or AA
is accepted, you have to have an
independent assessment. This
covers activities of daily living
that you may need help with, such

There is one other non-means
tested benefit – contributionsrelated Employment Support
Allowance (ESA). You can claim
this if your CLL is having a serious
effect on your ability to work and
you have paid enough National
Insurance Contributions (NICs).
You can get ESA if you can’t work
at all because of your health,
or need extra help to enable
you to work. You have to have
an assessment once you have
made a claim. Based on this
assessment, after 13 weeks you
will be put in either the support
group (those who can’t work) or
the work-related group (those who
need help so that they can work).
If you are in the work-related
group, you have to go to regular
interviews with a work advisor at
the Jobcentre. They may ask you
to take part in activities such as
basic skills training or confidence
building sessions, depending on
what they think you need and
what is available in your area.
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Benefits for carers
If you qualify for Personal
Independence Payment (PIP) or
Attendance Allowance (AA), the
person helping to care for you may
be able to claim Carer’s Allowance.
Claims can be backdated for up
to 3 months, provided the person
you are caring for was claiming
PIP or AA during that time.
To qualify for Carer’s Allowance,
you have to provide care for at
least 35 hours a week. You can
work as well as being a carer, but
the allowance is means tested so
there is a limit to what you can
earn. If you are a student, you
must be studying for fewer than
21 hours a week.
If you have given up work to be
a carer and qualify for Carer’s
Allowance, you will have your
weekly National Insurance (NI)
contribution paid so that your
state pension isn’t affected.
Some people who have given up
work, but don’t qualify for Carer’s
Allowance can still have their NI
contribution paid, so it is worth
checking.
If you are on a low income and
you a carer, you may also qualify
for Universal Credit or one of the
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other means-tested benefits it
is replacing. Speak to Citizens
Advice (see page 00) or a local
benefits advisor for individual
advice.

Other grants and
financial help
There are charities that can
help with one-off payments for
specific costs. This could include
equipment to make your life
easier, or help with travel to and
from medical appointments. You
may be able to get help with fuel
bills if your illness means you
have to spend more on keeping
your house or flat warm. Some
charities will also give grants for
convalescence or holidays.
You usually have to have a low
income and less than a specified
amount in savings to qualify
for a charity grant. Macmillan
Cancer Support (see page 88) is
probably the best known. They
will give grants for a wide range
of expenses, depending on your
income and savings.
There are also a lot of medium
and small charities that are
locally based or linked to
particular occupations, and

A charity called Turn2Us (see page
88) has a search tool that can
be used to find grant-awarding
charities across the country
by location or occupation. They
also provide general information
about local benefits advisors
and financial help for people
with an illness or disability and
their carers. need to think about
protection from insect bites
and (where relevant) malaria
prevention tablets.
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Travel

You may have CLL for a long time
and, most of the time, you can
continue to travel. With a bit of
forward planning, you can have
an enjoyable holiday or take part
in family events. This section
provides information about what
you need to think about when
planning and taking a trip.

Planning a trip
If you are going away from home,
in the UK or abroad, there are a
few things to think about ahead
of the trip. Firstly, if you have
any concerns about travelling,
talk to your doctor or specialist
nurse. They will be able to put your
mind at rest or give you advice on
whether it is safe for you to travel
from a medical point of view.
You may want to ask your doctor
for a written summary of your
illness and treatment. You can
take this with you, in case you
need any medical attention
while you are away. It might also
be useful for obtaining travel
insurance. Make sure you have
enough medicines for your trip.
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Choosing your
destination
There are several things to
consider when deciding where to
go. Insurance is more expensive
for some destinations. This
depends partly on whether the
UK has a reciprocal healthcare
agreement with the country. That
means that some healthcare –
usually including emergency and
in-patient care – is free to people
with a UK passport. You can find
this out from https://www.nhs.
uk/using-the-nhs/healthcareabroad/healthcare-whentravelling-abroad/
For some countries, you need
additional vaccinations. However,
you cannot have live vaccines
if you have lowered resistance
to infection (see page 20). That
includes yellow fever, which you
need for some parts of central
and South America, and parts of
Africa.
If you are travelling to an area
with a risk of insect-borne
disease, such as malaria, you’ll
with boarding your plane or train.

need to think about protection
from insect bites and (where
relevant) malaria prevention
tablets.

when you don’t move about for
long periods. Wear below-knee
compression stockings (also
called ‘flight socks’) if your flight
is longer than four hours. If in
doubt, contact your doctor for
advice.

If you have lowered resistance
to infection because of your CLL,
it is also sensible to think about
the general infection risk in your
destination. Find out about the
standard of hygiene you can
expect and the general standard
of healthcare. You can take
precautions against picking up
infections (see pages 20).

Flight socks are widely available
but it is important to get the right
size to fit your calf measurement.
Flight socks that don’t fit properly
can increase your risk of DVT.

The journey

Your choice of destination
may depend on where you feel
comfortable travelling to. You may
be able to get information about
a country’s healthcare from their
embassy or your travel agent.

Fitness to fly
Having CLL shouldn’t stop you
from flying, although you can’t fly
if you are very anaemic. You must
be able to walk at least 50 metres
without becoming breathless
(without using oxygen).
People with CLL have an increased
risk of blood clots (deep vein
thrombosis or DVT). The risk
of DVT is increased by flying,
particularly on long flights

Travelling is tiring for anyone. You
need to think about how long the
journey will take and whether you
have to make any changes (bus
to train, for example). Remember
to consider the journey to the
station or airport, and the journey
to where you are staying at the
other end. If you have fatigue, you
may want to stay overnight at
the airport or station before you
travel.
Be realistic about how far you
can walk. You can ask for special
assistance if you think you’ll
need it. At airports and stations,
you can usually arrange early
check-in to avoid queues, help
with carrying luggage, an electric
buggy or wheelchair, and help
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You have to arrange all this at
least 48 hours before you travel.
If you are using a travel agent,
you can ask them to arrange it all
when you book.

Travel insurance
It is essential to have travel
insurance if you are going
overseas. Medical costs can be
enormous if something happens
and you need treatment abroad, or
to be brought home. Insurance is
often more expensive if you have
a medical condition, particularly
if you are going abroad. How
easy it is to get, and how much it
costs, depends on your individual
circumstances and where you are
going.
The most expensive destination
for travel insurance is the USA.
Because of the very high medical
costs there, insurance may be
very expensive or you may not
be able to get it. These decisions
may seem unfair but they aren’t
personal. Insurers look at risk. If
they think you might cancel at
short notice, need treatment while
you are away, or need to come
home unexpectedly, there is a
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higher risk of you making a claim.
When arranging travel insurance,
you will be asked questions about
your condition and treatment. The
insurer may ask about the stage
of your CLL. If you don’t know this,
ask your doctor. You may also
need to get a letter from your
doctor stating that you are fit to
travel.
For people who’ve had a
cancer or leukaemia, the travel
insurance situation is gradually
improving. There are specialist
insurance brokers with a better
understanding of the issues.
Organisations such as Cancer
Research UK and Macmillan
Cancer Support produce lists
of specialist insurance brokers
and companies (see page 88).
However, if you have a regular
insurer it is worth checking
with them. These days insurers
are more likely to treat you
individually, rather than just
seeing the word ‘leukaemia’ and
putting up the cost. If your health
is generally good, you may get a
reasonable deal from a regular
insurer.

There are some ‘dos and don’ts’
for getting insurance cover when
you have a medical condition.
You need to buy your travel
insurance within 2–3 weeks of
booking your trip. You must also
be medically stable when you
buy the policy – this means that
your medical condition hasn’t
changed for 2–6 months before
you buy the insurance. This is
known as the ‘look back period’.
If you make a claim related to
your medical condition, the
insurer will ask to examine your
medical records from the look
back period onwards. As long
as your condition was stable
then, and you have given them
full information, you should be
covered. Before you finally buy the
policy, make sure you understand
what is and isn’t covered. You
should also contact your insurer if
your medical situation changes in
any way between buying the policy
and travelling.

should also take some extra in
case of any delays. Some people
like to take a prescription with
them in case their medicines are
lost or stolen.

Taking medicines
abroad

If you take any controlled
medicines (such as some
painkillers), there are special
conditions for taking them
abroad. If you’re travelling for less
than 3 months, you need to get a

If you are taking any medicines,
make sure you order enough
to last while you are away. You

To avoid issues at customs,
keep your medicines in their
original packaging, including
the prescription label with your
name on it. If you have a lot of
medicines, and particularly
painkillers, it may help to ask your
doctor to give you a list on headed
paper. It will help to show that
they are prescription medicines.
Check the storage conditions for
your medicine, as some may need
to be kept above or below a certain
temperature. You can take them
in a small cool-bag if necessary.
Keep all your medicines in your
hand luggage when you travel.
Then you will have them with you,
and they won’t be exposed to the
cold temperatures of the luggage
hold.
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letter from your doctor. You can
find a list of controlled medicines
and the information that letter
needs to contain on the Gov.uk
website (https://www.gov.uk/
travelling-controlled-drugs).

Infection risk and
travel
It is sensible to discuss your
infection risk with your doctor,
before going abroad. You may
be able to take antibiotics with
you in case you do pick up an
infection. If you are worried about
signs of infection while you are
away, see a doctor sooner rather
than later. There are three main
areas of concern for infection
when travelling:
•

food and drink

•

insect bites

•

cuts and scratches.

If you’re not completely sure
about food safety or the safety of
the water supply in the country
you are visiting, there are some
clear guidelines to follow. Only use
bottled water or water you know
has been boiled, including for
cleaning your teeth. Fizzy bottled
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water is safer than still water,
which can contain bacteria (and
bottles may have been refilled
from local supplies). Do not have
ice in drinks.
Food should be freshly cooked.
Avoid hotel buffets and food from
street stalls that isn’t freshly
cooked and covered to protect
it from flies. Don’t eat salad,
and only eat fruit you can peel.
Generally, don’t eat shellfish
unless you are sure it has been
thoroughly cooked just before you
eat it. Be careful where you buy
ice cream, or don’t have it. Take
rehydration sachets with you in
case you get diarrhoea.
Wear insect repellent on any
exposed skin. This applies to
summers in the UK as well as
abroad. Some diseases are
transmitted by insects, and insect
bites can also easily become
infected in hot damp climates. So
prevention is better than cure.
Cuts and scratches can also
easily become infected. Take
antiseptic ointment with you.
Wash and dry cuts as soon as
possible, apply the cream and
then cover. If cuts become red,

hot and swollen, you may need
antibiotics.
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Telling others about CLL
Where and when to talk about
your diagnosis is a personal
decision. There is no right or
wrong answer. This section covers
some areas it may help to think
about when deciding who to tell
and when to tell them.

afterwards. The downside is that
those closest to you may realise
something is wrong, even if you
haven’t said anything. They could
still be worrying about you and
possibly imagining that things
are worse than they are.

Should I tell others
about my CLL?

It may be easier for your loved
ones to get used to the diagnosis
before your illness has a greater
impact on you. If you wait until
you need treatment, they’ll
have to come to terms with the
diagnosis, the fact that you’re on
chemotherapy and possibly side
effects all at the same time.

This is entirely up to you. There are
a few issues to weigh up that may
help you decide.
CLL often develops very slowly. If
your CLL was diagnosed almost
by accident (for example when
having a blood test for something
else), you may not need treatment
for months or even years. Some
people decide to keep their
diagnosis to themselves until
they feel they have something to
tell.
You will need to think about the
impact of your diagnosis on your
close family and friends. There
may be a good reason for putting
off breaking the news, especially
if you don’t yet need treatment. If
there is a major event coming up,
such as a wedding, anniversary
or birthday, you may decide to
put off telling your family until
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If you tell some people and not
others, you will need to consider
the possibility that those who
don’t yet know may find out by
accident from someone else. That
could be hurtful. It’s probably
best if people are told by you, or
someone you’ve asked to break
the news for you. Even if you tell
them yourself, those closest
to you may be upset or angry
if you’ve known for a long time
before you share the news with
them. It may help to explain your
reasons.
As well as considering others, do
think about yourself. What will be
the impact on you of keeping your

diagnosis to yourself? It could
be isolating when you could be
getting support from family and
friends. Not telling people will also
mean that you can’t talk about it.
If you are the type of person who
processes events and feelings by
talking them through, you may be
better off sharing your diagnosis.

Telling your partner
Your partner may be the first
person you talk to about your
diagnosis. They may have
come with you to the hospital
appointment and heard it firsthand. If not, try to make some
time when you can both focus and
won’t be interrupted.
You may be nervous about how
they’ll react. It will help to break
the news gently. Think about what
you want to emphasise when
you have the conversation – for
example, that CLL is a chronic
condition and that you may
not need treatment for some
time. It may help to call it ‘CLL’
at first. Many people find the
word ‘leukaemia’ frightening
and may not take in anything
else after that. They will also
have associations with the term
that don’t apply to you, as most

people have only heard about
acute leukaemia. Having an acute
leukaemia is very different from
having CLL.
Remember that your diagnosis
affects your partner as well as
you. It will help to bring you
together if you can share your
feelings, so try not to keep things
bottled up. Remember that you
don’t have to sort everything
out all at once. There may be
a lot of areas that you need to
discuss – your finances, practical
day-to-day issues, managing
treatment, work, childcare if you
have young children or look after
grandchildren. But you can take
your time. First, you both need
to get used to the idea of the
diagnosis.

Telling friends and
family members
When to tell a family member or
friend will depend on how close
you are to them and how often you
see and talk to them. The closer
you are to someone, the more they
are likely to know about your day
to day life and that you are going
to medical appointments, for
instance. In those circumstances,
the subject of your diagnosis may
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Telling others about CLL (cont.)
come up naturally.
If you prefer, you can decide not
to tell people in person. You may
find it easier to write, or ask your
partner (or someone else close
to you) to tell people. Again, there
is no single way to deal with this.
You’re probably more likely to tell
friends or family face to face if
you see them frequently but more
likely to tell people by phone or
letter if they live a long way away
or you don’t see them often. It may
help to make a list of who it is
most important to tell.
As with your partner, think about
what you want to emphasise
when telling family and friends.
This may be most important for
your children. Even if they are
grown up, hearing that a parent
has a serious illness will be
upsetting. It’s important that they
understand from the start that
CLL is a chronic condition and
that nothing is likely to happen to
you in the near future.
The more you know and
understand about CLL, the easier
it will be for you to explain it to
other people. Your family and
friends are unlikely to have
heard of CLL and may confuse
it with acute leukaemia, so
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it is important to explain the
difference. If you don’t want to
talk in detail, you can give them
copies of our booklet "Chronic
lymphocytic leukaemia".
Keeping people you know up to
date with what’s happening to
you may also become an issue.
So that they don’t have to say the
same things over and over again,
some people prefer to send group
emails or messages to let people
know how things are going.

Coping with other
people’s reactions
People’s reactions to your
diagnosis will vary. Fortunately,
there is less of a stigma around
cancer than there used to be.
You will probably find that most
people are kind and concerned,
and keep in touch with how things
are going.
You may find that one or two
people don’t know how to
handle your news. People can
sometimes ignore the subject,
or even avoid you. Remember
that their reactions say more
about them than they do about
you. They may find the idea of
cancer or any serious illness

frightening and have difficulty
facing it themselves. Or they
may feel awkward because they
don’t know what to say, and worry
about saying the wrong thing
and upsetting you. Either way,
try not to let it bother you. Focus
on the people you know who are
concerned and supportive.

the conversation, rather than
feeling angry. A simple way of
dealing with this is to change the
subject, by saying something like
‘That’s not really my sort of thing.
Anyway, how’s life been going for
you since we last met?’ Hopefully,
they’ll realise that it’s a subject
you don’t want to discuss.

Being told that someone you know
has a serious illness can bring out
strong emotions. It can be hard
to cope when people are visibly
distressed. You may feel you have
enough to cope with already, but
try not to brush their feelings
aside. They are upset because
they care about you. You could
say that you are sorry they are so
upset, but that you are trying to be
positive and are coming to terms
with your situation.

Telling children and
vulnerable people

There are some reactions that
may annoy you if you don’t think
in the same way. For example, if
you are not religious, it may annoy
you if someone starts talking
about God’s will. Some people
have a habit of talking about
alternative therapies they’ve
read about. Make a mental note
of the type of comments that
irritate you. Then you can have a
response ready that closes down

Vulnerable people can include
children, teenagers, elderly
people and people with learning
difficulties. Even if your own
children are adults, you may need
to tell grandchildren or other
children you are close to. It can
be daunting to give someone
difficult news when you are
concerned about how they will
cope with it. If you are going to tell
people who might react badly, try
to emphasise the positive.
If you have elderly relatives, you
may decide not to say anything
about your CLL unless you have
to. But, as we’ve said above, you
need to think carefully about how
this will affect you. It can make
things difficult if some of the
family know and others don’t.
People may be upset if they find
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Telling others about CLL (cont.)
out later that you hadn’t included
them, however well intentioned
you were.

•

If they ask a question you
can’t answer, it is fine to say
you don’t know.

With children and teenagers, it is
usually best to be open. You may
feel you want to protect them from
upset by not telling them. But
even very young children can have
an instinct for when something
is being kept from them and will
worry. Also, you won’t want them
to overhear something or find out
from someone else.

•

Be prepared to repeat
information more than once.

•

Reassure them that what
is happening to you is not
their fault – young children in
particular can feel guilty and
think you are ill because of
something they’ve done.

•

Children will pick up on your
mood and tone of voice - if
you are matter of fact, they
are less likely to worry.

How you tell children will depend
on the individual child. It will help
if you plan how to explain CLL in
a way that is suitable for each
child. There are a few pointers for
giving difficult news to children
or someone with a learning
difficulty.
•

•
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You don’t have to tell them
everything at once. It can be
best to go slowly so that they
have time to take things in. Be
led by the questions they ask.
Take your cues from them.
Give them opportunities
to ask questions and try
to answer honestly, but
don’t overload them with
information.
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Teenagers will need more
information than younger
children, but will still need time to
take the information in. So again,
try to go at their pace. If they
are reluctant to talk, don’t push
them, but let them know they can
approach you at any time when
they feel ready.
Children and teenagers can act
up when they are upset, so don’t
be surprised if there are a few
behaviour challenges. It may
help to tell their school what’s
happening so they are also
prepared. For all children, try to
anticipate any physical changes

you may be likely to have, such as
hair loss or fatigue. They will cope
better if they know what to expect.

Telling your employer
and work colleagues
You may feel awkward about
telling your employer or
colleagues about your illness.
Remember, if you have been
diagnosed with early CLL, you may
not need to say anything right
away.
You don’t need to worry about
being singled out for redundancy
or being discriminated against in
any other way. As someone with
cancer, you are protected by The
Equality Act (see page 50). In fact,
telling your employer enables
them to give you the support and
flexibility you are entitled to under
the Act. There is more about what
you are entitled to on page 50.
You may want to have someone
with you for support when you do
decide to tell your employer about
your CLL. This could be a trusted
colleague, a friend or a union
representative. Human Resources
(HR) personnel will have had
training in handling this type of
situation and should know how

best to help.
Before you speak to your
employer, it may be useful to
think about who else at work
you want to know about your
illness, and how they should be
told. This is entirely up to you.
You can ask for the news to be
kept confidential if you prefer.
But it may help if you or your
employer tell the people you
work closely with. They may be
a good source of support. It will
also prevent any bad feeling if
colleagues think your employer
is being more flexible with you
than with them, or wonder why
you are having time off. Whether
or not you decide to be open about
your diagnosis, it will help to
plan what you will say if someone
asks how you are. Then you can
be ready with an answer you feel
comfortable with.
Your employer and colleagues
are unlikely to know about CLL.
It may help to provide some
of our booklets, to help them
understand that it is something
you are likely to be living with for
a long time. If you’ve told people
at an early stage of CLL, they may
even forget as time goes on. So
you may need to remind them
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Telling others about CLL (cont.)
if you are particularly fatigued,
for instance, or have started
treatment after ‘watch and wait’.
As always, being open and honest
about what is happening to you is
likely to be the best approach for
all concerned.
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If you’d like further support in talking to others about CLL,
the haematology nurses on the Leukaemia Care help line
may be able to assist you.
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Complementary therapies
Complementary therapies can
provide many benefits for people
with CLL. But there are also a few
things to look out for. This section
tells you about the different types
of treatment and how to find a
therapist.

Introduction to
complementary
therapies
Complementary therapies are
treatments that you can use
alongside regular medical
treatment for any condition. They
aim to reduce stress and help you
feel more relaxed. Some can help
to control pain and treatment side
effects, such as sickness. Others
can help to build strength and
stamina and improve balance.
Whether or not you choose to
use any type of complementary
therapy is a very individual
decision. Some people are drawn
to them and others are not.
There has been quite a
bit of research into many
complementary therapies over
the past few years. There is now
evidence that they can help in
many situations and conditions,
including cancer. If you are
interested in a particular therapy,
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you may wish to find out more
about this research and what it
shows about the different ways in
which a therapy can help people
with cancer, leukaemia and other
chronic conditions. Information
about different types of therapy
and how they may benefit people
is provided below.
There are some notes of caution.
Unlike ‘alternative’ therapies, a
complementary therapist will
never suggest that you give
up any of your regular medical
treatment. They will not claim to
cure or treat your CLL. Be wary of
anyone who suggests they know
better how to treat your CLL than
your leukaemia specialist.
You should always tell your
leukaemia specialist that you
are having a complementary
therapy. It helps them to have a
full picture. Herbal preparations
and vitamins may affect any
treatment you are having, so
check with your doctor before
taking any.

Finding a therapist
When looking for someone to
provide any sort of healthcare, it
is important that they have the
right training and qualifications.
Some cancer and leukaemia
centres offer complementary
therapies to their patients and
will have made sure that the
therapists are suitably qualified. If
you are looking for a therapist for
yourself, there are a few things to
bear in mind.
Unlike with doctors and nurses,
there is no central register that
includes all complementary
therapists. But there are
professional organisations
covering a range of therapies,
such as the Complementary
and Natural Health Care Council
and the British Complementary
Medicine Association. There are
also professional organisations
for individual therapies. These
organisations can provide a
list of therapists who have a
minimum level of training and
qualifications. They also only list
therapists who are insured to
practise. You can find details of
these umbrella organisations on
page 00.

When you find a potential
therapist, you need to ask them
about their qualifications and
experience. You may feel awkward
doing this, but they shouldn’t
mind if you ask how long they’ve
been practicing and where they
trained. You should also confirm
that they have insurance to
practise.
You may also want to ask the
therapist if they have experience
in treating people with cancer or
leukaemia. There are particular
issues that they need to take
into account, such as your risk of
infection and your blood counts.
A good therapist should take a
detailed medical history before
they start treating you. It should
give you added confidence if you
know that they have experience in
treating people with cancer, and
that they are fully aware of your
state of health.
It’s important that you feel
comfortable and confident
about the therapist treating you.
Treatment should be a pleasant
experience. Relaxation and relief
of stress is one of the major
benefits of most complementary
therapies. If you’re not
comfortable, you won’t enjoy it
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Complementary therapies
(cont.)
and the therapy may not help.
Make sure you understand how
the therapy is likely to help, and
how long it may take for you to
feel benefit. You don’t have to go
back if you don’t feel comfortable,
or if you don’t feel the therapy is
helping.

Types of
complementary
therapy
When choosing a therapy, think
about what you hope to get out
of it. For example, do you need
help with treatment side effects
such as sickness or fatigue? Do
you want to feel more relaxed?
The sections below tell you
how a few of the most common
complementary therapies may
help.

Massage
When most people think of
massage, they think of full
body massage. But there are
other types, including Shiatsu,
neuromuscular therapy, deep
tissue massage and sports
massage. They all aim to relax
muscles and increase circulation.
This warms soft tissues and
increases the amount of oxygen
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reaching them.
To make the massage more
comfortable and reduce friction
on the skin, the therapist usually
uses oil or sometimes powder.
They may play music during the
massage, to help you relax. A
massage usually takes half an
hour to an hour. It may be shorter
if you have just one part of the
body massaged, for example neck
and shoulders. Afterwards, it’s
common to feel thirsty or sleepy.
Massage helps to reduce muscle
stiffness and soreness and can
help you to relax. Research in
people with cancer has shown
that massage can help with
anxiety, depression and difficulty
sleeping. It may help to reduce
sickness, pain and fatigue. It
can also help carers of people
with cancer, by reducing anxiety,
lowering blood pressure and
helping to improve sleep.
There are some situations where
massage may not be safe. You
should not have abdominal
massage if you’ve recently had
surgery or radiotherapy in that
area. You can still have a soothing
massage to other parts of your
body. If your blood counts are
low, strong (deep) or vigorous

massage may cause bruising so
is best avoided.

liked it and said it helped with
pain, anxiety and sickness, and
improved their sleep. Ginger oil
was found to help most with
sickness, and sweet marjoram
with pain and anxiety. Lavender
was also good for anxiety and is
often used for relaxation and to
aid sleep.

As with any therapy, it is
important to make sure your
therapist is fully qualified. People
who are qualified in massage
will have studied anatomy and
physiology as well as massage
techniques. They should ask you
about your health and medical
history on your first visit, before
they start the massage.

Aromatherapy
This therapy uses pure,
concentrated scented oils from
plants, called essential oils. The
therapist may dilute these in a
carrier oil to use for a massage.
Or you can have aromatherapy
by putting the oils in a diffuser,
so that you can inhale the scent.
There are many different essential
oils. The therapist’s choice of oils
will depend on why you are having
the treatment.
Aromatherapy is often used
to relieve stress and improve
general wellbeing. Small trials in
people with cancer and leukaemia
have suggested that it can
increase appetite and reduce
fatigue, drowsiness, depression
and anxiety. Patients generally

The concentrated essential oils
are very strong. For massage, you
only need a couple of drops added
to unscented carrier oil. Even so,
it is possible to be hypersensitive
or allergic to some oils. Lavender
and bergamot, for example, can
cause skin reactions. Tell your
therapist if you have a history
of sensitive skin. They may want
to test a small area of your skin
with a particular oil (diluted in
the carrier oil) before using it for a
massage.
If you like a particular oil, you may
want to get some to use at home.
You can put it in a diffuser or put
a couple of drops in your bath, to
help you relax before bed.
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Acupuncture
This is part of traditional Chinese
medicine and has been used for
thousands of years. Very thin
needles are put into your body at
specific points, which are said to
lie on energy channels. Traditional
acupuncturists believe that the
needles stimulate and correct
the flow of energy along the
channels. Pressure and heat can
also be used to stimulate these
points. The needles are either
manipulated by the therapist
or connected to small electric
currents (electro-acupuncture).
Needles are usually left in for
about half an hour. They are so
fine that they don’t hurt, but they
can cause tingling, particularly
if you are having electroacupuncture.
Western research shows that
acupuncture increases blood
flow and increases nerve
signalling. It is most often used
to treat pain. Research in people
with cancer has shown that
acupuncture helps with fatigue,
drowsiness, anxiety, depression,
chemotherapy sickness, dry
mouth, and poor appetite.
It is important to find a properly
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qualified acupuncturist, who
will have studied anatomy and
physiology. Health professionals,
including doctors and
physiotherapists, may also be
qualified in acupuncture. The
therapist should take a medical
history before they treat you.
It is not a good idea to have
acupuncture if your blood counts
are low, because of the risk of
bleeding or infection.

Reflexology
This is a type of massage
combined with the theory of
acupuncture. Reflexologists
massage the feet and hands,
pressing on points that are said
to be along energy pathways.
The points correspond to parts
of the body and organs. Some
reflexologists also use points
on the face and ears. If you are
having treatment on your feet, you
will need to take off your shoes
and socks or tights, but otherwise
you stay fully clothed. A session
usually lasts up to an hour.
Reflexologists say the aim of
treatment is to restore balance
by unblocking energy pathways.
The therapist will examine your
feet or hands and then press on

points that they think are linked
to energy ‘blockages’. Many people
find this relaxing but some find it
uncomfortable or painful.

healers say they are encouraging
the body to heal itself. Others
say that it is a loving energy or a
higher being that helps.

Research in people with cancer
suggests that reflexology can
reduce stress, and help with
anxiety, depression, sickness,
pain, fatigue, breathlessness and
difficulty sleeping. It has few side
effects, but you may get bruising
if your platelet count is low, as the
therapist may sometimes press
quite hard.

Reiki and TT are similar. In Reiki,
the therapist channels energy
through their hands to help heal
the patient. In TT, the therapist
is trying to use the patient’s own
energy to heal them. You have
these therapies sitting or lying
down, fully clothed. The therapist
usually holds their hands a couple
of inches above your body, rather
than actually touching. Some
Reiki therapists may also lay their
hands very lightly on your body.
Sometimes they concentrate on
particular areas. Some people feel
warmth as the hands move over
them and find this relaxing.

Energy therapies and
healing
This group of therapies includes
Reiki and ‘therapeutic touch’ (TT).
Some definitions also include
acupuncture and healing. The
essential belief is that energy
fields (biofields) in and around
the body affect your health
and can be manipulated to aid
healing.
There are several different types
of healing. In contact healing, the
therapist lightly touches your
body. In faith healing, the healer
prays for your wellbeing. In absent
healing, you don’t have to be with
them to have the therapy. Some

Reiki and TT have been used to
reduce pain and anxiety, and treat
depression. Some research has
shown that they may help with
pain. A review of several studies
did not provide enough evidence
to say whether Reiki can help with
depression and anxiety. It isn’t
possible to show whether healing
works, so there no research
evidence. It is more a matter of
belief.
Because these therapies don’t
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involve any physical interaction
with the body, there isn’t any
medical reason why you shouldn’t
have them.

Hypnotherapy
Hypnotherapy takes you into
a deep state of relaxation,
sometimes called a trance. While
you are in this state, the therapist
makes suggestions for changes
to the way you feel, behave or see
things in your life. Taking these
suggestions in while you are
deeply relaxed may help you to
put them into practice in daily life.
Hypnotherapy can be combined
with a type of counselling called
cognitive behavioural therapy
(CBT), to create a therapy called
cognitive hypnotherapy. In
CBT, the therapist uses various
techniques to help you see and
understand the way you think
and react. Combining CBT with
hypnotherapy can help it to be
more effective.
There are some popular
misunderstandings about
hypnotism that are not true
for hypnotherapy. You can’t be
made to do or say whatever the
therapists wants, nor are you
at risk of ‘not coming out’ of
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hypnosis. You can’t actually be
hypnotised unless you want to be.
Hypnotherapists say the trance is
like being so lost in a book or film
that you lose touch with what’s
going on around you.
Hypnotherapy usually starts by
using imagery to relax you. You
may be asked to imagine that
you are in a beautiful place, and
encouraged to think of every
detail about it. The therapist will
gradually bring you to a deeper
and deeper relaxed state. When
you are fully hypnotised, they
will begin to make suggestions,
tailored to the reason you are
having the therapy.
In cancer care, hypnotherapy and
cognitive hypnotherapy have been
used to treat anxiety, depression,
pain, sickness, fatigue and sleep
problems. Hypnosis can help to
control anxiety before specific
medical procedures, such as
bone marrow aspiration. It is also
useful in anticipatory sickness
– sickness at the thought of
chemotherapy.
Hypnotherapy is not
recommended for people with
serious psychiatric conditions
such as psychosis. Hypnotherapy
may increase your risk of seizures

if you have epilepsy, and tend to
have them during sleep or when
very relaxed.

and medical history so that they
can make sure you don’t overdo
it. Classes usually last about
an hour. You need to wear loose,
comfortable clothing.

Yoga
This is an ancient art, involving
exercises, meditation and
controlled breathing. There are
different schools of yoga, but in
the West they mostly focus on
these three areas. Some types of
yoga are energetic and others are
relaxed and gentle, so you need to
find a class that suits you.

Tai Chi and Qi Gong

When practicing yoga, you are
encouraged to concentrate on
your breathing and how your body
feels while doing the exercises
(or postures). Focussing on your
breathing can help you to achieve
a meditative state. Many people
find this relaxing.
Studies have shown that yoga
can increase blood flow to the
brain and change levels of nerve
signalling substances and other
important body chemicals. In
cancer care, it has been used
for anxiety, depression, stress,
fatigue and to improve mood,
sleep and general wellbeing.
The class teacher will want to
know about your level of fitness

These are both traditional
Chinese forms of exercise and
meditation. Qi Gong involves
precise movements, relaxation
and breathing. It forms the basis
of Tai Chi, where the movements
are developed into a flowing
sequence lasting 5–20 minutes.
Practitioners describe it as a type
of moving meditation that is
highly pleasurable.
Tai Chi can improve balance,
stamina and flexibility. In people
with cancer, it may help with
fatigue, depression and sleep
problems. It may also help with
memory, concentration and
mood. In older people who have
had cancer, it may reduce blood
pressure and reduce the risk
of developing other chronic
diseases.
You need to go on a course or join
a class to learn Tai Chi or Qi Gong
from a qualified practitioner. You
usually have weekly sessions that
last for about an hour. You should
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wear loose clothing and usually
practise in bare feet.
Tai Chi and Qi Gong are both safe
to do. Your practitioner will ask
about your medical history. You
should tell them if you have any
muscle and joint problems, as you
may need to take care with some
of the movements and exercises.
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Mindfulness
You have probably heard of
mindfulness, as there has been a
lot of interest in it in the past few
years. The techniques are simple
and anyone can try it. Mindfulness
can be particularly helpful for
people living with a long-term
illness.

What is mindfulness?
Mindfulness focuses on being in
the present moment. You notice
how you are feeling, mentally
and physically, and take in what
is going on around you. The key
is to be aware and to notice, but
not to judge. It is really a form of
meditation, where you practice
becoming more aware of your
thoughts and feelings and your
reactions to them. The aim is
to manage them, rather than to
struggle with them.
Mindfulness-based stress
reduction and mindfulness-based
cognitive therapy are both usually
taught in groups.
•
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Mindfulness-based stress
reduction is particularly used
for chronic health conditions.
It combines yoga and
stretching with mindfulness
meditation techniques, such
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as a guided ‘body scan’ –
noticing how each part of your
body is feeling in turn.
•

Mindfulness-based cognitive
therapy is helpful for treating
depression and anxiety.
Challenging negative
thoughts encourages people
with depression to turn
problems over and over. This
is called ruminating and is
a common feature of both
depression and anxiety.
In mindfulness-based
cognitive therapy, instead
of confronting them, you are
encouraged to acknowledge
negative thoughts, but then
let them go. If you are living
more in the moment, you
are less likely to spend time
worrying about the past or
future.

The benefits of
mindfulness
Mindfulness teaches you to be
fully present in the moment.
This can help you to understand
yourself better and to enjoy the
world around you more. So it can
improve your quality of life.
If you learn to take a step back

from your thoughts, you will begin
to notice when negative thoughts
are taking over and you start to
brood or ruminate. Mindfulness
will help you to become aware of
starting to become stressed or
anxious, which will help you deal
with it more effectively.
Mindfulness is helpful for people
with chronic illness because
they often have experiences that
they struggle with. This could
be anything from particular
symptoms, having medical
tests or check-ups, to the
whole experience of having CLL.
Mindfulness can help you accept
the situation, rather than wishing
things were different (which
can be emotionally draining). In
particular, mindfulness has been
shown to help with fatigue, as well
as general quality of life.
A lot of people with chronic
conditions, including cancer,
feel depressed at times.
Mindfulness is particularly
helpful for depression, which can
cause negative feelings about
yourself and the world around
you. Mindfulness will help you to
let those feelings pass without
judging yourself harshly for

having them. It can help you to
stop dwelling on the negative
aspects of your situation and
notice the good things. With
practice, a more positive way of
looking at things starts to become
a habit.

How to be more
mindful
There are lots of ways that you
can start to be more mindful. To
begin, try to get used to noticing
your surroundings, what you
are thinking, and how you feel
mentally and physically. You can
do this at many points in your
daily life. When you are eating or
drinking, focus on how the food
or drink feels in your mouth, the
look, smell and taste of it. If you
are going for a walk, notice the
feel of the air as you move, the
sun or rain on your skin and the
sights and smells around you.
You could practise mindful ‘body
scans’, where you focus on each
part of your body in turn, working
down from your head or up from
your feet. How does each area
feel? What is touching it? Is it
tense or relaxed, warm or cold?
You might want to move on from
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Mindfulness (cont.)
this to beginning to learn mindful
meditation. Sitting quietly (with
your eyes closed if you prefer),
focus on your breathing and
how your body feels. Listen to
your thoughts, but let them pass
through, bringing your mind back
to the present moment if it starts
to wander.
One of the keys to mindfulness is
to pay attention to what is around
you and notice your thoughts and
feelings. But you need to be kind
and considerate to yourself too. It
isn’t easy – your mind will wander.
Everyone’s does. Notice when it
does, accept it, and then bring
your mind back to the present.

Mindfulness practices
If you find mindfulness relaxing
and helpful, you might want
to start setting aside specific
times of the day to practise
mindful meditation. It’s better to
practise for short periods, but do
it regularly. Even a few minutes
is fine to start with. It will take
time to get used to it and feel
comfortable. You can build up
gradually, so don’t feel you have to
be good at it straight away.
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Some people find it easier to
develop a new skill with a teacher
or in a group. There are plenty of
mindfulness classes and courses
– there may be one at your
treatment centre or local support
group. There are also on linecourses if you prefer (see page 00)
and you can also buy books and
CDs.
Many forms of complementary
therapy include elements of
mindfulness. Yoga and Tai Chi
both involve focussing on your
breathing while performing
specific exercises and
movements. The combination of
having to concentrate on your
breathing and what you are
doing physically is similar to
mindfulness practice.

Is mindfulness helpful
for everybody?
Mindfulness is now being used
successfully in many areas,
including healthcare, education
and business. Many people find
it helpful, particularly when life
is challenging. There is also
evidence that mindfulness can
be particularly useful for people

living with a long-term health
condition, such as CLL. However,
there is no single solution that
suits everyone. If you don’t like
the idea of meditating, or you feel
uncomfortable or awkward, then
it may not be for you. Even so, you
may find it helpful to take some
aspects of mindfulness into your
daily life. Trying them out certainly
won’t do any harm.
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Glossary
Anaemia

Blood Count

A medical condition in which the
red blood cell count is lower than
normal.

A blood test to count the numbers
of each type of blood cell in their
blood. It is done to check general
health, assess risk of infection or
screen for anaemia.

Antibiotics
Medicines used to treat or prevent
bacterial infections. They work
by killing bacteria or preventing
them from multiplying and
spreading.

Anti-bodies
A blood protein produced in
response to a specific infection
or toxin. Antibodies combine
with and kill substances which
they recognise as alien, such
as bacteria, viruses and foreign
substances in the blood.

Blood clot (or thrombus, or
thrombosis)
A clump of blood that has
changed from a liquid to a gellike or semi-solid state. A clot is
stationary within a blood vessel
or organ. If it moves through
the bloodstream, it is called an
embolus.

B-lymphocyte or B cell
A type of lymphocyte (white blood
cell) which produces antibodies
to fight infection. It is the cell
type that becomes cancerous in
chronic lymphocytic leukaemia
(CLL).

Bone marrow
The soft blood-forming tissue
that fills the cavities of bones.
It contains fat, immature blood
stem cells and mature cells
including white blood cells, red
blood cells and platelets.

Cancer
A group of diseases involving
abnormal cell growth with the
potential to invade or spread to
other parts of the body.

Chemotherapy
A form of cancer treatment that
uses one or more anticancer
drugs as part of a standardised
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treatment regime.

Chronic
A condition or disease that is
persistent or long-term and
usually develops more slowly.

Chronic lymphocytic
leukaemia
A type of blood cancer causing
too many white blood cells (B
lymphocytes) are produced. It is
usually slow to develop and may
not need treating for some time
after diagnosis.

Complementary therapies
Treatments that can help to
promote relaxation, relieve
symptoms and stress and are
used alongside conventional
western medicine.

Fatigue
Extreme tiredness, which is not
alleviated by sleep or rest. Fatigue
can be acute (come on suddenly),
or chronic (come on slowly or last
for a long time).

for example chemotherapy
or targeted therapy drugs,
radiotherapy or surgery.

Leukaemia
Leukaemia is an excess number
of abnormal cells in the bone
marrow, usually white blood cells.
Some forms are acute (develop
quickly) and others are chronic
(develop slowly).

Lymph node or lymph gland
An oval shaped organ of the
lymphatic system that catches
viruses and bacteria. It contains
white blood cells that fight
infections.

Lymphocyte
A type of white blood cell. There
are two types: B lymphocytes and
T lymphocytes.

Mindfulness
A way of approaching life that can
help with resilience and coping
more effectively, by focussing on
the present moment.

Late Effects

Neutropenia

Late effects are health problems
that occur months or years after
treatment has ended. Late effects
vary depending on the intensity
and type of treatment received,

A condition in which there are
too few white blood cells called
neutrophils in the bloodstream,
lowering resistance to infection.
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Glossary (cont.)

A type of white blood cell that
helps fight infection.

ribs on the left of the body. It is
also where healthy white blood
cells called lymphocytes normally
mature.

Platelet

Splenectomy

A disc-shaped cell in the blood
that helps the blood to clot.
During normal blood clotting,
the platelets clump together
(aggregate).

An operation to remove your
spleen.

Neutrophil

Red blood cell

Abnormal enlargement of the
spleen.

The blood cell that carries oxygen.
Red cells contain haemoglobin,
which enables them to carry
oxygen from the lungs to the body
tissues and return carbon dioxide
to the lungs.

Staging

Relapse

Unwanted effects of a drug
or other type of treatment.
Sometimes called adverse effects.

A treatment for some types of
cancer, leukaemia, other blood
diseases and disorders of the
immune system. It involves
having chemotherapy, with or
without radiotherapy, followed
by an infusion of stem cells. The
stem cells migrate to the bone
marrow (engraft) and form a new
immune system.

Spleen

Targeted therapy

An organ that filters the blood. It
removes old blood cells and helps
to fight infection. It sits under the

A type of drug therapy that is
designed to target specific
molecules that feature in

The return of a disease or the
signs and symptoms of a disease
after a period of improvement.

Side effects
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A description of how far a cancer
or chronic leukaemia has
developed.

Stem Cell Transplant (SCT)

cancer or leukaemia cells. Also
sometimes called biological
therapies.

Remission
A period of time when illness is
less severe, is dormant or is not
affecting someone.

White blood cell
(leukocytes)

If you would like more
definitions of terms
you may come across
during your blood
cancer journey, you
can order our A - Z of
Leukaemia by calling
Patient Services on
08088 010 444

Blood cells that fight infections.
There are several types of white
blood cells. The two most common
types are the lymphocytes and
neutrophils.
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Useful contacts
and further support
There are a number of helpful
sources to support you during
your diagnosis, treatment and
beyond, including:
•• Your haematologist and
healthcare team
•• Your family and friends
•• Your psychologist (ask your
haematologist or CNS for a
referral)
•• Reliable online sources,
such as Leukaemia Care or
CLLSA
•• Charitable organisations
There are a number of
organisations, including
ourselves, who provide expert
advice and information.

CLLSA

Leukaemia Care

Cancer Research UK is a leading
charity dedicated to cancer
research.
0808 800 4040
www.cancerresearchuk.org

We are a charity dedicated to
supporting anyone affected by
the diagnosis of any blood cancer.
We provide emotional support
through a range of support
services including a helpline,
patient and carer conferences,
support group, informative
website, one-to-one buddy
service and high-quality patient
information. We also have a nurse
on our helpline for any medical
queries relating to your diagnosis.
Helpline: 08088 010 444
www.leukaemiacare.org.uk
support@leukaemiacare.org.uk
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CLL Support Association are a
patient-led charity, helping to
empower patients and their
familes through relevant and
accurate information.
0800 977 4396
www.cllsupport.org.uk

Bloodwise
Bloodwise is the leading charity
into the research of blood cancers.
They offer support to patients,
their family and friends through
patient services.
020 7504 2200
www.bloodwise.org.uk

Cancer Research UK

Macmillan
Macmillan provides free practical,
medical and financial support for
people facing cancer.
0808 808 0000
www.macmillan.org.uk

Maggie’s Centres
Maggie’s offers free practical,
emotional and social support
to people with cancer and their

families and friends.
0300 123 1801
www.maggiescentres.org

01455 883300
www.bacp.co.uk/
bacp@bacp.co.uk

Citizens Advice Bureau (CAB)
Offers advice on benefits and
financial assistance.
08444 111 444
www.adviceguide.org.uk

Turn2Us
Help with finding financial
assistance. Website with a
benefits calculator and a search
tool for local benefits advisors
and grant-awarding charities by
location or occupation.
https://www.turn2us.org.uk/

Look good, feel better
Organisation that runs skin care
and make up workshops for
people with cancer.
01372 747 500
www.lookgoodfeelbetter.co.uk
info@lgfb.co.uk

British Association for
Counselling and Psychotherapy
(BACP)
Professional association for
counsellors and psychotherapists
that provides information about
talking therapies and a find a
therapist finding service.

British Complementary
Medicine Association
Member organisation for
complementary therapists that
offers information and a therapist
finding service.
0845 345 5977
office@bcma.co.uk
www.bcma.co.uk/

Complementary and Natural
Healthcare Council
Maintains a register of
complementary therapists
and set standards for practice.
Provides a therapist finding
service on their website.
020 3668 0406
info@cnhc.org.uk
www.cnhc.org.uk

Learn mindfulness
On line course run in partnership
with the Mental Health
Foundation and recommended by
the NHS.
https://www.bemindfulonline.
com/
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Notes
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Leukaemia Care is a national charity dedicated
to providing information, advice and support to
anyone affected by a blood cancer.
Around 34,000 new cases of blood cancer are
diagnosed in the UK each year. We are here to
support you, whether you’re a patient, carer or
family member.

Want to talk?
Helpline: 08088 010 444

(free from landlines and all major mobile networks)

Office Line: 01905 755977
www.leukaemiacare.org.uk
support@leukaemiacare.org.uk
Leukaemia Care,
One Birch Court,
Blackpole East,
Worcester,
WR3 8SG
Registered charity
259483 and SC039207

