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About this book

Over 2,000 people are diagnosed with Hodgkin lymphoma each
year in the UK. This book explains what Hodgkin lymphoma is, how
it is diagnosed and some of the treatment options that might be
available to you.

In this book, we cover classical Hodgkin lymphoma and nodular
lymphocyte-predominant Hodgkin lymphoma (NLPHL). However,
please note that the classification of NLHPL is currently under
review. This might mean that the name of it changes before the
next edition of this book is published.

You might also be interested in our book: Living with and beyond
lymphoma, which gives tips on coping practically, physically and
emotionally. See page 124 for other resources you might find helpful.

This book is split into sections; you can read just the ones that are
relevant to you at any given time.

Important and summary points are written in the chapter colour.
Words that are in teal, bold font are explained in the glossary on
pages 116 to 120).

o Lists practical tips and chapter summaries.

° Space for questions and notes.

0 Lists other resources you might find useful.

The information in this book can be made
available in large print.
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How was it that | could be diagnosed with what
turned out to be the fifth most common cancer
in the UK, but yet I'd never heard of it.

lan, diagnosed with Hodgkin lymphoma in 2013

)



About Hodgkin
lymphoma

What is lymphoma?

How lymphoma develops
Who gets Hodgkin lymphoma?
Types of Hodgkin lymphoma
Possible causes

What is the outlook?

1
13
14
16

18



What is lymphoma?

Lymphoma is a type of blood cancer. It develops when
white blood cells called lymphocytes grow out of control.

Lymphocytes are part of your immune system, which helps
to fight infection. Lymphocytes travel around your body in
the lymphatic system surrounded by a fluid called lymph.
The lymph fluid passes through glands (lymph nodes), which
are found throughout your body. For this reason, lymphoma
is sometimes known as a cancer of the immune system.

If you have lymphoma, your lymphocytes divide in an
abnormal way or do not die when they should. The abnormal
lymphocytes build up, usually in lymph nodes in your
armpits, neck or groin. However, they can collect in almost
any part of your body.

Search ‘what is lymphoma?’ on our website for more
information and to watch a short animation about it.



The lymphatic system

Your lymphatic system is part of your immune system. It
runs throughout your body carrying lymph fluid.

It is a network of tubes (lymph vessels) and lymph nodes
(sometimes known as lymph glands). It also includes organs,
such as your spleen (which filters blood) and thymus (where
some of your immune cells develop).

The lymphatic system has some key functions. It:

e filters out germs (bacteria, viruses and parasites) and
poisons (toxins)

e helps to destroy cells that are old, damaged or abnormal

e keeps a healthy balance of lymph, by draining it from your
tissues and returning it to your bloodstream

e absorbs fats and vitamins from your digestive system and
puts them back to your bloodstream.

About Hodgkin
lymphoma
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How lymphoma develops

Your body is made up of cells. Some of these cells divide
throughout your life. They replace old cells that die off naturally.

Usually, chemical control signals keep cell division and cell
death in careful balance. This makes sure that you make only
the number of new cells your body needs.

Throughout life, changes (mutations) happen to our DNA
(genetic material). Most of the time, these are harmless,
but they can sometimes cause disruption. This can lead to
abnormal cells that stop responding to the control signals.
These cells then might:

e start dividing when they shouldn't
e carry on dividing when they should stop
e stay alive when they should die.

When this happens, it can lead to a build-up of abnormal cells
(cancer). It usually takes a number of different mutations for
a cancer to develop. With lymphoma, the abnormal cells build
up and usually collect in a lymph node. However, they can
collect in other parts of the body, such as the spleen, liver or
bone marrow.

About Hodgkin
lymphoma
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Figure: How cancer develops

See page 16 for information about the possible causes and
risk factors of Hodgkin lymphoma.

Types of lymphoma

There are over 60 different types of lymphoma. They are
broadly grouped into Hodgkin lymphomas and non-Hodgkin
lymphomas. Different types of lymphoma behave differently
and need different treatment.

Hodgkin lymphoma Non-Hodgkin lymphoma

Nodular lymphocyte- Classical Low-grade High-grade

predominant Hodgkin Hodgkin non-Hodgkin non-Hodgkin
lymphoma (NLPHL) lymphoma lymphoma lymphoma

Figure: The main types of lymphoma



Who gets Hodgkin lymphoma?

Over 2,000 people are diagnosed with Hodgkin lymphoma
each year in the UK - that's roughly six people every day.

Hodgkin lymphoma can affect:

e any age group, although in the UK, most people diagnosed
are between the ages of 15 and 34, or over 60

e people of any ethnicity

e both males and females, although it is slightly more
common in males.

120

—Females
100

—Males

Number diagnosed each year
2
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Figure: Diagnosed cases of Hodgkin lymphoma each year in
the UK. Data source: Cancer Research UK, 2021

About Hodgkin
lymphoma
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Types of Hodgkin lymphoma

There are two types of Hodgkin lymphoma. They are grouped
depending on which type of Reed-Sternberg cell they
contain. These harmful (malignant) cells are large, abnormal
cells that look different to healthy cells under a microscope.

Most people diagnosed with Hodgkin lymphoma have
classical Hodgkin lymphoma.

» Classical Hodgkin lymphoma contains Reed-Sternberg cells.
* Nodular lymphocyte-predominant Hodgkin lymphoma

(NLPHL) contains a variant of Reed-Sternberg cells called
lymphocyte-predominant (LP) cells.

i Modular lymphocyte-predominant

| ]
lassical H kin | h
¥ Classical Hodgkin lymphoma Hodgkin lymphoma

Figure: How common the two types of Hodgkin lymphoma
are (all age groups). Data from 2021



Classical Hodgkin lymphoma

There are four subtypes of classical Hodgkin lymphoma, which
are listed below. However, they are generally referred to just as
classical Hodgkin lymphoma:

e nodular sclerosis classical Hodgkin lymphoma
» mixed cellularity classical Hodgkin lymphoma
e lymphocyte-rich classical Hodgkin lymphoma
e lymphocyte-depleted classical Hodgkin lymphoma.

All four subtypes are treated in the same way.

Nodular lymphocyte-predominant Hodgkin
lymphoma (NLPHL)
Around 1in 10 people with Hodgkin lymphoma have NLPHL.

NLPHL contains large, abnormal lymphocytes called
lymphocyte-predominant cells (LP cells). They are sometimes
known as popcorn cells because they look a bit like pieces

of popcorn under a microscope. A protein called CD20 is
present on the surface of LP cells. The CD20 protein is more
commonly found in non-Hodgkin lymphomas. Treatment

for NLPHL often includes an antibody that targets the CD20
protein (see page 73).

About Hodgkin
lymphoma
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Possible causes of Hodgkin lymphoma

In most cases, the cause of lymphoma is not known. It's likely
that lots of different factors have a part in its development.

Scientists do, however, know that you can't ‘catch’ lymphoma

from anyone or pass it onto anyone else. However, you have a

very slightly higher risk of developing lymphoma if you have a
close relative (such as a parent or sibling) who has it.

Below, we outline some of the things that can increase your
chances of developing lymphoma (risk factors).

Epstein-Barr virus (EBV)
EBV is a very common virus that affects B lymphocytes and
can cause glandular fever.

EBV infects around 9 in 10 adults, but it is usually mild and
many people don't even know they've had it. After you're
infected with EBV, the virus stays in your body. Your immune
system usually keeps it under control so it does not cause
any problems.

People who have been infected with EBV have a higher chance
of developing some types of lymphoma, including Hodgkin
lymphoma. However, most people who have had EBV never
get lymphoma.



Problems with your immune system

Hodgkin lymphoma might be related to immune system
problems. For example, people who are more likely to develop
Hodgkin lymphoma include people who take medicines that
dampen the immune system (immunosuppressants), including
after a stem cell transplant, and people who have human
immunodeficiency virus (HIV).

If you'd like to learn more about some of the possible

causes and risk factors of lymphoma, search ‘causes’
on our website, lymphoma-action.org.uk

About Hodgkin
lymphoma
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What is the outlook for people
with Hodgkin lymphoma?

Hodgkin lymphoma usually responds very well to treatment.
Most people go into complete remission (no evidence of
lymphoma in tests and scans) and need no further treatment.

In some people, Hodgkin lymphoma comes back (relapses).
There are effective treatments if this happens. See page 81 for
more information on Hodgkin lymphoma that comes back or
doesn't respond to treatment.

Your lymphoma specialist (consultant haematololgist or
oncologist) is the best person to talk to about the likely
outcome of your treatment. In giving you this information,
they consider a range of factors, including:

e your age

e how much lymphoma you have in your body and where it
is (the stage of your lymphoma — see page 43)

e the results of your tests and scans (see page 43)

e your general health.



Summary

e Lymphoma is a type of blood cancer.

e [t develops when white blood cells called lymphocytes
grow out of control.

e There are two main types of lymphoma: Hodgkin
lymphoma and non-Hodgkin lymphoma.

e Hodgkin lymphoma is grouped into two main types:
classical Hodgkin lymphoma and nodular lymphocyte-
predominant Hodgkin lymphoma (NLPHL).

* Most people who are diagnosed with Hodgkin
lymphoma are aged between 15 and 34 or over 60,
but it can affect anyone.

* In most cases, the cause of Hodgkin lymphoma is
unknown.

e The long-term outlook for people affected by Hodgkin
lymphoma is generally very good.

About Hodgkin
lymphoma



Looking back, | had been feeling unwell for quite a while
and | had an awful itch. Having been out for the day, | was in
agony with pain at the top of my back. | had a biopsy, which
revealed Hodgkin lymphoma, and my consultant explained
that my treatment would start straightaway.

Hayley, diagnosed with Hodgkin lymphoma in 2009






Common symptoms of
Hodgkin lymphoma

Hodgkin lymphoma can cause a range of symptoms. The
symptoms you have depend on which part of your body is
affected. Usually, symptoms start to go away once you start
treatment for lymphoma.

Speak to your medical team for advice to help you manage
any symptoms you are experiencing.

| had been gradually losing weight, and I'd had a couple
of infections needing antibiotics. | put those down
to stress, but then | felt a hard lump on my neck just

above my collar bone. This definitely set the alarm bells
ringing, but the final straw came when | started to feel
pain in my chest whenever | took a deep breath.

Sarah, diagnosed with Hodgkin lymphoma in 2017
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Swollen lymph nodes

The most common symptom

of Hodgkin lymphomaiis a
painless, swollen lump or lumps
that don’t go down after a
couple of weeks.

Usually, swollen lymph nodes develop in the neck or just
above the collar bones, but they can develop elsewhere, such
as in the armpit or groin. In NLPHL (see page 15), a swollen
lymph node or nodes is often the only symptom.

Many people with classical Hodgkin lymphoma get swollen
lymph nodes inside their chest. This might make you cough or
feel breathless. However, it might not cause any symptoms at
all. Very occasionally, if a swollen lymph node presses on large
veins in your chest, it can cause headaches, dizziness, and
swelling of the face, arms and hands. These symptoms usually
get better once you have treatment.

Rarely, people with Hodgkin lymphoma have swollen lymph
nodes that become painful a few minutes after drinking
alcohol. This symptom is unusual, affecting up to 5 in 100
people who have Hodgkin lymphoma.
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Fatigue

Fatigue is exhaustion
that can be physical,
emotional or mental.
Sometimes people
describe fatigue as
feeling 'drained’. You
might feel tired after
doing very little.

Most people who have cancer get fatigue at some point. This
can be a symptom or a side effect of treatment. However,
lots of factors can contribute to fatigue, including heightened

stress and anxiety.

Itching

By
i 4

ltching affects around
1in 3 people with
Hodgkin lymphoma. It
can be worse at night
and in hot weather.
Scientists think that
itching is caused by
cytokines. These are
proteins that are

released by your immune system when your body is fighting

an infection or an illness, such as lymphoma.



Difficulty recovering from infections

Lymphoma can weaken
your immune system.
Usually, white blood
cells fight infections.
However, if you have

lymphoma, you have
some cancerous white
blood cells, which can
make it harder to fight infections. The infections you get
could be more severe, or last longer than they would if you
didn't have lymphoma.

You'll find more on page 90 about signs and symptoms of
infection, and when to seek medical attention.

B symptoms

Around 1in 4 people with classical Hodgkin lymphoma get
B symptoms. Your doctors might describe you as having B
symptoms if you have one or more of the following:

« fever: a high temperature (above 38°C/100.4°F) that might
come and go

e drenching sweats: especially at night

 unexplained weight loss: losing weight quickly without
trying to.



Extranodal symptoms

Rarely, Hodgkin lymphoma starts in an organ in your body
(rather than in a lymph node), for example the liver, lung
or bone marrow. This is called ‘extranodal’ lymphoma. The
symptoms you get depend on where the lymphoma is.

°You can find tips to help you cope with symptoms

26

of lymphoma on our website (search ‘coping with
symptoms’) and in our book: Living with and
beyond lymphoma.



o

e The most common symptom of Hodgkin lymphoma is a

Summary

swollen lymph node or nodes.

e Swollen lymph nodes are often in the neck, but they can
be in other places, such as the armpit or groin.

e Doctors consider lots of factors when planning your
treatment. This includes whether or not you have B
symptoms (fever, drenching sweats and unexplained
weight loss).

e Usually, symptoms start to go away once you start
treatment for lymphoma.

e Speak to your medical team for advice about how to
cope with any symptoms you experience.

27



I noticed a painless lump on my collarbone, which felt
rubbery, so | went to see my GP. He thought it was an
infection and that the lump was an inflamed node.
However, a few weeks passed and it was still rubbing and
wasn't getting any smaller, so my GP referred me for a chest
X-ray. This revealed a shadow on my chest; that was the
start of numerous tests.

Jamie, diagnosed with classical Hodgkin lymphoma in 2007
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Diagnosis of Hodgkin lymphoma

Your GP is likely to be the first person you speak to about any
symptoms or health concerns.

Your GP asks you about your symptoms and checks for any
swollen (enlarged) lymph nodes. This alone can't tell them
whether or not you have lymphoma - you'll need to have
tests and scans to find out more. Usually, you have simple
blood tests (see page 31).

Once you are referred to a hospital specialist, you're likely

to need further tests and scans. It's very important that the
health professionals within your medical team get all the
information they need about your lymphoma so that they can
plan the most suitable treatment for you.

We outline some of the most common tests and scans for
lymphoma in this section. You might not need all of them,
but you will need a biopsy (page 33) to confirm a diagnosis
of lymphoma.



In this section, we cover:

e blood tests (page 31)

e lymph node biopsy (page 33)

e scans and X-rays (page 36)

* bone marrow biopsy (page 41).

You have most of these tests as an outpatient, which means
that you don't have to stay in hospital overnight. 0

For more information about any of the tests
and scans outlined in this section, visit
lymphoma-action.org.uk/Tests

Blood tests

Most people have blood tests as part of their diagnosis for
lymphoma, and then throughout treatment. You continue to
have blood tests, though less frequently, after treatment as
part of your follow-up (see page 103).

Blood tests can help doctors see how the lymphomais
affecting your body, and to plan the best treatment for you.

Tests, diagnosis
and staging
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Blood tests can also help to check:

* Your general health. For example, a ‘full blood count’
measures your levels of different types of cells: red blood
cells, white blood cells and platelets. Lymphoma and
its treatment can lower your levels of these cells.

This can cause problems that might need treatment.
You might also need to take some extra health and
safety precautions. If your blood counts are low, your
doctors might advise waiting until they are higher before
it is safe for you to have treatment.

¢ For signs of swelling (inflammation). This can be a sign
of infection and might need treatment.

* How well your kidneys, liver and thyroid gland are
working. Sometimes, lymphoma and its treatment can
affect the functioning of these organs.

* Your recovery from treatment. This can include checking
for any signs of late effects (health problems that develop
months or years after treatment — page 109).

e For any signs that your lymphoma might be coming
back (relapsing). Your medical team will talk to you about
this if they see any.



Lymph node biopsy
Most people need a lymph node biopsy to confirm whether or
not they have lymphoma.

A lymph node biopsy is a minor operation. It uses a needle
to take a sample of cells from a swollen lymph node for
examination in a laboratory.

The type of biopsy you have depends on where the swollen
lymph node is and how close it is to the surface of your body. You
might have:.

e an excision biopsy, which removes a whole lymph node

« an incisional biopsy, which removes a very small part of a
lymph node

* a core needle biopsy, which takes a small sample of a
lymph node; this type of biopsy is also known as a ‘core
biopsy’ or a ‘needle biopsy’

* a laparoscopic (keyhole) biopsy, which removes all or part
of a lymph node.

In most cases, you'll be given a local anaesthetic so that you
do not feel the needle going in. However, laparoscopic biopsy
is done under general anaesthetic. In some cases, you might
be offered pain relief and a sedative to help you to relax.



I noticed in the mirror that my neck looked bigger on one
side. | could feel a big hard lump on the side of my neck.
| called my GP who had a look and referred me to the

ENT (ear, nose and throat) department at my local
hospital for a biopsy. Two weeks later | was diagnosed
with Hodgkin lymphoma.

Lyle, diagnosed with Hodgkin lymphoma in 2021

O,
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peak to a member of your medical team in advance of the
day of having your biopsy if you feel worried about
the procedure.

After your biopsy
Your wound is covered with a protective dressing.

Before you leave the hospital, you should be given clear
guidance about how to care for the biopsied area. This is to help
prevent infection and to stop the dressing from coming lose.

You can usually go home on the same day as having a
biopsy, but check with your doctor in advance. You shouldn’t
drive yourself home if you have had a sedative or a general
anaesthetic. You might be able to drive yourself home if
you've had a local anaesthetic.



The general advice is for someone to collect you and o

drive you home after a biopsy. Speak to a member of
your medical team for help organising transport if this is
difficult for you to arrange.

It is important to contact your medical team straightaway
if you have any problems with the wound or notice

any signs of infection. This includes bleeding, swelling,
discharge from the biopsied area, fever (a temperature above
38°C/100.4°F), chills and sweating.

Ask your doctor how long it will be before you get the results
of your biopsy. Sometimes results come through within a few
days. Other times, they take around a week or more.

You can listen to our podcast where Consultant
Haematopathologist, Dr Bridget Wilkins, answers
some of the most commonly asked questions about
biopsies and diagnosis of lymphoma. You can hear it on
our website, on Apple podcasts or on Spotify. Search
‘pathology podcast’ at lymphoma-action.org.uk

Tests, diagnosis
and staging
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Scans and X-rays
Different types of scans are helpful for different things.
They might be used to:

e diagnose and stage lymphoma

e guide doctors as to the best place to
take a biopsy sample from

e plan your treatment

e check your response to treatment

e check for any signs of relapse.

Usually, you have a scan at your local hospital as an
outpatient. If your local hospital doesn't have the right
scanning machine for you, you might have to travel to a
hospital that's further away. Sometimes, it's possible to have
a scan at a mobile unit.

PET/CT scans

Computed tomography (CT) scans and positron-emission
tomography (PET) scans are among the most common
scans doctors use for people affected by lymphoma. Usually,
they're done in the same appointment, as a 'PET/CT scan’.

A PET/CT scan can help give a clear picture of which areas
of your body are affected by lymphoma.

CT uses lots of X-rays to take pictures through your body.
They're better than regular X-rays at taking pictures of the
organs inside your body, including lymph nodes.



PET uses a harmless radioactive sugar to look at the level of
activity of cells in your body. Cells that are more active, such
as lymphoma cells, take up more sugar than less active cells. A
special camera detects the radioactivity and these show up as
'hot spots’ on the scan image.

Figure: CT scanner

Preparing for a PET/CT scan
You will be given advice, usually from the radiology
department, to help to prepare you for your scan.

This might include being:
* asked not to eat or drink (known as ‘fasting’) for a few
hours before you have your scan

e given a special dye (contrast agent) as a drink or an
injection before your scan - this helps to show up certain

Tests, diagnosis
and staging

parts of your body more clearly on the scan image



e given guidance about if and when to take any medication
you usually take — for example, for medicine for diabetes

e advised not to do strenuous physical activity in the 24
hours before your scan.

Staff will ask you to remove any metal you're wearing and
whether you could be pregnant.

o

O,
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Find out more about PET/CT scans on our website,
including answers to frequently asked questions. Search
‘PET/CT' at lymphoma-action.org.uk

Some scans use very low levels of radiation. You will not be
radioactive after a CT scan alone. However, with a PET/CT scan,
you give off very low levels of radiation for around 6 hours
afterwards. As a precaution, you should avoid being close to
women who are pregnant during this time. It should be safe to
be around adult pets, as long as they are not pregnant.

cans aren't painful, but you might find it uncomfortable if
you have to lie still for a long time. Speak to a member of
your medical team if you feel anxious about this or about
any aspect of having a scan. You might find it helps to

talk through what to expect. In some cases, you might be
offered a sedative — but talk to them about this in advance
of the day, to see whether it's suitable for you and to give
them time to arrange it.



Ultrasound scans

Ultrasound scans use high-energy soundwaves to take pictures
of the inside of your body. These soundwaves bounce off
tissues and organs inside your body, making echoes. The echoes
are recorded and can be used to help build up a picture of the
inside of your body.

You might have an ultrasound scan to:

e examine lymph nodes that are near the surface of your skin
e help your doctor find the best place to take a biopsy.

You'll be given information about how to prepare for your
ultrasound scan. This will include whether to have a full or an
empty bladder for the scan. You might also be asked not to
eat anything for a few hours beforehand.

X-rays

X-rays use high-energy waves, similar to radio waves. These
take pictures through your body and build an image on a
computer screen.
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You might have an X-ray to check:

e for swollen lymph nodes inside your chest

* the position of a central line (central venous catheter)
if you need one for chemotherapy (page 63)

e your risk of fracture if the lymphoma has weakened
your bones.

In some cases, you have a contrast agent. You have to sit,
stand or lie still to have an X-ray. It does not hurt and only
takes a few minutes.

MRI scans
Magnetic resonance imaging (MRI) scans use strong magnets
to take pictures of the inside of your body.

You might have an MRl scan if you are:

» allergic to the contrast agents used in CT and PET/CT scans
e pregnant, to avoid radiation.

You'll need to take off any metal that you're wearing before
your scan.

For the scan, you lie on a bed that moves into a tube, and you
have to lie very still for up to an hour. The MRI machine is very
noisy — you should be offered earplugs and might be able to
listen to music.



Tell your medical team if you: o

e have any metal in your body, including a pacemaker, hip
replacement, implantable defibrillators, ear (cochlear)
implants, staples from surgery and metal clips and plates
put in after an injury. Your doctors will find out more about
the type of metals in your body and decide on whether it's
safe for you to have an MRl scan.

« feel worried about being in an enclosed space
(claustrophobic) so that they can help you to manage this.
In some cases, you might be offered an anti-anxiety drug
before the scan.

Bone marrow biopsy
Bone marrow is the spongy tissue in the middle of your larger
bones. It is where blood cells are made.

A bone marrow biopsy checks whether you have lymphoma
in your bone marrow. You might also hear it called a ‘trephine
biopsy’, named after the type of needle used to take the sample.

Very often, a PET/CT scan (page 36) is effective in checking
for lymphoma in your bone marrow. However, some types of
lymphoma can be difficult to see from these types of scans. In
this case, you might have a bone marrow biopsy, although this
is not often needed.

Tests, diagnosis
and staging



A bone marrow biopsy sample is usually taken from your hip
bone (pelvis).

« You have a local anaesthetic to numb the area where the
biopsy is being taken.

« The doctor inserts a biopsy needle into the middle of the
bone — either by hand or with a small electronic device that
they use to collect a sample.

« The doctor removes the needle and puts a dressing over
the area.

» The whole procedure usually takes 10 to 15 minutes.

o
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A bone marrow biopsy is a safe procedure. However, you should
contact your medical team if you develop any of the following:

e fever (temperature above 38°C/100.4°F)

e pain where the sample was taken that gets worse or that
lasts more than a few days

e redness or swelling where the needle went into your skin

e bleeding that doesn't stop when you put pressure on it.

These could be signs of infection or a complication that
needs prompt medical attention.



Test results

Your medical team gather as much information as possible from
your tests and scans. You then have a face-to-face appointment
to discuss the results of the tests. You can ask to take a family
member or a friend to be with you if you would like to.

You can ask your doctor for an idea of how long you'll need
to wait for your results. If you are finding it hard to cope with
waiting for your test results, call our Helpline freephone.

We have tips on coping with waiting for test results
and a video where Lucy Whiteman, Lymphoma Clinical
Nurse Specialist explains why they can take a while.
Visit lymphoma-action.org.uk/Waiting

Staging of Hodgkin lymphoma

‘Staging' is the process of working out which parts of your
body are affected by lymphoma (how ‘advanced’ your
lymphoma is). The results of your tests and scans help doctors
to work out the stage of your lymphoma. This is important
because it helps your medical team plan the most appropriate
treatment for you.

There are four main stages of lymphoma. These are
sometimes written in Roman numerals (11, Ill and V).

Tests, diagnosis
and staging
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Neck [cervical)
lymph nodes

Meck (cervical)
lymph nodes

Armpit [axillary)
lymph nodes

Diaphragm

Diaphragm

Stage1
Lymphoma is in only one
group of lymph nodes

(gland). This could be
anywhere in your body.

Stage 2

Lymphoma is in two or
more groups of lymph
nodes. These could be
anywhere in your body,
but all on the same side
of your diaphragm*



ek Stage 3
cervica
lymph nodes Lymphoma is in lymph
PR nodes on both sides
mpit [axillary] . N
lymph nodes Disphragm of your diaphragm.
Groin [inguinal)
lymph nodes
Neck (cervical)
lymph nodes
Armpit maww
lymph nodes
Groin (inguinal)
lymph nodes

Stage 4

Lymphoma has spread
from the lymph nodes
to an organ outside
of the lymphatic

Thymus

Lungs
Diaphragm

Spleen system (for example,
Liver to the liver, lungs,
bone marrow or solid
Bone marrow bones)
*The muscle
separating your chest
from your tummy

Tests, diagnosis
and staging
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You might also have letters after your stage. For example, you
might be stage 2A, or stage 3E.

A You don't have any B symptoms.

B You have one or more B symptoms (weight loss, night
sweats or fevers).

E Extranodal lymphoma means that the lymphoma
started outside the lymphatic system.

S Lymphoma is in the spleen (part of the lymphatic system).

X One or more of your affected lymph nodes is
considered to be large or ‘bulky’

Early stage and advanced stage lymphoma
Your doctors might talk about ‘early’ stage or ‘advanced’
stage lymphoma.

e 'Early’ stage means either stage 1 or stage 2 lymphoma.
e ‘Advanced’ stage generally means either stage 3 or
stage 4 lymphoma.

Your lymphatic system runs throughout your body, so, quite

often, Hodgkin lymphoma is advanced when it is diagnosed.

Unlike many other cancers, advanced stage lymphoma can
be successfully treated.



o

Summary

e Hodgkin lymphoma is usually diagnosed using a lymph
node biopsy.

* You have other tests such as blood tests and a PET/CT
scan to find out which parts of your body are affected by
lymphoma (staging).

e The results of your tests and scans help your doctor plan
the most suitable treatment for you.

e Speak to a member of your medical team if you have
questions about any tests you're having, or if you feel
worried about having them.

* Your medical team can give you an idea of how long it
will be before your test results are available.

e If you would like to, you can take someone with you to
your appointment when you get the results of your tests.

Tests, diagnosis
and staging



| felt anxious in the weeks leading up to my treatment.
My experience was, however, a positive one. On the

day of first treatment | was walking into the complete
uncertainty of it all. The minute | walked in | felt at peace
and | was warmly welcomed.

Claire, diagnosed with Hodgkin lymphoma in 2019
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Treatment aims

Usually, Hodgkin lymphoma is treated with the aim of getting rid
of all of it so that you go into complete remission. This means
that there is no evidence of the lymphoma on tests and scans.

Most people treated for Hodgkin lymphoma go into
complete remission and do not need any further treatment.

Your medical team

Your treatment is planned by a multidisciplinary team (MDT)
made up of different professionals, sometimes from more
than one hospital. They each have knowledge and expertise in
different specialist areas. This helps to offer you the best care,
based on your individual needs. The team meets to discuss
and plan your treatment, taking into account your individual
needs, general health and preferences. Their decisions are also
guided by national treatment guidelines.

The person who has overall responsibility for your care is a
doctor who specialises in treating people who have cancer.
This is a consultant oncologist or haematologist.

Your key worker

You should have a key worker who you can contact with any
questions or concerns you might have about your lymphoma
or treatment, including how it affects your day-to-day life.



Usually, your key worker is your lymphoma or haematology
clinical nurse specialist (CNS).

You should be given the name and contact details of o
your key worker — if you're not given this information,
ask your lymphoma consultant for it.

Your key worker is often the member of your MDT who helps
you to identify and manage any issues that arise from living
with lymphoma. This includes any needs that are practical,
financial, physical, emotional and social. To help with this, they
sometimes use a questionnaire. You might hear this referred
to as a Holistic Needs Assessment or 'HNA.

Children and young people age up to 25 years

Children and young people with Hodgkin lymphoma are often
treated in a specialist children’s cancer centre called a Principal
Treatment Centre (PTC). There are 21 PTCs across the UK, so
your nearest might be some distance from your home.

Some young people (under the age of 25) might be offered a
type of radiotherapy called proton beam therapy (PBT). This is

available at some UK centres and in other countries.

You can find out more about proton beam therapy on
the NHS website. Search ‘PBT’ on www.england.nhs.uk



It might be possible to have some treatment at a hospital
closer to home through a children's community nursing team.
Having some appointments at the PTC and some at a local
hospital is known as ‘joint care’ or 'shared care’

Children and young people aged 16 to 25 have an additional
teenage and young adult multi-disciplinary team (TYA MDT).
This team consists of health and social care professionals
who specialise in treating young people with cancer. It can
also include professionals such as play specialists, who help
children understand more about their diagnosis, and youth
support workers, who organise fun and relaxing activities on
the hospital ward.

°Find out more about lymphoma in children and young
people on our website.

You can download or order a copy of our Young person’s
guide to lymphoma at lymphoma-action.org.uk/books

How does my medical team work out the best
treatment for me?

Your medical team meet regularly to discuss the most suitable
treatment for you. Sometimes, people with the same type of
Hodgkin lymphoma have different treatments. This is because
your treatment is planned according to your individual needs.
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When planning your treatment, your MDT take into account:

e which type of lymphoma you have (page 14)

e the stage of your lymphoma (page 43)

* your age

e the symptoms you are experiencing

e any other health conditions you have

e your general physical fitness

e the possible side effects of treatment (page 86)

e the possible long-term or late effects of treatment
(page 109)

e your feelings and preferences about treatment options

e any other factors that might be important to you in the
future, such as having a family.

To help work out the best treatment for you, you might need
to have more tests to check how well your heart, lungs, liver
and kidneys are working.

Once you start your treatment, you might have a PET/CT
scan (page 36) to check how well you are responding to it.
Your consultant uses the results of the scan to guide them in
planning the rest of your treatment.
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Treatment options for
Hodgkin lymphoma

Your medical team plan your treatment specifically for you.
They take lots of factors into account to give you the best
possible care.

In this section, we outline some of the common treatments
for Hodgkin lymphoma. It's unlikely that you will have all of
these, so you might just want to read the sections that are
relevant to you.

e Chemotherapy — page 60.

e Radiotherapy — page 69.

e Antibody therapy treatment — page 73.

e Active monitoring (watch and wait) — page 76.
e Research and clinical trials — page 77.

If you have NLPHL that affects only one group of lymph
nodes, you might have surgery to remove them. Radiotherapy
is sometimes given afterwards.



Treatment wasn'’t as bad as | thought it would be. |
got away with relatively few side effects, and only
remember feeling sick once. | started to lose my
eyebrows and leg hair but was glad that my hair and
beard didn’t fall out completely. | returned to work 10
days after my last treatment.

Adam, diagnosed with NLPHL in 2018

| was put on a six-month course of chemotherapy, given
fortnightly. | had very few side effects. But after a
couple of months | began to feel unwell again and was
very short of breath. It was decided that the bleomycin
in the treatment was probably the cause, so it was
removed. | got my breath back and finished treatment.
| was told that | had responded well to treatment and
felt that the worst could be behind me.

John, diagnosed with classical Hodgkin lymphoma in 2008
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Classical Hodgkin lymphoma

Your medical team should discuss your individual treatment
plan with you. It is tailored to your specific needs.

The diagram below gives an overview of the treatment you
might have.

No unfavourable prognostic factors*
Treatment with:

e ABVD, with or without radiotherapy, partly depending on
the results of a PET scan.

Unfavourable prognostic factors*

Common treatments are:

e ABVD with or without radiotherapy or

e ABVD (then possibly AVD depending on the results of
PET scan) or

» fewer cycles of a stronger chemotherapy regimen such as
escalated BEACOPDac or escalated BEACOPP and ABVD,
with or without radiotherapy afterwards.

You normally have a PET/CT scan (see page 36) after 2 cycles of
treatment. If there is no evidence of active lymphoma, the drug
bleomycin might be left out of the rest of your chemotherapy.
If there is evidence of active lymphoma, stronger chemotherapy
or radiotherapy might be recommended.



See page 60 for more about chemotherapy and page 69 for
more about radiotherapy.

*Prognostic factors. See page 60 for more information about
prognostic factors.

Advanced stage (3 or 4) classical Hodgkin lymphoma

Chemotherapy, often with more cycles of treatment than
someone with early stage classical Hodgkin lymphoma.

Common treatments are:

e ABVD (then possibly ABV, depending on the results of a
PET scan) or

e escalated BEACOPDac or escalated BEACOPP.

You have a PET/CT scan after your first few treatment
cycles. Depending on the results of your scan, your doctor
might tweak your treatment plan, for example, which
drug/s you have and the number of treatment cycles.

You might have radiotherapy if there are lumps of lymphoma
left after chemotherapy; however, this is uncommon.
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Nodular lymphocyte-predominant
Hodgkin lymphoma (NLPHL)

Your medical team should discuss your individual treatment
plan with you. It is tailored to your specific needs.

The diagram below gives an overview of the type of treatment
you might have. Some centres might offer treatment more
commonly given for classical Hodgkin lymphoma.

Early stage (1or 2) NLPHL

For lymphoma in one or two groups of lymph nodes and
no B symptoms.

Treatment might involve:

e Surgery to remove affected nodes followed by active
monitoring (watch and wait) if the affected lymph nodes
are completely removed.

 Radiotherapy if there is lymphoma left after surgery or

e Chemotherapy combined with the antibody treatment
rituximab.

You might have a longer duration of, or possibly stronger
chemotherapy that is usually given for advanced stage
NLPHL if:

e the lymphoma is in more than two groups of lymph
nodes or
e you have B symptoms (which is rare in NLPHL).



My consultant explained | will start R-CHOP
chemotherapy straight away, although with this cancer

there could have been a period of active monitoring. He
also explained that radiotherapy could have been

an option.

Surinder, diagnosed with NLPHL in 2018

Advanced stage (3 or 4) NLPHL

For stage 3, options might include:

* Active monitoring (watch and wait) if your
lymphoma isn't causing symptoms that affect
your day-to-day life.

e Chemotherapy with the antibody treatment
rituximab

* Rituximab alone, if you are too unwell for
chemotherapy.

For stage 4, options might include:

| e Chemotherapy with the antibody treatment
rituximab usually R-CHOP (see page 75) or
R-ABVD.



Prognostic factors

If you have classical Hodgkin lymphoma, your medical team
considers prognostic factors. Prognostic factors influence
treatment outcomes. They help guide your doctors as to how
likely you are to recover from lymphoma, and how likely it is
to come back (relapse).

The prognostic factors your MDT consider when planning
your treatment are your age and whether you have:

e very enlarged lymph nodes in your chest, or enlarged
lymph nodes in several areas of your body

e B symptoms (page 25)

¢ high levels of inflammation, as shown by blood tests

e extranodal lymphoma (page 26).

Chemotherapy
Chemotherapy is treatment with drugs. It works in one or
two of the following ways:

e stopping lymphoma cells from dividing, so that they

die off
e triggering lymphoma cells to die.
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Chemotherapy has little effect on cells that are not dividing,
which is why it is given in cycles (see page 62).

Unfortunately, chemotherapy also affects some of your
healthy cells, particularly the ones that divide rapidly. This
includes blood cells, hair follicles and skin cells, and it's
often the cause of some of the common side effects of

chemotherapy (see page 86). :

Watch our short animation explaining how
chemotherapy works. Search ‘chemotherapy animation’
on our website.

Before chemotherapy

You usually have blood tests when you arrive at the hospital.
This is to check that your blood counts (page 90) are at a level
that is considered to be safe for you to have treatment.

If your blood counts are low, your medical team might advise
waiting for a little while (sometimes just a few days) before
having treatment, until they are higher. You might also be
given treatment to help boost your blood cell counts

(pages 79 and 80). You might also stay in hospital during
your treatment, so that staff can keep a closer check on
your health.
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Having chemotherapy

You usually have chemotherapy for Hodgkin lymphoma as an
outpatient, in a day case unit or chemotherapy unit. You go to
the hospital on treatment days and can go home afterwards.

Chemotherapy cycles

You usually have chemotherapy as a number of treatments or
‘cycles’. After each cycle of treatment, you have a rest period,
to allow your body to recover. During each cycle, you might
have to go to hospital once, or on a number of days. This
depends on the exact chemotherapy you have.

Chemotherapy is given in cycles because the drugs work

on cells that are in the process of dividing — they don't

have much effect on cells that are not dividing. Having your
chemotherapy in a number of treatments at different times
increases the chances of it affecting dividing lymphoma cells.

In between your treatment days, you usually have lots of
medicines to take at home. Some of these might be part of
your chemotherapy treatment plan (regimen). Others are to
help control any side effects of treatment (page 86).

Intravenous (IV) chemotherapy
Most chemotherapy is given intravenously (as a drip or
injection into a vein).



Your nurse can inject some chemotherapy drugs over a minute
or two. Other drugs have to be given more slowly through a
drip (infusion). This could take anywhere from 30 minutes to a
number of hours, depending on the drugs you have.

Tell your nurse if you feel any discomfort when you are o
having IV chemotherapy. They can check that the drugs

are going in properly and make any adjustments they
need to.

IV drugs are given through a cannula or a central
venous catheter.

Cannula

A cannula is a small, small, soft plastic tube that usually goes
into a vein in your arm. You have a new one put in each time
you go for treatment.

Central venous catheter ('line’)

A central venous catheter (or ‘central line’) is a longer plastic
tube that goes into a larger vein near your heart. A central line
usually stays in for the whole of your treatment.

A line can also be used to:
e give you drugs and other fluids,

e take blood samples for blood tests more easily
e save you the discomfort of repeated needle pricks.
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There are different types of line:

¢ PICC line (peripherally inserted central catheter), which
goes in through a vein in your arm, above the bend of your
elbow. It is held securely in place by a dressing.

 Tunnelled central line, which is usually positioned on your
upper chest. Part of it runs in a ‘tunnel’ under your skin.

« Totally implantable line, a thin, soft tube that runs under
the skin before going into a vein in your chest. It can be
used to deliver long-term chemotherapy while lowering
the risk of infection.

Heart
Connection

for drips and
syringes

Exit site

Figure: person with a PICC line fitted



Lines are put in during a small operation done under local

or general anaesthetic. Once it's in place, a line isn't usually
painful. However, if you feel any discomfort, tell a member of
your medical team.

Once it's fitted, your line is covered with a simple dressing to
protect it. You will be given instructions on how to care for
it once you go home. This includes how to take baths and

showers while it is in place. :

Lines can sometimes become infected. Occasionally,
a blood clot can develop around them. Contact your
hospital immediately if you develop any symptoms of
infection, including:

e redness or heat around the area (site) of the line
e a high temperature (above 38°C/100.4°F)
e swelling in your arm.

Oral chemotherapy

You might have some or all of your chemotherapy by mouth
(orally) as a tablet or capsule. You should be given guidance
about how to store and take any chemotherapy drugs that
you're given to take at home. If you are not told how to do
this, ask your clinical nurse specialist or another member of
your medical team.
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Unless you've been told to by a member of your medical team,
do not crush or open the tablets or capsules.

It is important that other people don't handle your
chemotherapy drugs. If you are helping someone to take
chemotherapy, wear protective gloves when handling
the drugs.

Your chemotherapy treatment plan

Chemotherapy drugs for lymphoma are usually given as a
regimen — a treatment plan that includes more than one type
of drug. You have these drugs all at once so that the different
drugs can work on different phases of the cell cycle. Having
them together helps to kill as many lymphoma cells as possible.

Find out more about chemotherapy, including answers
to commonly asked questions, on our website. Search
‘chemotherapy’ at lymphoma-action.org.uk

Common chemotherapy regimens for

Hodgkin lymphoma

Your treatment is planned specifically for you. However, the
most common chemotherapy regimens used to treat Hodgkin
lymphoma are ABVD and BEACOPDac.



ABVD

The regimen ABVD is made up of doxorubicin (Adriamycin®),
bleomycin, vinblastine and dacarbazine. It is usually given

in 4-week cycles where you have treatment every 2 weeks,
followed by a 2 week rest period. Bleomycin is given by injection
into a muscle (intramuscularly) or by drip (infusion) into a vein
(intravenously). The other drugs are given intravenously (page 62).

BEACOPDac

Usually, you have it as an ‘escalated’ regime