
Living with lung cancer



Living with lung cancer2

Introduction
If you or someone you care for has just been diagnosed with lung cancer 
then it’s almost certain that you will have lots of questions which need 
answered. This booklet was produced in partnership with lung cancer 
experts and people affected by lung cancer. 

Understanding your lung cancer may help you make informed decisions 
about your care. Please remember that most healthcare professionals 
are only too happy to answer your questions and discuss any of your 
concerns. This booklet should be used along with information provided by 
your healthcare team.

We hope that this booklet will be of use to you. However, if any  
of your questions remain unanswered, talk to your cancer doctor or  
lung cancer nurse specialist, or call the Roy Castle Lung Cancer 
Helpline free on 0333 323 7200 (option 2). You can also contact  
one of the many support organisations available (see page 51 of this 
booklet).You can also view the support organisations online at  
www.roycastle.org/usefulcontacts

i
This booklet is part of an information pack on lung cancer called  
Lung cancer – answering your questions. This pack contains two booklets 
– Living with lung cancer and Managing lung cancer symptoms, along with a 
DVD. The following treatment booklets are also available:

• Chemotherapy for lung cancer
• Radiotherapy for lung cancer
• Surgery for lung cancer
• Targeted therapies for lung cancer 

You can view and order this information pack online at  
www.roycastle.org/ayqpack or call the Roy Castle Lung  
Cancer Helpline free on 0333 323 7200 (option 2). 
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How do my lungs work?
Everyone has two lungs; each lung is divided into smaller sections called 
lobes - three on the right and two on the left. The inside of your lungs 
are like a large sponge. Every part of your body needs oxygen to function. 
When you breathe in, fresh air brings new oxygen into your body and 
when you breathe out, used breath is removed.  Each time you breathe in, 
the air flows into your nose or mouth down through your throat and into 
your windpipe (trachea). The trachea divides into two smaller passages 
called the left and right bronchi. 

Like branches, the bronchi divide again and again, branching into much 
smaller tubes (bronchioles), which take the air to millions of tiny air sacs 
called alveoli, and into the blood. This oxygenated blood is then carried 
from your lungs to the heart, which pumps the blood throughout the body. 

Your lungs and lung cancer
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What is lung cancer?
Lung cancer is a term used to describe a growth of abnormal cells inside 
the lung - these cells reproduce at a much quicker rate than normal cells. 
The abnormal cells grow to form a growth, a lump that is described by 
doctors as a tumour. If the abnormal cells first started growing in the 
lung, it is called a primary lung cancer. If the abnormal lung cells break off 
and travel, they may start to grow in other areas of the body, for example 
bones. This new growth is called a secondary cancer or metastasis. There 
will be more information later on in the booklet about lung cancer 
metastasis (see page 15).

What causes lung cancer?
Although around 10-15% of people who are diagnosed with lung cancer 
have never smoked, in the vast majority of cases tobacco smoking is the 
main cause of someone’s lung cancer. There are other risk factors that can 
increase the lung cancer risk, but this risk is far less than with smoking:

   • Passive smoking.

   • Exposure to asbestos, radon gas and chemicals.

   • Poor diet and lack of exercise.

There is more information on lung cancer prevention  
and risk factors in our factsheet – call the Roy Castle 
Lung Cancer Helpline free on 0333 323 7200  
(option 2) or visit www.roycastle.org/factsheets  
for more information.

i
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Is there a cure for lung cancer?
Yes, it is possible to be cured of lung cancer but it is important to realise 
that your treatment and chance of cure will depend on the following:

   • Where in the lung the cancer is growing.

   • The kind or type of abnormality making the cancer cells.

   • The size of the cancer and how long it has been growing.

   •  How fast the cancer is growing and if it has spread to other  
parts of your body.

   • Your physical and emotional fitness.

All of the above will influence your treatment. Lung cancer treatments are 
developing all the time. People may think that surgery is the only effective 
treatment for lung cancer. This is not always true. Your doctors will 
consider carefully the best treatment for you. You and your family should 
understand and feel comfortable with the treatment you are having and 
why. Do ask about the treatment that has been suggested for you and why 
it is the best option.
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I’ve just been told that I have lung cancer – how will I cope?
Being diagnosed with lung cancer can be a deeply distressing event  
for you and your family. Being told you have cancer can feel like your 
world has been turned upside down. You may react in different ways  
and feel different emotions. Cancer can be linked with fears about 
treatment in hospital, and sometimes wrongly, what it means for your 
future and the possibility of dying. Uncertainty about what is  
happening to you and what might happen can be very stressful. 

You may feel differently as time passes after you have been diagnosed  
or during your treatment. Other people with lung cancer have talked 
about feelings of numbness, disbelief, shock, extreme sadness, anger,  
guilt, feelings of helplessness and fear. Many people find themselves  
looking for reasons and asking “why me?”. For others, a diagnosis of  
lung cancer may mean that life will never seem or be the same again.

In the early stages following your diagnosis, 
you may feel as though you can think of 
little else. Your sleep may be disturbed 
and you may feel very anxious. You should 
not worry that you are not coping.  These 
feelings are very normal and are not signs 
of being unable to cope. It is entirely 
normal to experience a range of strong 
and sometimes uncontrollable emotions 
after a diagnosis.

You may find that some situations trigger 
more anxiety, for example, attending 
hospital appointments, reading about lung 
cancer in the newspaper or watching a 
programme on television. 

Coping with a lung cancer diagnosis
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Future treatments and tests may also increase your anxiety. You may notice 
there is a pattern to your feelings. If you notice how and when you feel 
them this can be the first step in starting to manage them better. Crying 
is a natural and reasonable reaction, so do allow yourself time to cry. It 
can help not to not bottle up your fears and worries. Learning a relaxation 
technique can also be very helpful as it can help you switch off your mind 
from worries and also relax your body, which can then calm your mind.

How will I adjust to having lung cancer?
In the days and weeks following diagnosis, as you start to come to terms 
with the news, it is usual for these reactions to start to settle, although 
this varies from person to person. It is important that you should not be 
afraid to discuss your feelings and ask for support if you feel you need it. In 
some cases, people try to hide their emotions for fear of affecting others. 
However, keeping emotions bottled up often allow things to seem much 
worse. At first, some people find that it is difficult to talk and need some 
time to sort things out in their own mind. Being able to talk openly about 
your thoughts and feelings with others such as family, friends, your doctor 
or lung cancer nurse specialist, can be very helpful. 

Your family may also feel worried and uncertain. Talking and sharing your 
feelings can help. Getting support and help with practical tasks, such as 
housework and shopping, can reduce the pressure on you and make family 
feel that they are doing something useful.

“I couldn’t have got through my lung cancer 
treatment without my wife. Looking back I was 

terrified at times but she helped me cope.”
Robert
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What if I feel that I can’t cope with my diagnosis?
If your feelings and worries are interfering a lot with your day to day life 
and you are finding it difficult to cope, it may be worthwhile contacting 
your doctor or lung cancer nurse specialist. There are many professionals 
who can help with any problems you may be experiencing. Professional 
counsellors can provide support and help. They are also an understanding 
listener for someone who is anxious, troubled or distressed.

Having negative thoughts and beliefs about your health can be difficult 
and in some cases, may lead to depression, anxiety and a loss of self-
confidence. One way of dealing with this is to keep yourself involved in 
activities you enjoy and give you a sense of well being. 

You may find it difficult to manage your fears and worries. It is 
understandable to be worried. Try not to let any concerns become too 
overwhelming or your imagination may run riot. Try to focus your mind on 
things which are definite rather than on the “what ifs”. 

How do I tell the children?
Talking to your children can be hard. It can seem natural to try to protect 
them from the news. Those closest to you may have a sense of things 
being different, even if they have not been told about the diagnosis. For 
many people things they fear and don’t understand can cause extra worry 
than knowing what is happening.

“Positivity is important. But it’s also okay to 
cry, feel scared, angry or any other way you 

may feel. Don’t deny or pretend how you feel.” 
Sandra
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If you have young children and decide 
to tell them about your diagnosis and 
treatment, it is best to try to avoid 
too much medical jargon and provide 
information at a level that they will 
understand. It is surprising how well 
some children do cope with the news. 
However, others may need some time 
to come to terms with things.

It can be helpful to explain to 
children that it is normal for them to 
experience some strong emotions and 
you may notice some changes in their 
behaviour. It is important for them to 

discuss any worries with you openly. Sometimes taking them to hospital 
visits and introducing them to staff can help reduce some of their fears.

There are a number of very useful books, which have been written 
specifically for children on the subject of illness in the family. A list  
of reading material for children is available from Macmillan Cancer 
Support (see page 51). There is a new free comic book available to help 
children to understand non-small cell lung cancer. For more information 
visit www.roycastle.org/medikidz

If your child is of school age it is a good idea to tell their school teacher. 
This will help with any emotional or behavioural problems. If staff know 
what is happening they can be sensitive to any changes in how your child 
behaves or how they feel. If you have concerns about how your child 
is reacting, it may be useful to discuss it with your lung cancer nurse 
specialist or GP. They can make recommendations or suggest referral to a 
social worker or child psychologist.
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How will family members and friends cope with the diagnosis?
Dealing with a diagnosis of lung cancer involves not only coping with your 
own reactions but also the reactions of others around you. Some people 
may be very understanding, very helpful and know all the right things to 
say. Others may be over-protective, which at times can be very trying.

Sometimes, family and friends find it difficult to find the right balance 
between being supportive without being overly so and allowing you to 
remain independent without appearing uncaring. Many have possibly never 
had to deal with cancer before and may find it difficult to understand your 
situation.They may be very unsure about what to say to you and your 
family, or it may seem that people you know are avoiding you. Such lack of 
understanding can sometimes be very isolating and this can add to your 
distress. If you can, try to keep in touch with people who are supportive.

It is important to talk openly about your feelings and worries with  
people who can support you. Remember, whatever worries or anxieties 
you are experiencing; it is likely that your family and close friends are 
feeling them too.

Some people find talking to someone 
else who has been in a similar situation 
can help. You may find there are local 
support groups or a cancer centre 
where you can talk to others. There are 
also online forums and helpline services 
you can use. Services are available to let 
you talk either as part of a group or on 
a one to one. Some people find talking 
to someone else who has been in a 
similar situation can help.
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Are there different types of lung cancer?
Yes, there are in fact quite a few different types of lung cancer but in 
general the disease is split into two main categories:

   • Non-small cell lung cancer (NSCLC).
   • Small cell lung cancer (SCLC).

   Around 85 of every 100 people with lung cancer have non-small cell 
making it the most common group, and around 15 of every 100 people 
with lung cancer have small cell. Non-small cell lung cancer can be further 
sub-divided, as there are also different types of non-small cell lung cancer. 
Each one is made up of a different type of abnormal cell.

What are the different types of non-small cell lung cancer?
Adenocarcinoma - this is a little more common in women and is more 
commonly seen in the outer parts of the lung. There is a rarer form where 
an excess of sputum is produced.

Large cell carcinoma - this type of lung cancer is generally more 
aggressive and often arises in the larger air passages. It has a tendency to 
spread outside the lung at an earlier stage.

Squamous carcinoma - this is the commonest type of lung cancer in 
the UK and often forms in the larger, more central airways.

All types of NSCLC are potentially suitable for surgery if they are 
diagnosed at an early enough stage.

What is small cell lung cancer?
This type of lung cancer is made up of small round cells that form fleshy 
lumps and usually start in the larger airways. These cells reproduce and 
grow very quickly. It may spread to the lymph nodes and/or other organs 
in the body.

Types of lung cancer
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Small cell lung cancer is generally more responsive to chemotherapy 
treatment than other treatments. However radiotherapy may also be  
used. In rare cases this type of lung cancer can be surgically removed.  
Small cell lung cancer often reoccurs within a short space of time, so it is 
usual for you to attend regular check-ups to ensure any reoccurrence is 
found quickly.

Can other cancers affect the lung?
Yes, there is a variety but most of them are rare. Mesothelioma, pancoast 
and carcinoid tumours are three of the more common types, and are 
detailed below.

Mesothelioma: It is closely associated with a history of asbestos 
exposure either through work or contact with a person in the asbestos 
industry. It may take 35-40 years from the date of first exposure for the 
cancer to develop. For more information about lung cancer and working 
conditions see page 47.

The cancer cells are usually positioned in the lining of the lung and often 
produce fluid. This may require draining from time to time, which can 
improve breathing. For more specific information about Mesothelioma see 
useful organisations on page 51.

There has been great debate as to the most effective treatments for this 
type of cancer. It is worth discussing your options with your cancer doctor 
or lung cancer nurse specialist. It may be that you are offered a treatment 
that is still under clinical trial (see page 28).

For more information on small cell lung cancer,  
call the Roy Castle Lung Cancer Helpline free  
on 0333 323 7200 (option 2) or visit  
www.roycastle.org/smallcell

i
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Please note that financial compensation from the government may  
be available if lung damage from exposure to asbestos is proven  
(see page 47 for more information).

Pancoast Tumour: This rare tumour grows at the top of the lung. 
Treatment is usually the same as NSCLC and will depend on where  
the tumour is, the size of it and whether it has spread to other parts  
of the body. 

Carcinoid Tumour: This is a rare tumour of the lung which is generally 
less aggressive than other types. The tumour develops from a special type 
of cells in the lung called neuroendocrine cells. Many carcinoid tumours 
can be cured by surgery but some are more aggressive and can spread to 
other parts of the body and may require treatment with chemotherapy. 

Other tumours are so rare that current information is best given by your 
doctor or lung cancer nurse specialist. Below are some further unusual 
types of lung cancer:

   • Hamartoma.

   • Bronchial gland tumours.

   • Lymphoma.

   • Pleural fibroma.

   • Sarcoma.

Is it an advantage to know what type of lung cancer I have?
Yes, the most effective and appropriate treatment for you will vary 
depending on what type (pathology) of lung cancer you have, as different 
types of lung cancer respond to different treatments.
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Does lung cancer spread?
Although lung cancer frequently develops in a single area on the lung, it 
can also spread to other areas of the body. This is called metastasis or 
metastatic disease. It is usual for the lymph nodes near the centre of the 
chest to be affected first and from there the cancer can spread throughout 
the body’s circulation. The most common places of spread are the lymph 
nodes, bones (including the spine), liver, adrenal glands, skin and the brain. 
It is important to find out if any spread is present at diagnosis as this will 
help in deciding which treatment is best for you.

The following symptoms are sometimes associated with lung cancer 
metastasis. If you have any concern about any symptoms, pain or changes 
following your diagnosis talk to your hospital doctor or lung cancer nurse 
specialist. Try to remember that many aches and pains will be nothing to 
do with your cancer.

   • Frequent headaches.

   • Blurring of vision.

   • Pain in the bones, for example, ribs, shoulder, arms or legs.

   • Weakness/numbness in the legs.

   • Sickness (especially in morning).

   • Breathlessness resulting from fluid around the lung (pleural effusion).

   • Lumps in the neck or on the skin.

“Learning all I could about the type of cancer my 
husband has, helped me understand things much 
better and grab a little bit of control in my life.” 

Gill
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Who might be involved  
in my treatment and care?
A team made up of various health 
professionals should be involved in your care. 
This is sometimes called a multi-disciplinary 
team or MDT. Your team will vary depending 
on where you are getting treated, but will 
most often include a lung cancer nurse 
specialist, a chest physician, an oncologist 
(cancer doctor) specialising in lung cancer and 

a thoracic (chest) surgeon. The table on the next page explains the role of 
each person who may be involved in your care.

How can I make sure that I’m seeing the  
doctor who will give me the best treatment?
This depends on which type of treatment is best for you. However, you 
should check that the doctor is a specialist in treating lung cancer. If 
the first hospital doctor that you see does not refer you on to either a 
thoracic surgeon or an oncologist, then you should ask why. There are 
several valid reasons why you may not be referred to a thoracic surgeon 
or an oncologist. For example, it could be that the thoracic surgeon 
has already looked at your test results and decided that surgery is not 
possible. If you are not referred to a specialist and are not happy with the 
reason why, then you should ask your GP for support in being re-referred 
or for a second opinion.

Lung cancer health professional team

“I first met my lung cancer nurse when I 
was diagnosed with lung cancer in 2009. 

Since then, she’s always been there to 
support me and answer my questions.” 

Hassan
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Role of each person involved in the care of lung cancer patients

Chest/
respiratory  
physician

Doctors who specialise in chest problems. Performs 
tests such as bronchoscopies and chest x-rays with a 
view to diagnosing lung cancer. Also often the doctor 
who co-ordinates the first part of your cancer journey.

Profession How they can help

Clinical  
psychologist

Helps with a wide variety of problems, such as 
anxiety, depression and relationship problems.

Dietitian
Provides expert advice to patients and carers about 
balanced diets. Can also assess your need for any 
dietary or vitamin supplements.

District 
nurse

Visits you at home, to assess how you are keeping 
and provide practical help such as changing wound 
dressings. Is also a contact between you and your GP.

Lung cancer 
nurse 
specialist

Offers specialist lung cancer information and  
support to patients and their families. Can be 
contacted directly.

Occupational 
therapist

Provides advice in adapting your lifestyle with a  
view to saving your energy whilst still being active.  
Can also advise on equipment to help you or 
alterations to your home.
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Oncologist  
(cancer  
doctor)

Doctors who provide expertise in the  
non-surgical treatment of cancer including 
chemotherapy and radiotherapy.

Profession How they can help

Pathologist Doctors who specialise in examining biopsy samples 
and work out what type of lung cancer is present.

Physio-
therapist

Helps you to maintain or improve your mobility, 
strength and ability to exercise. Teaches you ways to 
manage your breathlessness and tiredness.

Radiologist
Doctors who specialise in carrying out examinations 
and interpreting medical images, such as X-rays, 
ultrasound scans, MRI and CT guided biopsies.

Social  
worker

Advises and helps with benefits/welfare rights,  
homecare, daycare, childcare and family relationships.

Therapy  
radiographer

Administers and provides information on  
radiotherapy treatments.

Thoracic  
surgeon 
(chest  
surgeon)

Doctors who specialise in performing surgery  
to the chest, including removal of part or whole  
lung. Can also be involved in staging your cancer  
(see page 23-24).
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There are many methods of testing for lung cancer. Remember that each 
patient is treated as an individual and therefore your doctor will only 
choose the most appropriate tests for you. Below is a list of tests used for 
the diagnosis and management of lung cancer.

Blood test: Can help in finding out about your general health and 
possible spread of lung cancer. Can provide information on many aspects 
of health including:

   • How well your kidneys and liver are working (Creatinine/LFT’s).

   •  If your body’s biochemistry is balanced  
(for example, enough calcium and protein).

   • Ongoing/vulnerability to infection (white cell count).

   • Anaemia/lack of circulating oxygen (haemoglobin).

   • Susceptibility to bruising/bleeding (platelets).

Bone scan: A scan where a small amount of radioactive material is 
injected into a vein to highlight any areas of the bones that have been 
affected by cancer, trauma, or inflammation. Normally done on an 
outpatient basis.

Bronchoscopy: Allows the doctor to examine, photograph and take a 
tiny sample (biopsy) of tissue from the inside of your lungs/airways. Before 
this test, your throat will be sprayed to make it numb and a relaxing 
sedative will be given to you. A narrow flexible tube with a tiny camera 
on the front will then be inserted through your nose or mouth and down 
into your lungs. If any abnormal areas are seen tiny biopsy samples will 
be taken. If the sample is found to be cancerous it is called malignant, if 
not it is called benign. At this point the cell type of lung cancer you have 
may be established.This test is not painful but it may leave you with a sore 
throat for a few days.A bronchoscopy is usually performed as a day case 
procedure which means that you will go home at the end of the day.

Lung cancer tests
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Chest x-ray: A simple x-ray of the chest which can sometimes show 
abnormalities such as inflammation, infection, scarring or growths.

CT guided biopsy: A test done as an outpatient using a CT scan. Local 
anaesthetic is used to freeze the skin on the front or back of the chest. 
A thin needle is then passed through the chest wall and into the lung. The 
CT scan is used to guide the needle into the correct position to allow 
the biopsy to be taken. The doctors will take a sample of tissue or fluid to 
be tested for cancer. The biopsy is sometimes slightly uncomfortable, but 
it only takes a few minutes. After the procedure you will need to stay in 
hospital for a few hours to ensure that the lung has not been damaged.

Occasionally during the lung biopsy, air can escape through the lining 
of the lung, causing it to collapse. This is called a pneumothorax (new-
mo-thor-ax). If you have a small pneumothorax, no treatment may be 
necessary and it will likely clear over a few days. If you have a large 
pneumothorax, it may be treated by putting a drain (tube) into the chest.

CT scan (computerised tomography): A scan that gives a 3D picture 
of your body’s organs. Can help to determine whether the cancer has 
spread to other organs and if it is affecting any of the lymphatic nodes 
(glands) or blood vessels. Sometimes an injection or drink (gastrografin) 
is given to highlight some of the organs in the gut. The scan is painless 
but you might feel slightly boxed in as it rotates around your body. If you 
suffer from claustrophobia you should tell the staff as they will be able to 
reassure you throughout the scan.
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Endobronchial ultrasound (EBUS): A test that allows the doctor  
to look into your lungs (similar to a bronchoscopy) and allows them to 
take samples from the glands in the centre of your chest (mediastinum) 
with the help of an ultrasound scan. Before this procedure you will be 
given a sedative to make you sleepy. A narrow flexible tube with a tiny 
ultrasound machine on the end is inserted through your mouth into your 
airways. Using the ultrasound, the doctor is able to see the glands in the 
centre of the chest (mediastinum). A needle is then passed through the 
wall of the airway to take samples from the lymph nodes. These are then 
tested to see if the cancer has spread. This test is not painful and taking 
the samples does not hurt but you may have a sore throat for a few days. 
It is usually performed as an outpatient meaning that most people go 
home the same day.

Lung function tests: These are tests to establish how well your lungs 
are working (air/oxygen capacity). May help decide if you are fit enough for 
surgery, radiotherapy, or if you have any ongoing lung conditions, such as 
emphysema. These simple tests usually involve blowing into a mouth-piece.

Lung perfusion scan: A scan that produces a picture of blood flow to 
the lungs.  Measures the ability of the lungs to take in air. A small amount 
of radioactive protein is injected into a vein in your hand or arm. You will 
then be positioned under a special camera that can detect the protein 
and a series of photographs are made of the chest. Normally done on an 
outpatient basis.

Mediastinoscopy: A surgical procedure for examining lymph nodes 
under the breastbone (will leave a small scar).This test requires a 
general anaesthetic and a short stay in hospital. It is often part of surgical 
assessment to ensure the cancer is operable.
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MRI scan (magnetic resonance imaging): A painless but noisy 
scanning machine which is similar to a CT scanner but gives a different 
type of 3D image using magnets instead of x-rays. No jewellery must 
be worn during the scan, as it will be attracted to the magnet inside the 
machine. If you suffer from claustrophobia you should tell the staff as they 
will be able to reassure you throughout the procedure.

PET scan (positron emission tomography): A scan that gives 
pictures showing where there is active cancer throughout the body. A PET 
scan should be used before lung cancer surgery and radical radiotherapy, 
to make sure that curative treatment is possible (a PET scan is more 
accurate than a CT scan for this purpose). A PET scan can also be used 
to investigate a suspected cancer, if diagnosis has not been possible using 
other tests. An injection containing a radiotracer is given to highlight any 
active cancer cells.The scan is painless and quiet and you will not be fully 
encased during the examination. Modern PET scans are usually combined 
with a CT scan which is performed at the same time – a PET-CT scan.

Sputum (spit): A sample may assist in establishing if you have any 
infections or blood present. Your hospital or GP can perform this test.

Ultrasound: This is a painless scan that uses soundwaves to create an 
image of the inside of your body. It may be used to examine inside the 
kidneys, liver and lung. It is frequently used to pinpoint fluid in the lung. 

Our Lung cancer – answering your questions pack 
has booklets on managing symptoms, radiotherapy, 
chemotherapy, surgery and targeted therapies for  
lung cancer. See page 2 for details on how to get a copy.

i
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Treatments for lung cancer
What types of treatments are available to me?
There are a variety of treatments used in the management of lung cancer. 
The main ones are surgery, radiotherapy (x-ray treatment), chemotherapy 
and targeted therapies. 

How do the doctors decide what type of  
treatment will work best for me?
Before doctors can decide what type of treatment will work best for you, 
they must consider a number of things, the most important of which is 
the stage of your cancer and your fitness. The stage of any cancer is found 
using a number of tests and scans which look at the size, position and the 
extent of any spread of your cancer. Your fitness is important to ensure 
that your body can cope with the treatment.

Lung cancer staging
Staging for lung cancer is a complicated process and is difficult to  
explain. Please don’t worry if you don’t fully understand the information 
on the following page. Your doctor or lung cancer nurse specialist can  
go over it with you.

There are two ways that doctors can describe the extent of a lung cancer. 
One is to describe the T, N and M features of your cancer. From the TMN 
category your doctors will decide which stage your lung cancer is.

Our Other treatments for lung cancer factsheet  
has information on other treatments which may  
help you - call the Roy Castle Lung Cancer Helpline  
free on 0333 323 7200 (option 2) or visit  
www.roycastle.org/factsheets for more information.

i
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TNM staging looks at the following:

   •  T (Tumour): The size and extent of the primary tumour – where the 
cancer first starts in the body. Can be 0,1,2,3 or 4.

   •  N (Nodes): Which lymph nodes in the body are affected, if any.  
Can be 0, 1, 2 or 3.

   •  M (Metastasis): Whether the cancer has spread to other parts of the 
body. Can be 0, 1a or 1b.

The lower the number, the less advanced or smaller the cancer is. 

The number staging system divides the lung cancer into four stages:

   •  Stage 1 is small and hasn’t spread (localised).

   •  Stages 2 or 3 is larger and may have spread into surrounding tissues.  
There may be cancer cells in the lymph nodes (locally advanced).

   •  Stage 4 has spread to another part of the body  
(secondary or metastatic cancer).

Usually, the lower the number stage of a cancer, the less advanced 
the cancer is and the better the outlook (prognosis). Generally, if you 
have stage 1 lung cancer, surgical removal or radical radiotherapy is 
recommended. If you have stage 2 or 3 lung cancer, surgery and radical 
radiotherapy can be considered, as well as chemotherapy. If you have stage 
4 lung cancer, palliative chemotherapy, radiotherapy or targeted therapy is 
commonly recommended. Your doctor or lung cancer nurse specialist will 
discuss what treatments are suitable for you.
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Will my general fitness or age affect the treatment I get offered?
Age is not a deciding factor, but the doctors do need to consider the 
following details:

Remember that everyone is treated as an individual, therefore, two people 
with lung cancer at the same stage may be cared for in different ways.

Are there rules and regulations for  
the treatment of lung cancer?
Yes, within the NHS there are national clinical guidelines for the treatment 
of lung cancer. This includes the maximum length of time you will have to 
wait for treatment.  

Are the lungs 
working normally?

If there is damage to the lungs from other 
illnesses, for example emphysema, then 
certain treatments may be ruled out as they 
could result in worsening of breathlessness.

Presence of  
other illnesses 

The presence of other illnesses may  
make the risks of certain treatments  
higher and this can alter a decision on  
which therapy is best.

Current symptoms 

Certain treatments require a reasonable  
level of fitness to reduce the risk of  
side-effects. If general fitness is reduced  
then these treatments may not be advisable.

Acceptability of  
side-effects 

There may be side-effects of treatment that 
would be unacceptable to some patients, for
example, hair-loss. This should be discussed 
with the doctors before a decision on 
treatment is made.
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However, health authorities/clinicians have budgets or personal 
preferences which may dictate to some extent what is actually available 
within your area.

The clinical guideline in England, Wales and Northern Ireland for the 
Diagnosis and Treatment of Lung Cancer is produced by the National 
Institute for Health and Care Excellence (NICE). To view this guideline, 
visit www.nice.org.uk and search for lung cancer.

The clinical guideline in Scotland for the Management of Patients with  
Lung Cancer is produced by a government funded organisation called  
the Scottish Intercollegiate Guidelines Network (SIGN).To obtain a copy 
of this guideline, free of charge, telephone them on 0131 623 4720, or 
visit www.sign.ac.uk

Both of the above publications are very helpful in detailing the 
management of lung cancer.

How will I cope with treatment?
Coping with cancer can involve dealing with a wide variety of issues. 
Finding out about your treatment can be a helpful way to reduce many of 
your worries. 

While most of us find giving blood and injections difficult, it is not 
uncommon for some people to have intense fears or phobias related to 
these situations. Very often these difficulties have a long history and have 
been present before the diagnosis and start of treatment.

Try to keep as relaxed as possible in the run up to each treatment. If, 
however, you find that you are experiencing problems, for example, anxiety 
or nausea, then discuss it with your doctor or lung cancer nurse specialist 
who can arrange help for you.
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What will life be like after treatment?
Many people look forward to the end of their treatment as they can start 
to try to get life back to normal. Others find this a difficult time as it often 
means that you will have less contact with hospital staff and other patients.

You may be confident that your cancer has been treated and feel able to 
move on with life. It may be helpful to try thinking carefully about your 
priorities and start by setting yourself small achievable goals, working 
upwards. It can be helpful to begin by taking each day as it comes, then 
each week, month and year after that. 

Many people go back to work soon after 
treatment ends, whilst others may feel unable 
to return to the work they did previously. 
Some people are able to arrange a more 
flexible working arrangement, such as 
fewer working hours/days or less physically/
emotionally demanding workload. 

It is also normal to be concerned about your cancer returning. Many 
people who  have been diagnosed and treated for cancer, report that this 
concern may become part of everyday life.

Often, a new ache or pain may trigger worries that your cancer has come 
back. It is important to discuss any concerns with your doctor and remind 
yourself that many aches have nothing to do with cancer.

Our Living with lung cancer DVD has information on 
emotions, emotional support and positive actions.  
See page 2 for details on how to get a copy.  

i
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Clinical trials
When doctors are uncertain about whether 
one type of investigation or treatment is 
better than another they try to answer this 
by involving patients in clinical trials. Most of 
the information that doctors have about new 
treatments is obtained in this way. During a 
clinical trial, detailed information is collected 
about each patient, drug side-effects and how 

well the treatment has worked. When this information is collected and 
compared from all the patients in your trial, it should become clear how 
good the treatment is. Without clinical trials it would be very difficult to 
know which cancer drugs work best.

I have been asked by my doctor to take part in a clinical trial. 
What does this mean?
All clinical trials have to be passed by a committee of doctors and 
members of the public before they begin. Involvement in a clinical trial is 
completely voluntary. If you decide that you want to stop being involved in 
a trial, then you simply have to tell your doctor. This will not affect your
chances of future treatment if other options are available.

How do I know that clinical trials are safe?
Trials take place in a variety of locations including cancer centres and 
district hospitals. If you are interested in discussing clinical trials, then ask 
your cancer doctor for further information on what trials are available in 
your area. Cancer Research UK can also provide details of clinical trials, 
which are taking place throughout the country. For further information 
contact them on 0808 800 4040.

Are there different types of clinical trial?
Yes, there are four different types of clinical trial, which are  
detailed on the following page.
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Phase 1: A Phase 1 trial of a new drug, or mixture of drugs, is available if 
your cancer has returned despite having previous treatment, or there is 
no effective standard treatment available. If a new drug has been shown 
to work well in laboratory experiments and animal tests, it is important 
to know whether it also works well for humans, without causing too 
many side-effects. This usually involves weekly visits (sometimes more 
often) to the hospital to measure blood counts and assess side-effects. 
You may like the close attention received during the visits but it can be 
disruptive to normal social and family activities. 

The dose of drug is increased with each new group of patients (usually 
three in each group).The higher the dose, the more likely side-effects are 
to occur however, there may also be a greater chance of response.

Phase 2: If results of a Phase 1 study show that a drug/treatment may 
be effective, without causing too many side-effects, then the next step is 
to a Phase 2 trial. This will examine how well a particular drug works for 
a certain type of cancer. The dose that you are given remains the same 
throughout the trial.

Phase 3: If a treatment has successfully passed through Phase 1 and 
2 a Phase 3 trial is performed. This compares two different forms of 
treatment; usually the new treatment against the standard treatment.
Phase 3 trials involve a larger number of patients than 1 and 2, often 
involving hundreds of patients and taking many years to complete. 

Phase 4: Phase 4 trials are done after a drug has been shown to 
work and has been given a license. Doctors do these trials to increase 
understanding of how a drug works and who it works best for.



Living with lung cancer30

If your lung cancer can’t be cured
I’ve been told that my lung cancer  
can’t be cured – how will I cope?
Unfortunately, for many different medical reasons, you may never be 
cured of lung cancer. This will be an exceptionally difficult time for you 
and your family. Many people become preoccupied with thoughts about 
treatments and why there is no curative treatment suitable for them. It 
is common to experience blame and anger. Remember, even though your 
cancer can’t be cured you may be able to live with your disease, enjoying 
a good quality of life. Lung cancer treatments are available to help 
you to live longer with as good a quality of life as possible. If you 
have questions about your treatment, do not hesitate to discuss them with 
your doctor or lung cancer nurse specialist. There are many professionals 
who will be able to help you and your carers through this difficult time.

My doctor has referred me to the  
palliative care team. What does this mean?
The palliative care team is usually made up of medical and nursing staff 
with special skills in pain control and symptom management. They work 
in a variety of settings including hospitals, the community, and in specialist 
units such as hospices. The main purpose of the palliative care
team is to make sure that you are comfortable and ensure the best 
possible quality of life for both you and your family.

The palliative care nurse works closely with your GP and district nurse 
to ensure that you get the best possible care and support in your own 
home. This will mean that you have easier access to a greater number of 
specialist services that may include day care, in-patient care and pain or 
breathlessness clinics. These services are to complement, not replace, the 
support given to you at home. If you have not been offered this service 
and would like a palliative care nurse to visit you, speak to your GP, 
hospital doctor or lung cancer nurse specialist.
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Managing everyday activities
What kind of changes should I 
make to my daily activities?
What we enjoy doing or need to 
do each day varies from person to 
person. What might be important 
to one person may not be to 
another - everyone is unique. You 
may find that at times, particularly 
during periods of treatment, you 
feel more tired than usual. You may 
also have breathing problems when 
carrying out certain activities. You 
may need to adapt some daily 
activities to help overcome this. 
When necessary your doctor 
will also provide medication or 
treatment to help you.  

When activities are carried out in the easiest, most efficient way, less 
strength is used, so you should find it easier. There are some simple 
guidelines on the following page that can help you to cope with any 
difficulties you may experience.



Living with lung cancer32

Try to remember the following three Ps:  
Prioritise. Plan ahead. Pace yourself.

Prioritise: Think about what is important for you. You may find that you 
can’t pack as much into each day as you would like, so you may wish to 
save your energy for specific activities or events. It may be helpful to leave 
some tasks, particularly heavier ones, to friends or family. This will give you 
more energy for the things that are more important to you. Let someone 
else take care of the laundry if it allows you to go on a short stroll with 
the dog.

Plan ahead: Forward planning can help you to achieve what you want 
to do, without becoming over-tired or breathless. Think ahead when 
planning outings, for example, give yourself extra time when going to an 
appointment or choose a restaurant that has good parking. This will help 
you to feel more relaxed and enjoy your outing.

Pace yourself: Try to pace yourself 
during the day by balancing periods of 
activity with periods of rest. You may also 
find that you wish to have a rest during an 
activity to avoid becoming breathless. Sit 
down for as many activities as possible. Try 
to use slow, relaxed movements and avoid 
rushing and getting flustered. 

An occupational therapist or physiotherapist can provide further 
information about managing everyday activities.
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“Sometimes you do push yourself but you 
have to listen to your body. If it’s telling 

you to rest for a couple of days, you rest.” 
Michele

Healthy living: keeping active
I want to keep active but I’m not sure if I  
should be exercising - would it help me?
It’s natural to feel a little nervous about being too active and getting out 
of breath. However, light exercise can have real benefits to your wellbeing. 
It can increase appetite, confidence and general wellbeing. It can also help 
to manage side-effects such as depression and fatigue. You should try to 
exercise at least twice a week. Here are some ideas for light exercise 
which you can fit into your everyday life:

   • Go for a walk.

   • Do some gardening.

   • Take your children or grandchildren to the park.

   • Walk up stairs instead of taking the lift.

   • Stroll around a museum or gallery.

Are there any exercise programs that I could do?
Yes, there are exercise programmes available which may help you to build 
muscle strength and endurance. It can also help you to be active for longer 
and reduce shortness of breath. Speak to your lung cancer nurse specialist 
or physiotherapist about whether this would be suitable for you and how 
to access it in your local area.
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Healthy living: healthy eating
I’ve not got much of an appetite just now – is this normal?
Loss of appetite and weight loss are both very common in people with 
lung cancer. However, making some changes to your diet can help to slow 
down or stop weight loss.

Start to concentrate on eating foods that will give you more energy 
(calories) and protein. Smaller meals can be less of a challenge, so try 
three smaller meals with extra snacks and nourishing drinks in between. 
You are more likely to get the energy you need if you eat little and often.

What kind of things should I be eating?
You can hide extra calories in foods by adding butter, grated cheese or 
cream to savoury foods. Puddings and fruit can be improved with cream, 
evaporated milk, ice cream, dried fruit, honey, jam or syrup.

For snacks, try some biscuits or cake with a cup of tea, cheese and biscuits, 
crisps or nuts, a bowl of cereal or a creamy yoghurt.

I can’t face eating at all just now – what should I do?
If you aren’t able to eat at all, try a nourishing drink. Fortified milk is  
good for this. Just add three or four tablespoons of skimmed milk  
powder to a pint of full fat milk. You can then use this in hot drinks or 
blended with milkshake powder, fruit or ice cream. Keep it in the fridge 
and use within 24 hours.
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Healthy living: lifestyle choices
Can I drink alcohol while getting treatment?
If you are undergoing cancer treatment and you are considering having 
some alcohol, talk to your doctor about it first. A glass, a couple times a 
week, may not be a problem. However, alcohol can irritate your mouth 
and your throat, so if your mouth or throat are at all sore you should 
completely avoid drinking alcohol. 

I am a smoker, is it worthwhile trying to  
quit before I start my treatment?
Although most health care professionals will advise you to quit, they  
will recognise that this is a very individual choice. If you do stop  
smoking, you will improve your circulation and reduce the amount of 
poisonous chemicals in your body. Research evidence shows that having 
cleaner lungs may also help speed up your recovery from treatments, 
reduce the risk of the cancer returning and increase your chance of 
survival. Contact details of Stop Smoking Support and Helplines can be 
found at the back of the booklet. Ask your doctor or lung cancer nurse 
specialist for advice on giving up smoking.

Please note that if you are going to have surgery for lung cancer, you will 
be expected to stop smoking before your surgery.

For more information on managing common lung cancer 
symptoms such as breathlessness, tiredness, coughing, pain 
and weight loss, see our Managing lung cancer symptoms 
booklet. See page 2 for details on how to get a copy. 

i
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Healthy living: relaxation
I sometimes find it difficult to relax – is there anything that  
can help this?
It’s normal to find it difficult to relax or have feelings of stress, anxiety or 
depression. Being affected emotionally is normal. It may help to talk about 
how you feel with a member of your family, a friend, or your lung cancer 
nurse specialist. Sometimes your friends and family need to talk things 
over as well.

Relaxation may be helpful as you train the mind to relax the body. This 
may help to reduce any stress or anxiety you feel. The following are 
relaxation techniques which may help you.

   • Learning to relax – progressive muscular relaxation.

   • Guided imagery.

   • Visualisation.

Learning to relax
The first stage in learning relaxation is becoming more aware of which 
particular parts of your body tense up when you feel uptight. The most 
commonly affected areas are the neck, shoulders and back. Below are 
exercises that are intended to help you learn how to relax.

Progressive muscular relaxation
These simple exercises take about 20 minutes to complete. Learning to 
relax takes practice. To begin with, start by practising these exercises at 
least once a day.

Either do these exercises in a comfortable armchair, which provides good 
support for your head and shoulders, or propped up in bed. To begin with, 
do the exercises somewhere where you know you will not be disturbed 
and you can concentrate fully. It might be helpful to get someone to read 
out these exercises to you at first.
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Deep relaxation involves tensing and relaxing muscle groups throughout 
your body. You should tense the muscle group for a few seconds before 
relaxing it. Try to concentrate on the difference between feeling tense and 
relaxed. For maximum benefit, tense and relax each muscle group twice 
before moving on to the next one. Before starting the exercise, shut your 
eyes and establish a slow, steady pattern of breathing. Begin to notice how 
every time you breathe out, you start to feel more relaxed.

   Hands and wrists – tense your hands by squeezing your 
hands into fists. Feel the tension and – relax. Notice the 
difference between tension and relaxation. Repeat.

   Arms – bend your arms, bringing your hands up towards 
your shoulders and again, notice the tension. Try to make the 
muscles tight for a few seconds and – relax. Repeat.

   Shoulders – bring your shoulders up as high as you can. 
Hold the tension and then – relax. Allow your shoulders to 
drop back down and again feel the difference between the 
tension and the feeling of relaxation. Concentrate on how 
your hands, wrists, arms and shoulders now feel relaxed and 
heavy. Repeat.

Neck - press your head backwards, either against the bed or chair  
and feel the tension. Hold that tension for a couple of seconds  
and – relax. Repeat.
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   Face - pull your eyebrows tightly together and close your 
eyes, as if making a frown, and hold that tension for a few 
seconds, then – relax. Now try clamping your teeth together, 
feeling the tension in your mouth and jaw. Push your tongue 
against the roof of your mouth and hold that tension for a 
couple of seconds and – relax. Repeat.

Chest and stomach - push your chest out arching your back and hold 
that position for a couple of seconds. Notice how the muscles in your 
chest feel relaxed. Continue to breathe regularly and evenly. Next, pull 
your stomach in tightly and hold the tension for a couple of seconds and – 
relax. Repeat. 

Legs - point your toes away from your head and stretch your legs. Feel 
the tension for a couple of seconds and – relax. Repeat. 

For a few moments, continue to breathe gently and regularly, enjoying the 
feeling of relaxation. Try to imagine a pleasant image in your mind’s eye. 
Once you are ready to move, count backwards from three to one and 
open your eyes. Get up slowly and try to keep that state of relaxation for 
as long as possible.
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Guided Imagery
Before imagining or listening to this scene, close your eyes and take three 
deep breaths… Breathe slowly and easily, in through your nose and out 
through your mouth…

Now picture a happy, pleasant time, a time when you have had little or no 
problems or worries about your health…

Fill in the details of that time… look at the surroundings – is it indoors?... 
outdoors?... who is there?... what are you doing?... listen to the noises… 
even those in the background… are there any pleasant smells?… feel the 
temperature… now just enjoy the surroundings… you are happy… your 
body feels good… enjoy the surroundings… fix this feeling in your mind, 
you can return any time you like by just picturing this happy time…

When you are ready take three deep breaths… with each breath say  
the word “relax”… imagine the word written in warm sand… now  
open your eyes –remain quiet for a few minutes before slowly returning 
to your activities.
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Visualisation
One way to use visualisation is to think about pleasant scenes from your 
past or create new scenes in the mind. It allows you to create more of 
your own images than the guided imagery technique does. For example, 
try to remember every detail of a party that made you happy. Who was 
there? What happened? What did you talk about? You can do the same 
sort of thing by remembering a special holiday.

Another form of visualisation involves using the mind to think of symbols 
that represent the discomfort of pain felt in different parts of the body. 
For example, the tightness in your chest may be red or have a constricting 
band around it. After forming these images you can then try to change 
them. The red colour may fade until there is no more colour, or the 
constricting band will stretch and stretch until it falls off.

Visualisation is a useful technique to help you set and accomplish your 
personal goals. After you have set these goals take a minute to imagine 
doing your exercises, taking your medications, or taking a walk. Here you 
are mentally rehearsing the steps you need to take in order to achieve 
your goals successfully.
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Complementary therapies
What are complementary therapies?
Sometimes also known as alternative therapies, they may help to control 
your symptoms and enhance your quality of life. Complementary therapies 
may be used alongside conventional cancer treatments. They work using 
the healing power of nature and stimulating the body’s natural healing 
ability. They aim to treat the whole person including the physical, spiritual 
and social being. However, it is important to stress that although you may 
find complementary therapies very helpful in reducing symptoms such 
as pain, there is no conclusive scientific evidence which proves that such 
treatments can cure cancer.

There are a huge variety of complementary therapies advertised on the 
open market, many are well known and have been proven to be helpful. 
However, there are also some therapies that are expensive and have 
doubtful benefits. Be very wary of unusual and often costly therapies 
advertised in the media such as the internet, or newspaper adverts. If you 
are in any doubt discuss with your GP or hospital team whether it may be 
of any particular benefit to you. You may find that your hospital or GP has 
a complementary therapy service available. 

Note: It is important to also check with your doctor before starting any 
complementary therapy, as it may interfere with some treatments or other 
medication you may be taking.
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Below is a table explaining some of the more popular  
complementary therapies.

Acupuncture

Part of a system of Chinese medicine, which depends 
on the balanced functioning of the body’s energies and 
involves very fine needles being inserted at specific 
points on the body’s surface.

Therapy Explanation

Aromatherapy
Uses massage and inhalations combined with  
essential plant oils, to promote health and healing  
of the whole body.

Bowen  
technique

A light tissue manipulation thought to help balance  
the body’s energies.

Hypnotherapy Uses the hypnotic state to overcome limitations  
by controlling the body and mind.

Massage
Uses gentle to vigorous contact to stimulate the  
blood flow around the body, helping a person to relax.

Reflexology
A form of ancient Chinese medicine involving 
treatment using massage to reflex areas found in the 
feet and the hands.

Reiki
Uses life energy being passed by gentle, touch,  
through the practitioner to the person receiving  
this relaxation treatment.

Spiritual  
healing

Channels healing energy from a spiritual source to the 
patient through the healer’s hands.
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Travelling and lung cancer
Is it OK for me to go abroad on holiday?
It’s very important for you to speak to your doctor or lung cancer nurse 
specialist before making any travel plans. They can tell you whether your 
cancer or treatment may make travelling unsafe. They can also tell you 
what you might need to consider when travelling abroad.

Will I be able to get travel insurance?
Getting travel insurance can be difficult. But there are specialist insurance 
companies that cover people with cancer. To be sure you are covered for 
any medical problems whilst abroad, you will need a policy that says it will 
cover you for your cancer. 

Roy Castle Lung Cancer Foundation produces  
a Travelling and lung cancer factsheet. This  
provides more detailed information about 
getting travel insurance, along with a list of travel 
insurance companies and brokers recommended 
by people who have been affected by lung cancer. 
You can get a copy either on our website  
www.roycastle.org/factsheets or call the  
Roy Castle Lung Cancer Helpline free on 
0333 323 7200 (option 2).

Will I be allowed to take my medicines abroad?
If you are taking regular medicines, make sure that you have enough to  
last you the whole trip, even if your return is delayed by a couple of days.

Also remember that some countries limit the amount of certain  
drugs that can be taken into the country. Check with the high commission 
or embassy of the country you’re travelling to about any restrictions  
they have.
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It’s a good idea to carry all medicines, covering letters and licences for 
controlled drugs in your hand luggage, as customs officers will usually need 
to see them. Also try to keep medicines in their original packaging so they 
can be easily identified.   
 
Is there any way to help my breathlessness when I’m travelling?
If you struggle with breathlessness, sometimes it can be helped by taking 
oxygen during a flight. Your doctor or clinical nurse specialist can arrange 
for you to have a fitness to fly test to find out if you would benefit from 
this. If your doctor says you should take oxygen when flying you should 
speak to the airline before you book your holiday. Each airline has a 
different policy on carrying oxygen and whether they charge a fee or not.

Speak to your doctor or lung cancer nurse specialist about who can 
supply you with oxygen for the flight and what arrangements can be made 
if you need oxygen throughout your holiday.

Most airports and train stations have facilities to help you get around  
and avoid getting too breathless. This may be either wheelchairs or 
mobility buggies. 

    Do I need to take  
extra care in the sun? 
Some cancer treatments  
can make your skin more 
sensitive to damage from the 
sun. Speak to your doctor or 
lung cancer nurse specialist 
about what extra care you 
should take if you are travelling 
to a sunny destination. 
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Financial help
Am I entitled to any benefits?
The benefits system can be confusing, especially if you have never been in 
a position before of needing to claim. A variety of financial help is available 
for people affected by lung cancer. You may be able to claim some of the 
following benefits:

Attendance 
Allowance 
(over 65 years old)

Must have needed help for at least six months due to 
illness or disability. Not affected by savings or income.*

Carers  
Allowance

Is the main benefit for carers, you must be looking 
after someone for 35 hours a week or more and 
earn £102 a week (after deductions) or less to be 
eligible. Carers Allowance is paid at £61.35 a week 
(2014/15 rate). Not affected by savings, although the 
person being cared for must be receiving Attendance 
Allowance or the daily living component of Personal 
Independence Payment (at either rate).

Employment 
and Support 
Allowance
(Universal Credit 
will replace  
this benefit)

Provides financial help to people who are unable to 
work because of illness or disability. It also provides 
personalised support to those who are able to work. 
There are two types of entitlement: contributions 
based and income based. You may be entitled to 
either or both depending on your national insurance 
contributions and income/savings.

Personal 
Independence 
Payment - PIP
(Replaces Disability 
Living Allowance)

Helps with some of the extra costs caused by  
long-term ill-health or a disability if you’re aged  
16 to 64. How much you get is not based on your 
condition, but how your condition affects you. You’ll 
need an assessment to work out the level of help you 
get. Your award will be regularly reassessed to make  
sure you’re getting the right support.*
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Please note that the rates mentioned in the benefits table are accurate at the time this booklet went to print (see back inside cover for date).

*If you are terminally ill, your claim has special rules. You don’t need to meet the 
three and six month qualifying conditions and will be dealt with more quickly. 
Your healthcare professional will need will need to fill in a form called a DS1500.

Most cancer information centres can either help you to complete the 
required forms or signpost you to a benefits advisor who will be able 
to help you.  These advisers can often also track the progress of your 
application. There is a different form for each type of benefit. You can get 
the forms by phoning the Disability Benefits Helpline on 08457 123 
456 or at your nearest Citizens Advice Bureau.

In addition to benefits you may also be able to get help with paying your 
rent and/or Council Tax. You may be entitled if you are either working 
and have low earnings, or if you are not working and have a low income, 
pension and/or benefits. Contact your local council for information on 
how to claim. You may also be able to get help with prescriptions, dental 
treatment, spectacles and the cost of travelling to and from hospital. Ask 
your lung cancer nurse specialist or benefits advisor about the Blue Badge 
Parking Scheme or Mobility Scheme.

Roy Castle Lung Cancer Foundation offers small grants to people affected 
by lung cancer. Speak to your lung cancer nurse specialist to find out if you 
qualify. For more information, visit www.roycastle.org/patientgrants. 
Other charities also offer financial help. Your lung cancer nurse specialist 
will be able to advise you of any available funds. 

Statutory  
Sick Pay

Must earn at least £111 per week before tax and 
national insurance. Can be paid for up to 28 weeks.

Working  
Tax Credit
(Disability element)

Must qualify for Working Tax Credit, work at least 16 
hours per week, and have an illness or disability which 
puts you at a disadvantage from getting a job.
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My lung cancer might have been caused by my working 
conditions. Can I get any extra benefits or compensation?
Most lung cancers are not caused by working conditions. However, some 
types of lung cancer can be caused by coming into contact with asbestos 
or silica dust. A number of chemical agents including fumes from arsenic, 
benzene, nickel or tin (or their compounds); or fumes from a number 
of chromate compounds also carry an increased risk of developing lung 
cancer. People at risk include those who have worked as laggers (and in 
other trades involving heavy exposure to asbestos dust); dyers; coke and 
gas plant workers; metal smelters and others. Some people who come 
into contact with cancer causing chemicals at work may also have smoked. 
Smoking and exposure to these chemicals further increases your risk of 
getting lung cancer.  
 
If you have lung cancer and have come into contact with any of the 
above cancer causing chemicals at work, you may also be entitled to 
Industrial Injuries Disablement Benefit. You may also be able to claim 
civil compensation. Please ask your cancer doctor or lung cancer nurse 
specialist if it is appropriate for you to apply. For more information  
contact your local Industrial Injuries Disablement Benefit centre at  
www.gov.uk/industrial-injuries-disablement-benefit. To claim this 
benefit you will need to complete a form and send a report from your 
doctor or lung cancer nurse specialist giving details about your lung 
cancer. To claim compensation you should seek advice from lawyers who 
specialise in dealing with claims for occupational lung disease. Good 
lawyers should offer you a first interview at no cost to you. 

“Find out what financial help is available as soon 
as you are diagnosed. We suffered in silence and 

used up all our savings before getting help.”
Phil
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Help and support available
I would like to get some support but don’t know where to go. 
Are there any support services that could help me? 
Everyone has different needs when it comes to lung cancer support.  
Lung cancer nurse specialists offer a variety of support to people affected 
by lung cancer. The following are types of support for people affected by 
lung cancer, which are available around the UK:

   • Lung cancer nurse specialist.        • Support Groups.

   • Online Support.   • Cancer Information Centres.

   • Carers’ Centres.  

     
Support Groups 
Roy Castle Lung Cancer Foundation has 
a network of lung cancer support groups 
around the UK. These groups meet 
regularly and are organised by a local lung 
cancer nurse specialist. The groups aim to 
provide you with the opportunity to meet 
other people affected by lung cancer, get 
support through sharing experiences and 

learn more about lung cancer and looking after yourself. Other support 
groups are available around the UK, including support groups for both 
carers and cancer survivors. You can find details of your local lung cancer 
support group at www.roycastle.org/supportgroups

“I attend a support group and look forward 
to attending each month. We have a good 
laugh and it’s helpful speaking to others 

going through something similar.” 
Maureen
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Cancer Information Centres
Most cancer treatment hospitals have an NHS or charity funded cancer 
information centre. Most of these centres have a team of experts and 
trained volunteers on hand to answer your questions. You can also access 
booklets, leaflets and other sources of information free of charge. Some 
centres also offer other services, including self-help and support groups, 
and complementary therapies.

Carers’ Centres
All around the UK Carers’ Centres offer a wide range of local support 
services to meet the needs of carers in their own communities. 
This includes information and advice about all issues affecting carers, 
including benefits, breaks, respite and support services, carer assessment 
procedures, and home aids and adaptations. They can also provide 
emotional support by offering opportunities for carers to talk through 
their concerns, both individually and in group sessions, with staff, trained 
volunteers and other carers who understand their situation, helping to 
reduce feelings of isolation and stress. 

Online Support
There are many cancer related website-based discussion forums. 
They provide an online community for people to ask questions, share 
knowledge and experiences, exchange ideas and support each other. To 
visit our forum go to healthunlocked.com/lungcancer. This forum 
allows you to share your experience through blog posts and questions. 

For details of your nearest support group, cancer 
information centre, carers centre or lung cancer nurse 
specialist please call the Roy Castle Lung Cancer 
Helpline free on 0333 323 7200 (option 2). 
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What other types of lung cancer information are available?
Roy Castle Lung Cancer Foundation provides information about  
lung cancer online, in print (booklets and factsheets) and on DVD.  
This booklet is part of an information pack on lung cancer called  
Lung cancer – answering your questions. This pack contains two  
booklets – Living with lung cancer and Managing lung cancer  
symptoms, along with a DVD. The DVD has subtitles in the following 
languages: Arabic, Bengali, Gujarati, Polish, Punjabi, Urdu. 

The following treatment booklets are also available:

• Chemotherapy for lung cancer.
• Radiotherapy for lung cancer.
• Surgery for lung cancer.
• Targeted therapies for lung cancer.

Inspire lung cancer magazine provides lung cancer 
news, professional advice and sharing of real-life lung 
cancer experiences. To view online or receive a free 
regular copy of Inspire magazine and other news 
from the charity, visit www.roycastle.org/inspire

You can view and order this information pack online at  
www.roycastle.org/ayqpack or call the Roy Castle Lung 
Cancer Helpline free on 0333 323 7200 (option 2). 
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There are many different organisations working with the NHS to provide 
valuable information and support to people affected by lung cancer. Here 
are the contact details of some organisations which may be of help to you:

Cancer Research UK
Funds cancer research and clinical trials throughout the UK.
Helpline: 0808 800 4040
Website: www.cancerresearchuk.org

Carers Trust
Provides Carers’ Centres all around the UK offering a wide range of local 
support services to meet the needs of carers in their own communities.
Helpline, England: 0844 800 4361
Helpline, Scotland: 0300 123 2008
Helpline, Wales: 0292 009 0087
Website: www.carers.org

Carers UK
Provides expert advice, information and support on all matters to do  
with caring for someone.
Carers Wales: 029 2081 1370
Carers Scotland: 0141 445 3070
Carers Northern Ireland: 02890 439 843
Carers UK Adviceline: 0808 808 7777
Website: www.carersuk.org

Citizens Advice Bureau
Provides free, independent, advice on your rights and responsibilities.
Wales: 03444 77 20 20
England: 03444 111 444 
Scotland: 0808 800 9060
TextRelay users should call 03444 111 445
Website: www.citizensadvice.org.uk

Useful organisations
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Disability Benefits Helpline
Provides advice or information about a claim you’ve already made 
for Disability Living Allowance, Attendance Allowance or Personal 
Independence Payment.
Helpline: 08457 123 456
Website: www.gov.uk/disability-benefits-helpline

GOV.UK
The official source of information on benefits.
Website: www.gov.uk/browse/benefits

Macmillan Cancer Support
Provides practical, medical and financial support.
Helpline (freephone): 0808 808 0000
Website: www.macmillan.org.uk

Maggie’s Centres
Provides a community of support in centres around the UK, to  
anyone affected by cancer.
Helpline: 0300 123 1801
Website: www.maggiescentres.org

Marie Curie Cancer Care
Runs hospice centres throughout the UK, and a community nursing 
service to support cancer patients and their carers in their homes.
Helpline (freephone): 0800 716 146
Website: www.mariecurie.org.uk

Mesothelioma UK
A national resource centre, dedicated to providing Mesothelioma 
information, support and improved care and treatment.

Helpline (freephone): 0800 169 2409
Website: www.mesothelioma.uk.com
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National Lung Cancer Forum for Nurses
Provides information to patients, carers and health professionals who 
support people affected by lung cancer.

Website: www.nlcfn.org.uk

Stop Smoking Support and Helplines
Our online forum Quit Support provides a community to  
help you stop smoking and offers support and advice from  
others in the same situation. To visit our stop smoking forum,  
go to healthunlocked.com/quitsupport. This forum allows  
you to share your experience through blog posts and questions.

NHS Smoking Helpline: 0800 022 4332 (England) 
Website: www.nhs.uk/smokefree

Smokeline: 0800 848 484 (Scotland)
Website: www.canstopsmoking.com

Want2Stop (Northern Ireland) 
Website: www.want2stop.info

Smokers Helpline: 0808 085 2219 (Wales)
Website: www.stopsmokingwales.com

Tenovus Cancer Care
Offers support, advice and treatment for people affected by cancer in 
Wales. Mobile cancer support units provide treatment closer to home, in 
the community. Also provides information on financial support/benefits, 
cancer prevention and funds cancer research.

Helpline (freephone): 0808 808 1010
Website: www.tenovuscancercare.org.uk
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All of our information is written either by our information team or  
by lung cancer experts. We have a panel of lung cancer experts made  
up of doctors, nurse specialists and other health professionals involved 
in the care of people affected by lung cancer. These people help us on a 
voluntary basis. You can find out about our Expert Panel at  
www.roycastle.org/expertpanel

Our information is also reviewed by members of our Reader Panel (made 
up of people who have experience of lung cancer). This ensures that our 
lung cancer information meets their needs. You can find out about our 
Reader Panel at www.roycastle.org/readerpanel

This booklet was produced in partnership with 
*  Our funding policy ensures that sponsors of our lung cancer  

information products do not have any editorial control.

Our information is accredited by The Information 
Standard, which makes sure that it is trustworthy, 
easy to read and reliable. It also must be based on 
the best clinical evidence that is available.

The information is evidence based and follows national clinical guidelines 
for the management of lung cancer. You can find references to sources of 
information within this booklet at www.roycastle.org/evidence

About our lung cancer information

We value your feedback
If you would like to tell us what you think about this information 
booklet or would like to join our Reader Panel and review our lung 
cancer information, please e-mail us at info@roycastle.org
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We rely entirely on donations and gifts in Wills to fund our lung cancer 
research and support people affected by lung cancer. Thanks to the 
generosity of our supporters, we are able to continue our work. 

If you have found this information useful and would like to make a 
donation, please visit our website at www.roycastle.org/donate or  
call us free on 0333 323 7200

For more information on raising funds for the charity or 
leaving a gift in your Will, please visit our website at 
www.roycastle.org/fundraising
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How we fund our work



Roy Castle Lung Cancer Foundation is the charity that gives help and hope to 
people affected by lung cancer. The charity has two aims – supporting people 
living with lung cancer and saving lives.

Supporting people living with lung cancer
Working closely with lung cancer nurses, we provide information, run lung cancer 
support groups and offer telephone and online support. Our patient grants offer 
some financial help to people affected by lung cancer.

Saving lives
We fund lung cancer research, campaign for better treatment and care for people 
who have lung cancer, and raise awareness of the importance of early diagnosis. 
Our lung cancer prevention work helps people to quit smoking and encourages 
young people not to start smoking.

GIVING HELP AND HOPE
Roycastlelungcancer @Roy_Castle_Lung

Head Office
Enterprise Way, Liverpool L13 1FB
Email: foundation@roycastle.org

Information and Support Services
98 Holm Street, Glasgow G2 6SY 
Email: info@roycastle.org

Contact us
For more information please call the Roy Castle Lung Cancer Helpline free 
on 0333 323 7200 (option 2) or visit our website at www.roycastle.org


