
UNDERSTANDING 
WOMB CANCER: 
A guide for patients and the 
people who support them



Hearing the news that you have womb 
cancer – or are showing symptoms 
that could be womb cancer – can be 
frightening. You might be told by well-
meaning friends that “if you’ve got to get 
cancer, this is one of the best” but that’s not 
helpful at a time of worry and uncertainty. 
What you need now are facts – and that’s 
what this booklet will give you. 

Thank you to Daloni, Faith and Lydia for sharing their 
experience of womb cancer diagnosis and treatment. 
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Chapter 1:

Introduction
You should read this booklet if: 

• You have recently been 
diagnosed with womb cancer 

• You are worried that you are 
showing signs or symptoms of 
womb cancer 

• You are the partner, relative or 
friend of someone diagnosed with 
womb cancer 

We can’t tell you what treatment is 
best for you – that is a decision to 
make with your own doctors who 
know your medical history.

We have included some “top tips”. 
These are practical tips gathered from 
women affected by womb cancer. 

About womb cancer
The biological name for the womb 
is uterus so you may hear womb 
cancer referred to as uterine cancer. 
Most cases of womb cancer start 
in the lining of the womb, which is 
called the endometrium. 

• Cancer that arises from the lining 
of the womb is called endometrial 
cancer and is by far the most 
common type of womb cancer

• Cancer that arises in the muscle 
of the womb or myometrium, is 
called a sarcoma and is much 
rarer

Womb cancer numbers overview

survive their cancer 
for 10 or more years 

after diagnosis

of cases are 
potentially 

preventable

78% 37%

women a year are 
diagnosed with 
womb cancer

OVER 
9,300
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Over 9,300 women a year are 
diagnosed with womb cancer every 
year in the UK, making it the fourth 
most common cancer in women. 
If the cancer is discovered early, 3 
out of every 4 women can be cured. 
Despite this, each year, more and 
more women are diagnosed with 
womb cancer and more than 2,100 
women a year die from the disease1. 

• There are many types of womb 
cancer. About 95% of them start 
in the glandular tissue (soft tissue 
in the lining of the womb) and 
they are known as endometrial 
carcinomas 

• Endometrial cancers are further 
classified into several sub-types, 
depending on the appearance 
under the microscope:

 – Endometrioid cancer – the 
commonest

 – High grade serous cancer

 – Clear Cell cancer

• To a degree, the sub-types predict 
how the cancer might behave.

Risk factors
There are some things that increase a 
woman’s risk and these are called risk 
factors. Having a risk factor does not 
mean you will get womb cancer. Not 
having a risk factor doesn’t mean you 
won’t get it. 

1 Cancer Research UK statistics http://www.
cancerresearchuk.org/health-professional/
cancer-statistics/statistics-by-cancer-type/uterine-
cancer#heading-Two

Female  
reproductive  
system

TOP TIP
The most common symptom of 
womb cancer is unusual vaginal 
bleeding, especially after the 
menopause – see page 8.  
 
All abnormal bleeding at 
whatever age should be 
investigated. If you are over 
the age of 40 and have any 
unexpected vaginal bleeding, see 
your GP about it. 

Most women with unusual vaginal 
bleeding do not have womb 
cancer, only one in ten will. 
However, for those who do, early 
diagnosis is important. The earlier 
it is picked up, the more likely it is 
to be cured.
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Hormones 
Before the menopause, women’s 
ovaries produce the hormones 
oestrogen and progesterone, which 
help control periods. The relative 
levels of these hormones change 
during the menstrual cycle and 
pregnancy. The risk of developing 
womb cancer increases when 
you have too much oestrogen 
without the balancing influence 
of progesterone. This is called 
“unopposed oestrogen”. 

Age
The risk of womb cancer increases 
with age. It is most common in women 
who are past the menopause. It is rare 
in women under 40. 

Weight and physical activity
Being overweight is an important 
risk factor for womb cancer because 
body fat produces oestrogen. One in 
three womb cancers may be caused 
by having a very high body weight. 

Family history
A few womb cancers may be caused 
by changes to specific genes. These 
can be passed from parent to child. 
If you have a family history of close 
relatives being affected by bowel, 
breast or womb cancer, there is a 

chance the condition might be linked 
to a faulty gene. Doctors can assess 
the need to test for these genes to 
enable both you and family members 
to learn your risks of developing 
different types of cancer and decide 
about screening or risk reducing 
treatment. 

Women with Lynch Syndrome (also 
known as hereditary nonpolyposis 
colorectal cancer) have an altered 
gene that increases the risk of 
bowel and womb cancers. Their 
lifetime risk for womb cancer is 30 to 
60%. Women known to carry Lynch 
Syndrome are eligible to be offered 
screening for bowel cancer. Cowden 
syndrome is another rare genetic 
condition in which there is a small 
risk of womb cancer. 

Tamoxifen
This is a drug used to treat breast 
cancer. It can raise the risk of womb 
cancer, especially when taken over 
a long period of time. Always tell 
your doctor if you have any unusual 
vaginal bleeding after taking 
tamoxifen.

Medical conditions
Some medical conditions increase 
the risk of womb cancer:

• Diabetes 
Women with diabetes are at 
increased risk of developing 
womb cancer. There may be a 
link between the hormone insulin, 
which regulates blood sugar, and 
womb cancer. 

TOP TIP
There’s not much you can do 
to change many of these risk 
factors. But you can reduce your 
risk by keeping to a healthy 
weight and exercising regularly.
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• Polycystic ovary syndrome (PCOS) 
PCOS is a hormonal imbalance 
condition and can be associated 
with problems with fertility, periods 
and weight control, as well as small 
cysts on the ovaries that can be 
seen with an ultrasound scan.  
Whilst some women with PCOS 
develop diabetes. The hormone 
changes can, in some cases be a 
risk factor for womb cancer. 

• Uncommon ovarian cancer 
Granulosa and theca cell tumours 
can produce oestrogen, raising the 
risk of womb cancer. 

TOP TIP
If you are worried that there 
might be a family history of 
cancer, talk to your doctor. They 
can decide if you should talk to 
a clinical genetics service where 
experts will assess your family 
history and discuss your options.
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Chapter 2:

Diagnosis
Unexpected vaginal bleeding is 
usually the first sign of womb cancer 
and you should always take this 
seriously. It includes: 

• Bleeding after your menopause

• Bleeding between periods

• Bleeding after sex

• Heavy irregular periods

• Persistent heavy periods, 
unresponsive to medical 
management

• Watery or bloody vaginal 
discharge

There is no routinely available 
screening test for womb cancer and 
it is important to remember that 
routine screening for cervical cancer 
does not pick up womb cancer. 

Diagnosis
Diagnosing womb cancer starts with 
a visit to your GP to talk about your 
symptoms. 

The formal diagnosis is made by a 
biopsy. This usually involves taking 
cells from inside your womb and 
examining them under a microscope.  

In between the first discussion with 
your GP and receiving the final 
diagnosis, you may have to visit the 
hospital for an investigation. This 

process usually takes a few weeks 
from start to finish. 

At the GP surgery
After hearing about your symptoms, 
your GP may do an internal vaginal 
examination and press down on your 
tummy to feel for anything unusual. 

Your GP may order other tests 
directly or arrange for you to see a 
gynaecologist (a doctor specialising 
in women’s health) at a hospital 
outpatient clinic. 

You should be referred urgently (to 
be seen within two weeks) for a clinic 
appointment if: 

You have vaginal bleeding after 
your menopause. An urgent referral 
does not mean you have cancer. It 
means doctors are looking into your 
symptoms quickly. 

At the hospital
The gynaecologist will again ask 
about your symptoms and carry 
out a physical and internal pelvic 
examination. Then they will explain 
any more tests they think you need, 
which are usually offered to you 
during this visit: 

• Blood test to check your general 
health and see how well your 
kidneys and liver are working.
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• Trans vaginal ultrasound (TVUS) 
to take a picture of the inside 
of your womb and measure the 
thickness of your womb lining. 

A TVUS involves inserting a probe 
into your vagina. It is not usually 
painful and takes up to 5 minutes to 
complete.

• Biopsy to take a sample of 
cells from your womb lining. A 
pathologist will look at the cells 
under a microscope to see if 
cancer cells are present. The 
biopsy will usually identify the type 
of cancer (see page 15).

Biopsies are taken using one 
of several procedures and your 
gynaecologist will recommend the 
best for you. The procedure is called 
a hysteroscopy and can be done 

in the clinic, as an outpatient or as 
a small operation under a general 
anaesthetic.

Research trials
You might be offered the opportunity 
to participate in a research trial at 
any point during the investigations 
or your treatment. Research helps 
clinicians to understand disease 
processes better so they might 
prevent diseases, detect them earlier 
or improve treatments. 

Hearing the news
Finding out you have cancer can be 
a shock. Often, your gynaecologist 
will be the one to tell you that you 
have cancer. You may also have 
a chance to speak with a clinical 
nurse specialist (CNS) who will offer 
support through your treatment
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Reacting to the diagnosis
There is no right or wrong way to 
react to the news that you have 
womb cancer. It can be a real shock.
Many women say they had never 
heard of womb cancer before they 
were diagnosed – and nor have 
their family and friends. Women say 
they felt alone, frightened, upset 
or out of control when they heard 
their diagnosis. Some say they felt 
like it was happening to someone 
else. Talking about how you feel is 
an important part of coping with the 
shock of diagnosis. 

Talking to friends and family
You will need to decide who to tell – 
and how. Talking about your cancer 
might feel difficult, but it can help 
you and your family make sense of 
your cancer diagnosis and the next 
steps in terms of treatment. 

Again, there is no right or wrong way 
to do this. Some women are very 
open, using blogs and social media 
to share their experiences. Others 
are very private and decide to tell 
only their nearest and dearest. 

Talking to your family and friends 
may help them to support you as you 
go through treatment. It may help 
you to feel less alone. But it can be 

10



very hard and you might worry about 
upsetting them. 

It is hard to predict how other people 
will react. Some people may be 
supportive and want to know more. 
Others might not want to hear about 
it and will turn away from you. 

Talking to your partner
Womb cancer affects so many 
aspects of life and if you have a 
partner, it has a huge impact on them 
too. There are practical issues such 
as work, finances, hospital visits, 
caring responsibilities and telling 
children and other family members 
and friends. 

There may be an impact on your sex 
life too, as a womb cancer diagnosis 
means undergoing treatment that 
can change your body. 

Talking all this through with your 
partner can be difficult. It is as 
important to listen to your partner as 
it is for your partner to listen to you. 
But there may be times when you 
just don’t want to talk anymore. And 
that’s OK too. 

Talking to children 
Talking to children about a cancer 
diagnosis is hard no matter how 
old they are. But when they are 
still children or teenagers, it can 
feel even harder. Some people are 
tempted not to talk to their children, 
but children quickly pick up that 
something is not right, and if they 
don’t have the facts, they tend to 

make things up and that can be far 
worse than the reality. 

You may need to consider talking to 
teachers, other parents and nursery 
staff too. There is lots of information 
about the best way to talk to children 
from reputable charities online.   

When you feel you can’t talk 
to anyone…
It’s important to talk about how you 
feel as it can help you feel less alone, 
more supported, more in control 
and better able to make important 
decisions. 

If you are struggling to talk or feel 
you have no one close that you can 
trust, then try: 

TOP TIP
Lots of women stop listening 
after hearing the words “you 
have cancer”. Later in the 
day, they may think of lots of 
questions that they have not 
asked. 

If you do not have the chance to 
speak to a CNS after receiving 
your cancer diagnosis or you 
can’t get hold of your CNS or 
simply want more information, 
call The Eve Appeal’s Ask Eve 
service where a specialist nurse 
will be able to help you. This 
is a free service. The helpline 
number is 0808 802 0019 or 
email nurse@eveappeal.org.uk
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• Your GP

• Your CNS

• An online support group

• A local cancer centre such as 
Macmillan’s or Maggie’s which are 
often found at larger hospitals

Talking to your employer
Some women with womb cancer 
worry that they will be made 
redundant or face discrimination at 
work. It is important to know that 

you are protected by the Equality 
Act 2010 (or the Disability Act 1995 
in Northern Ireland). Your employer 
can support you with time off for 
treatment, advice on sickness pay 
and benefits and help you with a 
phased return to work and making 
your work environment easier for you. 

Exactly how long you need off work 
depends on how much treatment you 
need (see the next section) but at the 
very least it will be a minimum of six 
weeks and could be as long as a year.

When I found out I had womb cancer, my first question was “what do I 
tell the children?” 

They were 9 and 13 and easily old enough to pick up that something was 
going on but too young to fully understand. 

The clinical nurse specialist advised me to tell them I had some abnormal 
cells and needed an operation. This was good advice at the time. Later 
I read more about the best way to talk to children. That helped me to 
speak to them in more detail and to use the word “cancer” when I knew I 
needed chemotherapy and would lose my hair.
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Chapter 3

Treatment:

Treatment for womb cancer can 
include: 

• Surgery 

• Radiotherapy 

• Chemotherapy

Many women are diagnosed early 
and require only surgery to get a 
cure. But if the cancer has spread 
or is a fast-growing type, then more 
treatment might be needed. 

TOP TIP
Your treatment will be 
selected to suit your particular 
circumstances and will depend 
on several factors such as your 
general health and fitness and 
the type of womb cancer you 
have. Try to take things one step 
at a time.
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The multidisciplinary team 
Cancer care is planned and carried 
out by a team of specialists called a 
“multidisciplinary team” (MDT). They 
work together behind the scenes 
to make sure you get the right 
treatment for you. The MDT usually 
includes nurses and doctors who are 
specialists in surgery, radiotherapy 
and chemotherapy, as well as 
radiologists who analyse scans and 
x-rays and pathologists who advise 
on the type and spread of cancer.

The MDT will meet to discuss the 
results of your biopsy and any scans 
you’ve had and to plan the next 
steps based on information about 
you and using national guidelines. 

Giving your consent
No medical treatment can take 
place without your permission. You 
will meet with your doctor who 
will talk you through the treatment 
plan. The doctor will make sure you 

understand the planned treatment, 
how it might help you and whether 
there are any alternative treatments, 
disadvantages or risks. You will then 
be asked to sign a consent form. 

You are free to turn any treatment 
down. If you decide not to have 
treatment, your cancer team will 
want to be very sure you understand 
the risks you are taking. You are also 
free to seek a second opinion from 
another doctor. You can ask your GP 
or hospital specialist about this. 

Tests before treatment starts
The first step on the road to starting 
treatment is more tests. In some 
cases, your doctors may test to see 
where the cancer is and whether 
it has spread so that they can plan 
your surgery. They may ask you to 
have one or more scans so they 
can see what is going on inside 
your body. These scans usually take 
place in hospital or a diagnostic 
imaging centre and do not require an 

TOP TIP
It is stressful waiting for appointments for scans and then waiting for results. 
Many women say this is the worst part of their cancer journey. Your GP can 
help you with medication to manage anxiety and sleeplessness.

You can also join an online community where you can receive peer 
support from women who have been diagnosed with womb cancer and 
who know what it’s like. These include: 

• Womb Cancer Support UK, who run a closed Facebook group

• Macmillan Cancer Support, which runs an online community with a 
womb cancer group 
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overnight stay. You might be asked 
to have: 

• CT scan which uses x-rays to 
create a 3-D picture of the inside 
of your body

• MRI scan to examine the pelvis in 
detail

• Chest x-ray to check your lungs 
and heart

These scans are painless but some 
people find them uncomfortable and/
or stressful. The radiographers will 
do their best to put you at your ease 
and make sure you feel safe. 

Grading and staging
The treatment recommendations 
depend in part on how far the cancer 
has grown (the stage) and how 
quickly it grows (the grade). 

Stages
Doctors divide the extent of any 
cancer into four stages. The stage 
is a short hand term for describing 
the extent of the cancer and helps to 
plan treatment. 

Stage 1: the cancer is contained in 
the womb

• 1A: the cancer is only in the lining 
of the womb or grown no more 
than halfway into the muscle wall

• 1B: the cancer has grown more 
than halfway into the womb’s 
muscle wall

Stage 2: the cancer has spread to 
the cervix 

Stage 3: the cancer has spread but 
is contained in the pelvis

• 3A: the cancer is affecting the 
outer covering of the womb and/ 
or involves the ovaries and 
fallopian tubes

• 3B: the cancer has spread into 
the vagina and/or into the tissue 
between the womb and the side 
wall of the pelvis (parametrium)

• 3C: the cancer has spread to  
the pelvic lymph nodes and/or  
the lymph nodes at the back of  
the tummy

Stage 4: the cancer has spread to 
other parts of the body

• 4A: the cancer has spread to the 
bowel and/or bladder

• 4B: the cancer has spread to the 
lungs, bones or the brain

TOP TIP
Take someone with you to the 
appointment where you hear 
more about your treatment 
and write down your questions 
before you go. A trusted friend 
or relative can make sure all your 
questions are answered and give 
you the support you might need.

15



You might also hear these terms:

• Early stage womb cancer usually 
means stage 1

• Locally advanced womb cancer 
usually refers to stages 2 or 3

• Advanced womb cancer is usually 
stage 4 cancer

• Recurrent cancer is when the 
cancer has come back after it was 
first treated.

Although, please note that these 
statistics in the above graphic are 
a general overall view of womb 
cancer survival statistics, and are not 
indicative an individuals’ personal 
survival rate as this is very much 
based on personal circumstances.  

Grades
Some cancers grow or spread at 
different rates and doctors use 
the term “grade” to describe this. 
The grade is decided by looking 
at cells from your biopsy under the 
microscope.

• Grade 1 cancers have a tendency 
to grow slowly. They tend to 
remain trapped within the womb 
for a long time. This means that 
surgical removal of your womb 
(hysterectomy) is often enough to 
cure the cancer. 

• Grade 2 cancer is also relatively 
slow to grow and the risk of 
escaping from the womb is low but 
not as low as with grade 1.

Womb cancer survival
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• Grade 3 cancers have a greater 
risk of spreading from the 
womb to other parts of the body 
(metastases)

Surgery
The usual treatment for early womb 
cancer is surgery. Women diagnosed 
with low grade, early stage womb 
cancer (stage 1) often only require 
surgery and will not need any more 
treatment. However if you cannot 
have an anaesthetic, you may be 
treated with radiotherapy and / or 
chemotherapy. 

Before surgery
If surgery is part of your treatment 
plan you may need tests to make 
sure you are fit for surgery. These 
can include: 

• An ECG to check your heart

• Bacterial swabs to check 
whether you carry antibiotic 
resistant bacteria on your skin

• In some cases, an ultrasound of 
the heart (ECHO)

You will also be given information 
including:

• Health advice about smoking

• Information about preparing for 
surgery

• Information which aims to get 
you home as quickly and as 
safely as possible by making 
sure you are ready for the 
operation and have the support 
at home after the operation

The operation
During the operation, doctors also 
remove your womb (hysterectomy), 
fallopian tubes and ovaries (bilateral 
salpingo oophorectomy).

There are three main ways of doing 
the operation: 

• You may be offered key hole, or 
laparoscopic, surgery in which 
the surgeon makes small cuts in 
your tummy and inserts surgical 
instruments and a laparoscope  
(a telescope with a camera and 
light on the end). The womb and 
ovaries are removed through the 
vagina and then the top of the 
vagina is sewn up. Women recover 
faster from this kind of operation 
and go home from hospital sooner, 
often within 24 to 48 hours of the 
operation. And thus, this is the 
recommended approach

• Some surgeons remove the womb 
and ovaries through the vagina 
without the use of the laparoscope 
and this is known as a vaginal 
hysterectomy. 
 

TOP TIP
It is normal to feel very nervous 
and unsettled in the days before 
the operation. Many women 
suggest that this is a good time 
to have contact with family and 
friends.
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• Key hole surgery is not suitable 
for everyone. An alternative is an 
abdominal hysterectomy. The 
surgeon makes a cut either across 
the tummy below the bikini line or 
downwards from below your belly 
button to the pubic hair. Women 
who have this kind of surgery stay 
in hospital for at least three days, 
but may need to stay longer. 

During the operation, the surgeon 
will check nearby organs for any 
signs that the cancer has spread.

Lymph nodes
Lymph nodes are connected to each 
other with little channels, rather like 
blood vessels, and they tend to run 
with the blood vessels that supply 
the organ. So the lymph nodes that 
may be affected by womb cancer 
lie in the pelvis or around the great 
blood vessels at the back of the 
abdomen.

The lymph nodes may be removed at 
the time of surgery. This allows the 
pathologist to examine them under 
the microscope as, even though they 
may look normal to the naked eye, 

they could contain cancer cells. This 
knowledge will help decide if you 
need additional treatment. However, 
there are risks to removing the 
lymph glands, particularly in women 
with other health problems.

An alternative is a technique called 
sentinel node detection, where 
special dyes are used to identify the 
node at highest risk of involvement. 
Using this technique, which is 
gaining popularity in this country, 
only one to four nodes, rather 
than twenty or more, are removed, 
reducing the risks of surgery.

After the operation, you will 
usually go back to the ward with a 
temporary tube to keep your bladder 
empty (catheter) and relieve pain. 
The nurses are likely to encourage 
you to get up and move, as this 
can help prevent blood clots from 
forming.

Going home
It is quite common to have vaginal 
discharge for up to six weeks after 
the operation, which may start red, 
become brown and then yellow-
green, before settling to buff. Use 
sanitary pads, not tampons, if you 
have vaginal discharge. 

Recovery after the operation 
depends on the type of operation. 

• Bathe every day and keep your 
wound clean

• Due to the surgery and your body 
healing, you are likely to feel 

TOP TIP
Many women report discomfort 
following key hole surgery 
caused by the gas put into their 
tummy to carry out the surgery 
safely. This will settle quickly and 
is nothing to worry about.
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very tired for a few days after the 
operation

• Take gentle exercise, such as 
walking, to feel better and build up 
your strength

• Do not drive for the first few 
weeks. Check whether your 
insurance has any specific time 
limits

• Do not have deep penetrative 
vaginal sex for the first six weeks

• The Hysterectomy Society has lots 
of useful information 

When to seek help
After you go home, it is important 
to let your doctor know if you 
experience any of the following:

• a fever (possible infection)

• a swollen, red or painful calf 
(possible blood clot or Deep 
Vein Thrombosis) 

• heavy vaginal bleeding (possible 
pelvic collection or haematoma)

Problems like these are common but 
usually straight forward to treat.

Follow up treatment
The next meeting with your doctor is 
likely to be shortly after your surgery. 
This gives your MDT time to discuss 
the results of your operation and 
what has been found by looking at 
the tissue surgeons removed. 

At this meeting your doctor will tell 
you what they found and what is 
planned next for you. This might 
include:

• The cancer was caught early and 
surgeons removed it all. You need 
no further treatment but you will 
get follow up care (see page 22) 

• The cancer had spread  
and/or was high grade and you 
will need to consider if you want 
further treatment which might 
include radiotherapy and/or 
chemotherapy. Your oncology 
team should explain the benefits 
of the treatment as well as any 
potential short term and long 
term side effects before you can 
decide if you want additional 
treatment. You may then receive 
an appointment for a consultation 
with a specialist oncologist who is 
in charge of providing radiotherapy 
or chemotherapy. They will need 
to talk to you about the reason for 
the treatment and the immediate 
and long term side effects before 
you can decide if you want more 
treatment.

TOP TIP
It is not unusual to feel anxious 
and/or weepy after surgery. 
It can help to talk to a friend, 
family, your clinical nurse 
specialist, or The Eve Appeal’s 
nurse-led information service - 
Ask Eve.
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Radiotherapy
Radiotherapy uses high-energy 
x-rays to kill cancer cells. 
Radiotherapy targets the area where 
a cancer might recur and tries, as 
much as possible, to minimise the 
damage to nearby tissues. You might 
need radiotherapy to:

• Reduce the risk of the cancer 
coming back in the pelvis after 
surgery. This is called “adjuvant 
radiotherapy”. Radiotherapy in 
this situation will not significantly 
increase the chance of cure.

• Treat your cancer if you cannot 
have surgery or decide not to have 
an operation

• Treat any cancer that was not 
completely removed by surgery

You can have radiotherapy externally 
or internally (when it is called 
brachytherapy) or both. You will be 
monitored during and after treatment 
for any side-effects. 

 

TOP TIP
Radiotherapy can make you 
feel very tired so be sure to 
get plenty of rest while you are 
going through treatment and  
for the weeks after it has 
finished. It helps to drink plenty 
of water and to take a gentle 
walk each day. 
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External radiotherapy
This starts with a planning visit with a 
specialist radiotherapy doctor (called 
a clinical oncologist) who explains 
the treatment and what to expect as 
well as how to manage side effects. 
You will have a CT scan to get an 
accurate picture of the area that 
requires treatment. A member of 
the team will (with your permission) 
make tiny, permanent marks on your 
skin so that they can ensure you are 
positioned correctly when you have 
the treatment. 

The radiotherapy involves lying 
still on a firm couch while a large 
machine moves around you. It will 
not touch you. The treatment itself is 
painless. 

It will usually take place often every 
weekday for about five weeks. At 
the beginning of each session you 
will be asked to empty your bladder, 
drink a set amount of water and 
use a mini-enema (a procedure to 
cleanse the bowels). This is to try to 
reduce the damage to your bladder 
and rectum. 

You will then change into a hospital 
gown and enter the treatment room. 
Here, radiotherapy staff will make 
sure you are positioned correctly 
and that you are comfortable before 
they leave the room. The treatment 
then starts and usually lasts no 
longer than ten minutes. 

Although you will be alone, the staff 
will be able to see and hear you. 

Brachytherapy (internal 
radiotherapy)
This is given as a high dose of 
radiotherapy directly to the top 
of the vagina. It involves placing 
a hollow tube in your vagina and 
then placing a radioactive source in 
the tube. Some women have a few 
short bursts of treatment; others 
have one long slow treatment. It 
has fewer side effects than external 
radiotherapy and is an effective 
treatment for preventing recurrence 
at the top of the vagina, but will not 
make any difference to your overall 
chance of cure. 

 
 
 
 
 

TOP TIP
The biggest worry for 
many women undergoing 
chemotherapy for womb cancer 
is losing their hair. The NHS 
will provide a free wig – or of 
course you can buy one. Your 
hairdresser should be able  
to help cut it to your exact 
desired style. 

If wigs are not your thing, there 
are plenty of alternatives such 
as scarves and hats. Some 
women enjoy experimenting with 
jewellery and make up when 
they have lost their hair.
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Chemotherapy
Chemotherapy (also known as 
chemo) uses anti-cancer drugs to kill 
cancer cells. The drugs are carried in 
your blood so they can reach cancer 
cells anywhere in your body. You are 
unlikely to need chemotherapy if you 
have low grade, early stage womb 
cancer. But if you have a high risk of 
the cancer coming back, your doctor 
might offer chemotherapy to delay 
the emergence of a recurrence. You 
might need chemotherapy if you 
have womb cancer. 

That is: 

• high grade

• of a non-endometrioid type

• has spread to other parts of the 
body 

Chemo may be given before, after 
or alongside radiotherapy. It is 
sometimes offered before surgery to 
shrink the cancer. It can be used to 
treat cancer that was not removed by 

the surgery and to treat cancer that 
is advanced and has spread to other 
parts of the body. 

The chemotherapy drugs should be 
tailored to your situation. You will be 
given medication to help you cope 
with the side effects. Your doctor 
or nurse will tell you more about 
what to expect from the treatment 
itself and how to manage the side 
effects. You may also need some 
tests before starting chemotherapy 
to check that your kidneys and heart 
are working properly. 

The chemo is given as an infusion 
(drip) into a vein. You’ll have the 
treatment in a special chemotherapy 
unit and then a break at home to 
allow the chemo to work and your 
body to recover. This is called a 
“cycle” and a common cycle time is 
three weeks. Your doctor will tell you 
how many cycles you need. Before 
each cycle starts, you will need to 
see a doctor and have some blood 
tests. 

Follow up care
At the end of your treatment you 
will usually have an appointment to 
discuss what’s been achieved and 
what comes next:

• If you had surgery and no other 
treatment, your doctor or nurse 
may tell you that the cancer has a 
good chance of being cured

• If you had more advanced cancer 
and needed chemotherapy and/
or radiotherapy, you may have an 

TOP TIP
You might expect to feel excited 
and overjoyed at the end of 
treatment. But many women 
say that in fact they felt quite 
flat. This can be tricky to deal 
with – especially when friends 
and family want to have a party 
and all you want to do is curl 
up under the duvet. Don’t be 
surprised if you react like this.
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end of treatment scan. This may 
show that there is “no evidence of 
disease” or “NED”. This means that 
no cancer to be seen on the scan 

“The nurse said I should start 
to think not “I have cancer” but 
“I had cancer” and that made 
such a difference to me.”

Doctors will continue to check on 
you after treatment has ended and 
may do regular internal physical 
examinations. They are checking for 
late side effects of treatment and to 
see whether the cancer has come 
back at the top of the vagina. This is 
called “follow up care”. 

Different hospitals organise their 
follow up in different ways. Your 
follow up will also depend on your 
grade and stage at diagnosis.

• Some hospitals do not see women 
with early stage, low grade cancers 
on a regular basis but ask them 
to phone the clinic if they have 
worries or any signs of the cancer 
coming back

• Some hospitals see all women 
every three months for the first 
year, then at six monthly intervals 
and finally every year until they 
reach the five-year milestone

• Some women diagnosed with high 
stage or high grade cancers may 
be offered regular CT scans
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Chapter 4:

Looking ahead
Women say that a womb cancer 
diagnosis changes everything.  
They feel that they will never be  
the same again. But over time,  
many women find they can move  
on, even though it’s a long road  
from initial diagnosis to putting 
cancer behind you. There are lots  
of practical, psychological and 
physical milestones to overcome. 

Life after surgery
Whatever treatment you have, it 
takes time to recover. After major 
surgery, the visible wounds usually 
heal quite quickly, but invisible 
internal wounds take longer and it 
can be months before you are back 
to full strength.

If you are pre-menopausal at the 
time of surgery, you will experience  
a surgical menopause. 

The average age to go through  
the menopause is 51, and this is 
usually a gradual process. Women 
may experience symptoms such  
as hot flushes, vaginal dryness, or  
a reduction in libido over a period  
of months or even years.

Surgical menopause is immediate, 
and some say the symptoms are 
more acute. We recommend talking 
to The Daisy Network who can 
provide expert information and 

support around the topic of the 
menopause. 

My surgeon told me at the 
start of this that I should give a 
year to the treatment as I had 
advanced womb cancer. At the 
time, I thought “you have got to 
be joking”. But he was right. In 
fact, it was an underestimate.

Most oncology teams suggest 
waiting at least three months to 
see how your body responds to 
the surgery before considering 
Hormone Replacement Therapy 
(HRT) to manage any symptoms of 
menopause you may experience. 
Your GP should discuss these 
options with your oncology team,  
if only to learn if there are any 
reasons why you shouldn’t opt for 
HRT, as some cancers can have a 
hormonal drive and therefore HRT 
may not be suitable for you.

Oestrogen supports bone and 
bladder health, so if you had a 
hysterectomy and your ovaries 
removed – putting you into an early 
menopause – then it may be that 
your team will want to consider 
prescribing oestrogen until your 
“natural” menopause age.
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After surgery, radiotherapy may 
last for several weeks and can 
lead to changes in your bowel 
habits, bladder and energy levels. 
Recovering can take weeks after 
the initial treatment. Chemotherapy 
similarly may last for months, with 
months more of re-growing hair and 
recovering from the physical side 
effects. It’s a long road.

Very often, it’s not during treatment 
that the real emotional crisis hits. 
It’s afterwards when there are no 

more doctor’s appointments and the 
safety net of the hospital has been 
taken away. This can be the time 
when many women (in fact anyone 
who’s been diagnosed with cancer) 
really struggle to come to terms with 
everything that’s happened. 

It’s OK to feel sad or down and it’s 
OK to ask for help, whether from 
your GP, local cancer centre, clinical 
nurse specialist or from other women 
affected by womb cancer. 

 

“Being told that I had womb cancer was a huge shock. Having 
searched for answers to my gynae and fertility problems for so long,  
it was definitely not the answer that I wanted. 

“I felt detached from myself in a way that felt like being told of a 
bereavement, except the loss was part of myself, and the life that I  
had planned.” 
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Things that might help: 

• Regular exercise, especially 
walking

• A healthy diet

• Stopping smoking

• Meditation, relaxation and 
massage

• Medication

Many hospitals provide health and 
wellbeing days for anyone who 
has had cancer and there may be 
a gynaecology group. Your CNS 

should give you information on 
accessing these. 

Managing long term side 
effects
Some women experience long 
term effects after cancer treatment, 
depending on their age and the 
treatment they had. Some of these 
will improve over time but some 
women are left with long term 
conditions that cannot be cured – 
only managed with the help of your 
doctor or nurse.

“When I was first told it was cancer my CNS said the word hysterectomy 
and my heart broke. I realised my future would never be what I wanted 
and this would be affecting me for a long time. 

I have since been trying to rebuild my life and get my head around what 
my new future will look like.”
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Long term side effects may include:

• Loss of fertility 

• Changes in sex drive and body 
image

• Vaginal dryness and shortening 
caused by radiotherapy 

• Lymphoedema

• Bladder and bowel changes

• Reduced sleep

• Reduced quality of life

• Bladder, rectal, and marrow 
dysfunction

“It’s the fear of the unknown that 
gets to you. I’d been through 
the treatment and my last scan 
showed there was no evidence 
of disease. But somehow that 
didn’t get through to my brain. 
I had a lump between my toes 
– and immediately thought it 
was toe cancer before I came to 
my senses and realised it was 
Athlete’s Foot. Everyone does it.”

Lymphoedema 
Some women who have had 
lymph node surgery are at risk of 
developing lymphoedema. Their legs 
swell up with fluid that the body can 
no longer drain via the lymph nodes. 
It cannot be cured, but there are 
steps you can take to try and prevent 
it from developing:

• Protect the skin on your legs from 
damage, as an infection can trigger 
lymphoedema

• Clean any grazes or cuts 
straightaway and see your GP if 
the area gets hot, red or swollen

• Use an electric razor to shave your 
legs

• Use nail clippers rather than 
scissors

• Protect your legs from the sun

• Wear well-fitting shoes 

• Keep to a healthy weight

• Exercise regularly 

• Avoid standing still for long periods 

Recurrence
The fear that cancer will come back 
is very real for anyone who has 
been through cancer treatment. It’s 
completely normal to take every 
ache, every lump or bump, every 
new sensation as a sign that the 
cancer is back. 

Your CNS or doctor should talk to 
you about how to spot a recurrence. 
Always tell your doctor if you have: 

• Bleeding from your anus

• Pain in the pelvic area

• Vaginal bleeding

• A persistent change in bowel 
habits / abdominal bloating

• A persistent cough or shortness of 
breath
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These signs and symptoms do not 
necessarily mean the cancer is back 
as there are other causes, including 
side effects of treatment, so don’t 
let them worry you too much until 
you’ve spoken to your doctor. 

When the worst happens
Most women diagnosed with womb 
cancer are completely cured. A 
minority find out that their cancer has 
come back. 

• About three quarters of recurrent 
women cancers are detected 
within the first three years of 
treatment ending

• The longer you go without 
recurrence, the less likely it 
becomes

• Recurrence is more likely if you 
had grade 3 cancer

• Some women will experience 
vaginal bleeding as the first sign. 
Others may have a recurrence 
detected by CT scans during 
regular follow up. 

If cancer comes back it can often 
be treated with radiotherapy, 
chemotherapy or hormone drugs. If 
the cancer is widespread, it might 
be considered incurable. Doctors 
will control the cancer and its side 
effects.

Hearing the news that the cancer 
has come back can be devastating 
for everyone involved. Feelings of 
sadness, fear and anger are very 
common.

“When I heard the cancer was 
back and was incurable, I felt 
like I was dying. I made a will, 
applied to the life insurance 
company for a pay out under the 
terminal illness clause and got 
in touch with the local hospice. I 
worked with a counsellor to try to 
understand what I was feeling. 

“Over time, I have been able to 
stop thinking that I am dying of 
cancer and living with incurable 
cancer. I take each day at a time 
and try to stop myself spinning 
off into the future. It’s not easy – 
but it is so much better than the 
alternative, which is to be sad, 
frightened and angry all the time.”
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Chapter 5:

Further support
Ask Eve gynaecological cancer 
information service includes a free 
helpline where you can talk to a 
specialist gynaecology cancer nurse 
in confidence

Ask Eve can be contacted on 
Freephone 0808 802 0019 or by 
email nurse@eveappeal.org.uk 

Macmillan Cancer Support 
provide a wide range of services 
to people diagnosed with cancer, 
including information and support 
on its website, a free helpline, 
local support groups and an online 
community with a dedicated womb 
cancer group

The helpline is open Monday to 
Friday, 9am to 8pm on freephone 
0808 808 0000

Cancer Research UK provides up 
to date and reliable statistics about 
cancer and information about cancer 
treatment and research 

Womb Cancer Support UK is a not-
for-profit support and awareness 
organisation, which also runs a 
closed Facebook group for women 
affected by womb cancer 

Pelvic Radiation Disease 
Association provides support 
and information for pelvic cancer 
survivors 

Lymphoedema Support Network 
provides support and information for 
people with lymphoedema

Hysterectomy Association and 
Hystersisters provides support and 
information about hysterectomy

Lynch Syndrome UK provides 
support and information for people 
affected by Lynch Syndrome

The Daisy Network provides support 
and information for younger women 
experiencing the menopause

Look Good, Feel Better provides 
make up workshops for women 
undergoing cancer treatment 

Breast Cancer Care provides 
information about coping with hair 
loss and a list of headwear suppliers

College of Sexual and Relationship 
Therapists provides information and 
support about sex and relationships 
and a list of qualified practitioners 
and clinics providing sex and 
relationship therapy in the UK

Fruit Fly Collective provides 
information and support on how to 
talk to children about cancer
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Disclaimer
We have made every effort to ensure 
the information in this booklet is 
accurate and up to date. It cannot 
be relied on as a substitute for 
individualised specialist professional 
advice. So far as it is permitted 
by law, The Eve Appeal does not 
accept liability in relation to the 
use of any information contained 
in this publication or of third-party 
information or websites included or 
referred to in it. 

With thanks to:
This booklet was written with the 
help of Daloni Carlisle, Dr Tracie 
Miles PhD, Dr Adeola Olaitan, Dr 
Emma Crosbie and women affected 
by womb cancer. 

Sources include: 

• European Society for Medical 
Oncology Endometrial Clinical 
Practice Guidelines 2013

• Cancer Research UK Uterine 
Cancer Statistics. November 2014

• National Institute for Health and 
Clinical Excellence guideline NG12: 
Suspected Cancer: recognition 
and referral. June 2015

• Royal College of Obstetricians 
and Gynaecologists Green-top 
Guideline 67: Management of 
Endometrial Hyperplasia. February 
2017
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There is an urgent need for more research into how 
womb cancer can be prevented, diagnosed and treated if 
we are to save lives from this disease. The Eve Appeal is 
one of the only charities in the UK that specifically funds 
womb cancer research. 

“ “

Dr Emma Crosbie, Womb Cancer Specialist, University of  
Manchester

Some cancers such as womb cancer are potentially  
preventable. I think it is sad that the first time a woman 
finds out that her weight is a risk factor for endometrial 
cancer is when she is referred to me for treatment of the 
disease.

“ “

Dr Adeola Olaitan, Consultant Gynaecologist and Gynaecological 
Oncologist, University College London Hospital

As a womb cancer survivor myself, my hope for the future 
is that this cancer gets the same level of awareness as 
other female cancers. As it is the most common 
gynaecological cancer, all women need to be aware of it. 
25/26 women a day are diagnosed with womb 
cancer yet many of them have never heard of it. This has 
to change. 

More awareness is vital and I think this booklet goes 
a long way to helping give womb cancer the recognition 
it needs.

“

“

Kaz Molloy, womb cancer advocate and Founder of Womb 
Cancer Support UK



Telephone: 020 7605 0100
Email: office@eveappeal.org.uk
Website: www.eveappeal.org.uk

The Eve Appeal
15B Berghem Mews
Blythe Road
London
W14 0HN

“From my experience as a GP, I know first-hand how  
important it can be to patients to have the support of a  

charity such as The Eve Appeal; especially when producing 
a guide such as this, which could go a long way to educate 

and help patients with a womb cancer diagnosis. 

“Womb cancer is little-known and a topic very few  
people talk about, so being able to provide patient  

support as a GP is absolutely crucial – I can really see  
this resource being immensely helpful”

 
Dr Ellie Cannon, GP and broadcaster

Gynaecology Cancer Research Fund (Trading as The Eve Appeal). Registered charity no. (England & 
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