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If you or someone you care for has lung cancer and has been told it has 
spread to the brain (brain metastases), you probably have many questions.

We have produced this booklet in partnership with lung cancer experts 
and people affected by lung cancer to help you make positive, informed 
choices about your care and treatment.

Not every section will apply to everyone. Use the contents page and your 
lung cancer team to find the sections most relevant to you, and read this 
booklet alongside any information your healthcare team gives you.

Your healthcare team are there to help you. You can ask them about 
anything that’s unclear or concerning you.

If you would still like to talk to someone about lung cancer, call our 
free and confidential Ask the nurse service on: 0800 358 7200 or email: 
lungcancerhelp@roycastle.org

You can also contact one of the many support organisations available in 
our Living with Lung Cancer booklet. Order a copy by calling us on:
0333 323 7200 (option 2), or look on our website:
www.roycastle.org/useful-contacts

Introduction

We would like to acknowledge Duncan Edmonstone, who features on the front 
cover, and Ann Husband, who features inside, for their support in helping us to 
produce this booklet.
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The brain is a remarkable and complex organ. It weighs about 1.3 – 1.4kg 
(around the same as a large bag of sugar) and controls everything we do. 
It allows us to think, learn, create and feel emotions, as well as controlling 
every blink, breath and heartbeat.

Much of the brain’s activity happens without us being aware of it. It keeps 
our body working every moment of the day. We process food, regulate our 
temperature and make our lungs work without a thought.

Each part of the brain has different main functions, although some may be 
shared. The large, folded part of the brain is called the cerebrum, and is 
made up of several areas known as lobes:

	 •	Frontal lobe – controls voluntary movement and aspects of
		  personality such as emotional responses, reasoning, behaviour,
		  social skills and some memory

	 •	Parietal lobe – processes sensations such as touch, pain and
		  temperature. It also helps guide complex hand movements and
		  gives us spatial awareness

	 •	Occipital lobe – allows us to see, recognise and remember the
		  visual world around us. It also helps with language and reading

	 •	Temporal lobe – processes sound, helps us understand speech
		  and language, and plays important roles in emotions and memory.

	 •	The cerebellum – helps control balance, coordination and fine
		  movements

	 •	The brain stem  – controls many essential functions, including
		  breathing, blood pressure and heart rate

About the brain
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About the brain

The brain is protected by thin layers of tissue called the meninges and 
surrounded by a clear fluid called cerebrospinal fluid (CSF), which cushions 
it. Sometimes cancer cells spread to these layers (leptomeningeal disease) 
or interfere with the normal flow of CSF.

This can lead to a fluid build-up and increased pressure in the brain 
(hydrocephalus), causing symptoms.

The brain is made up of billions of specialised nerve cells called neurons, 
which send electrical signals to communicate with other parts of the brain 
and body. These signals control movement, thinking, memory, emotions 
and many automatic functions such as breathing and heart rate. If part of 
the brain is affected by injury, illness or a tumour, it can cause changes in 
behaviour, movement, vision or other functions, depending on the area 
involved.

Frontal lobe Parietal lobe

Occipital lobe

Temporal lobe

Brain stem
Cerebellum
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How does cancer start and spread?

The human body is made up of trillions of cells of different types, for 
example, skin cells, blood cells, bone marrow cells and nerve cells. In 
babies and children, cells grow and multiply rapidly, forming living tissue 
and organs. In adults, this slows down, and cells typically divide only to 
replace dead or dying cells, or to repair injuries.

Cancer starts when a cell is damaged and begins to divide without control. 
These abnormal cells keep multiplying and can grow together to form a 
tumour. Unlike benign tumours, cancer cells can invade nearby tissue and 
spread to other parts of the body.

Primary cancer
The tumour at the part of the body where the cancer starts is called a 
primary tumour or primary cancer. Cancer can affect any part of the body, 
including, for example, the liver, the skin, the lungs or the brain. In the case 
of lung cancer, the primary tumour is in the lung.

As the cancer grows, it can affect surrounding normal tissue by pressing 
on it, damaging it or even growing into it. Cancer cells often spread first 
to nearby areas and, in some cases, can later spread (metastasise) to more 
distant parts of the body.

Brain metastases (secondary or metastatic cancer)
Sometimes, cancer cells break 
away from the primary cancer 
and spread elsewhere in the body, 
and the cancer can appear in a 
new location. The cancer cells can 
travel around the body through 
the bloodstream or the lymphatic 
system. 

When the cancer spreads in this 
way, the new tumour is called a 
metastatic or secondary tumour.

Blood stream

Cancer cells

Cancer Research UK

Tumour

Cancer cells spreading 
into the blood



7Understanding lung cancer with brain metastases

How does cancer start and spread?

Brain metastases (secondary or metastatic cancer) continued
These tumours can then begin to grow in the same way as primary 
tumours and affect surrounding tissue.

Metastatic tumours from lung cancer most commonly appear in the lymph 
nodes, brain, bones and liver. 

To understand the extent of a person’s cancer, doctors use a system called 
staging. They often use the TNM system:

	 •	T (followed by a number from 1 to 4) refers to the size of the tumour
		  and how far it has grown into nearby tissue

	 •	N (followed by a number from 0 to 3) refers to any spread of the
		  cancer to nearby lymph nodes

	 •	M (followed by 0, or 1a, 1b or 1c1 or 1c2) refers to whether the
		  cancer has spread to other parts of the body

Combinations of these letters and numbers are used to group the lung 
cancer into four main stages, from stage 1 to stage 4:

	 •	Stage 1 means the cancer is small and has not spread beyond the lung
		  (localised)

	 •	Stage 2 means the cancer is larger, or has spread to nearby lymph
		  nodes close to the lung

	 •	Stage 3 means the cancer has spread further into surrounding tissues
		  or to lymph nodes in the central chest (locally advanced)

	 •	Stage 4 means the cancer has spread to another part of the body
		  (secondary or metastatic cancer), such as the brain or bones

This staging system is based on the International Association for the Study of Lung Cancer 
(IASLC) TNM Classification, 9th edition.

Although any cancer can spread to the brain, some types are more likely 
to do so than others, including skin, kidney, breast and lung cancers.
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Brain metastases (secondary or metastatic cancer) continued
Brain metastases occur when cancer cells spread to the brain from 
another part of the body, and so are not the same as cancer that starts in 
the brain (primary brain cancer). Cancers that start in the brain tend to 
stay in one place in the brain. If there is more than one tumour within the 
brain, they are likely to be metastatic tumours, having spread from another 
part of the body.

Brain metastases are relatively common in lung cancer. They occur in 
around 10% of cases of non-small cell (NSCLC) and up to 50% of cases of 
small cell lung cancer (SCLC).

Primary brain tumours and metastatic brain tumours are treated 
differently. This is why doctors sometimes need to carry out tests to 
confirm the diagnosis, particularly if it is not already clear. In people who 
already have a diagnosis of lung cancer, brain tumours are most often 
caused by metastases, and further tests are not always needed.

When you are first diagnosed, a multidisciplinary team (MDT) of 
healthcare professionals will review your case to decide on the most 
appropriate treatment options for you. This will include any treatment for 
your brain metastases. The MDT will also make sure you understand why 
particular tests or scans are needed, what will happen on the day, whether 
there is anything you need to do to prepare, and if there are any risks 
involved. You may need further tests or scans, such as CT or MRI scans, 
during your care. These help your doctors check how well treatment is 
working, or see whether the cancer has changed or appeared elsewhere.

If brain metastases develop later, or once initial treatment decisions have 
been made, your MDT may not routinely review your care. Instead, the 
cancer doctor responsible for your treatment will usually discuss ongoing 
treatment options with you and help decide what is most appropriate.
You may be offered treatments that work throughout the whole body, 
such as chemotherapy, a targeted therapy or immunotherapy. These 
treatments can help control the cancer in the brain, improve symptoms 
and, for some people, help them live longer.

How does cancer start and spread?
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How do brain metastases affect people?
Having brain metastases means the lung cancer has spread from its original 
location to the brain. Brain metastases may be found at the same time as a 
lung cancer diagnosis, or they may be discovered later.

Some people already know they have lung cancer, and brain metastases 
are found during investigations or follow-up scans, sometimes because 
new symptoms appear. This can add further stress to an already upsetting 
situation.

If you have been having symptoms or tests, your doctors may already 
have spoken to you about the possibility of secondary brain cancer (brain 
metastases). However, this does not always make it easier for you.

When brain metastases are small, they do not often cause symptoms, 
so not everyone will notice them early on. However, it is uncommon, 
but possible, for brain metastases to be found before a diagnosis of lung 
cancer. If this has happened to you, it is likely to have been a big shock.

Your doctors and nurses will make sure you get plenty of information and 
support and will be able to answer any questions you may have.

Having brain metastases may not currently affect how you feel or what 
you can do. However, there are some signs and symptoms to be aware 
of, including:

	 •	headaches – often caused by pressure inside the skull
	 •	lethargy or feeling tired
	 •	weakness in parts of the body
	 •	feeling sick
	 •	mood swings and changes in behaviour
	 •	problems with balance and co-ordination
	 •	confusion
	 •	problems with reading or talking
	 •	seizures (fits) – caused by abnormal electrical activity in the brain

How does cancer start and spread?
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How do brain metastases affect people? continued
Brain metastases can occur in different parts of the brain, and symptoms 
will vary depending on the location of the tumour and what that part 
of the brain controls. Sometimes symptoms are caused not only by the 
tumour itself, but also by swelling or bleeding around it, which can put 
pressure on the brain.

Not everyone will experience the symptoms mentioned, and they can 
have different causes.

If you notice any new, persistent, or worsening symptoms, tell your 
doctor or lung cancer nurse specialist (LCNS) as soon as possible. 
Early assessment and treatment can help manage symptoms and 
prevent further problems.

It can be a frightening time. You may find it hard to take everything in, 
especially if you have already had to come to terms with a lung cancer 
diagnosis. Even when people feel prepared for the possibility of metastatic 
disease, hearing the news can still feel overwhelming.

How does cancer start and spread?
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Possible complications of brain metastases

Raised intracranial pressure
Sometimes brain metastases can cause pressure to build up inside the 
skull. This is called raised intracranial pressure. It may happen if a tumour 
grows or if swelling develops around it.

Symptoms can include:

	 •	worsening headaches
	 •	nausea or vomiting
	 •	blurred or double vision
	 •	drowsiness
	 •	confusion or difficulty concentrating

Doctors often treat swelling in the brain with steroid medicines such as 
dexamethasone, which can help reduce pressure and relieve symptoms.

If pressure becomes severe, other treatments such as surgery or 
radiotherapy may be considered.

Seizures
Some people with brain metastases experience seizures (sometimes called 
fits). Seizures happen when there is sudden abnormal electrical activity in 
the brain.

Symptoms can vary. Some people may:

	 •	lose awareness or consciousness
	 •	have shaking or jerking movements
	 •	experience unusual sensations, confusion or changes in behaviour

If you have a seizure, your doctor may prescribe anticonvulsant medicines 
to help prevent further seizures.
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Possible complications of brain metastases

You should seek urgent medical advice if you experience:

	 •	a first seizure (fit)
	 •	severe or worsening headaches
	 •	persistent vomiting
	 •	sudden weakness, numbness or difficulty speaking
	 •	increasing confusion or drowsiness
	 •	new or worsening vision problems

These symptoms may indicate increased pressure in the brain or another 
complication that needs immediate medical attention.

Contact your medical team, call NHS 111 (NHS 24 in Scotland,
NHS 111 Wales, or 111 in Northern Ireland) on 111, or attend
your nearest Accident and Emergency (A&E) department.
Call 999 if symptoms are severe or develop suddenly.
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How doctors assess brain metastases

If your doctor suspects that cancer has spread to your brain, whether you 
have symptoms or not, they may arrange tests and examinations to assess 
the size, location and possible effects of any tumours.

These tests help your medical team build a clearer picture of what is 
happening. They also provide the information needed to guide treatment 
options and support you in making decisions about what happens next. 
Your team will explain which scans are needed and what they are looking 
for. 

Tests may include:
	 •	MRI scan (magnetic resonance imaging)
	 •	CT scan (computerised tomography)
	 •	Neurological examination
	 •	Biopsy (tissue sample)
	 •	Lumbar puncture

MRI scan (magnetic resonance imaging)
An MRI scan is a type of scan that uses magnetic fields and radio waves to 
create detailed images of the brain. MRI scans are usually carried out by 
radiographers and are the best way to identify and assess brain metastases. 
You may also get an injection of a contrast dye called gadolinium. This 
helps doctors see brain metastases more clearly and distinguish them 
from other changes in the brain, such as bleeding.

Edinburgh Imaging Facility WGH
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How doctors assess brain metastases

MRI scan (magnetic resonance imaging) continued
An MRI scanner is a short cylinder, open at both ends. You will lie on a 
motorised bed that is moved inside the scanner. When it’s working, the 
scanner makes loud tapping, whirring and humming noises. This is the 
electric current in the scanner coils being turned on and off. You will be 
given earplugs and/or headphones to reduce the noise and so you can 
listen to music while the scan takes place. The scan can take between 30 
and 60 minutes to complete.

MRI scans are generally very safe, and most people can have them, 
including pregnant women (though if you are pregnant, you should still let 
staff know).

Having something metallic in your body doesn’t necessarily mean you can’t 
have an MRI scan, but you should make sure you tell the radiographer if 
you have a metal plate, an artificial joint or a cochlear implant, for example.

If you have a pacemaker or an implanted heart device, you may still be able 
to have an MRI scan, depending on the type of device. The radiography 
team will need details about your device to check whether it is safe to 
scan you. You may be asked to show a device card or written information 
that you have been given.

CT scan (computerised tomography)
A CT scan uses X-rays to create detailed, 3D images of the brain and help 
find more information about the size and location of any brain metastases. 
A contrast dye may sometimes be used to help the radiographers see 
areas with suspected cancer more clearly.

The scan itself may last for between 10 and 20 minutes though the whole 
appointment may take between one and two hours. You will normally be 
able to go home straight after it and eat, drink and get on with your day.
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How doctors assess brain metastases

On the day of your scan
Most scans are straightforward and do not require much 
preparation. If you are wearing any jewellery or clothes with metal 
in them, you may need to take them off before the scan. This 
includes belts, zips, watches, necklaces, earrings, hearing aids, false 
teeth and wigs (as some have metal parts). You may be asked to 
change into a hospital gown before the scan, so that clothes with 
metal parts or jewellery don’t interfere with the images.

Some scans, such as CT scans, may involve an injection of contrast 
dye to help create clearer images. If this is needed, staff will explain 
the procedure and ask about any allergies, medical conditions or 
medications beforehand.

The staff may also want you to wait for up to an hour after the 
procedure to make sure you don’t react to the dye. If you have had 
a sedative, you will need someone to collect you afterwards as you 
won’t be allowed to drive.

Some people feel a bit anxious about getting a scan. The procedure 
will be explained to you, but if you still feel anxious, let the staff 
know. They will be able to offer reassurance and answer any 
questions. They can also support you to feel calmer by offering 
breaks during the scan, help with deep breathing exercises, or in 
some cases arrange a mild sedative.

Follow-up scans
Small brain metastases can remain undetected if they cause no 
symptoms. After treatment for brain metastases, your medical team 
will usually arrange follow-up appointments and scans to monitor 
the response to treatment and check for any changes. This allows 
doctors to begin treatment early if new tumours are found.
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How doctors assess brain metastases

Neurological examination
An oncologist may do a series of tests to check your nervous system, 
looking for problems that could be linked to having a brain tumour.

The tests could include checking:

	 •	hand and limb strength (like pushing against the doctor’s hands to
		  highlight any weakness)
	 •	balance and co-ordination (such as walking and touching your nose)
	 •	reflexes (for example, your knee-jerk reflex)
	 •	senses (such as hearing, vision and touch tests)
	 •	memory and mental agility (by asking simple questions)

Biopsy (tissue sample)
A biopsy is where a sample of tumour tissue is taken so that it can be 
examined under a microscope to identify the cancer type.

If lung cancer has already been diagnosed, it is unlikely that an additional 
biopsy from the brain will be needed. Tumours seen on a brain scan are 
most likely to be metastatic (secondary) tumours that have spread from 
the lung cancer.
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How doctors assess brain metastases

Biopsy (tissue sample) continued
On rare occasions where the origin of the cancer is uncertain, a biopsy 
of the tumour in the brain may be done. The biopsy allows doctors to 
understand what the tumour is and what the best treatment options are 
for you.

Sometimes, if a brain tumour is causing symptoms and can be safely 
removed, surgery may be recommended to remove the tumour. This can 
allow doctors to both diagnose and treat the tumour in one procedure, 
rather than doing a separate biopsy.

When a biopsy is carried out, it is usually done under a general 
anaesthetic. The surgeon drills a small hole, known as a burr hole, in the 
skull. A very fine needle is then passed through the hole into the tumour 
to remove a small sample. 

The sample is sent to the hospital’s pathologist, who examines it closely 
under a microscope to identify the type of cancer. It may show that the 
tumour is a primary brain cancer, having developed from cancerous brain 
cells, or that it is a secondary cancer that has spread (metastasised) from 
another part of the body, such as the lungs.

Knowing what type of cancer you have helps ensure you get the right 
treatment as soon as possible.

While some hospitals may carry out a biopsy like this as a day case, others 
may ask you to stay in hospital for a few days afterwards. The results are 
often ready within a few days, though it can sometimes take a bit longer. 
Your medical team will tell you when you can expect them. 

Lumbar puncture
A lumbar puncture or spinal tap is rare but may be performed in certain 
situations. This allows the fluid around the brain and spinal cord to be 
tested for cancer cells.
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Managing symptoms and effects of brain metastases

Brain metastases can affect people in different ways depending on where 
they are in the brain. Some people have very few symptoms, while others 
notice changes in how they feel or function day to day. Your healthcare 
team can help you manage symptoms and maintain the best possible 
quality of life.

Staying active and
maintaining wellbeing
If you feel well enough, gentle physical 
activity can help improve energy 
levels, mood and overall wellbeing. 
This might include short walks, 
stretching or light exercise.

It can also help to keep your mind 
active with everyday activities such 
as reading, puzzles, listening to music 
or socialising with friends and family. 
These activities will not treat the 
cancer, but they can help you maintain 
a sense of normality and wellbeing.

Try to pace yourself and listen to your 
body. Some days you may feel able to 
do more than others.

Fatigue
Fatigue (extreme tiredness) is common in people with brain metastases. 
It may be caused by the cancer itself, treatments such as radiotherapy, 
medicines such as steroids, or emotional stress. It may help to:

	 •	balance activity with rest
	 •	prioritise the most important tasks
	 •	ask friends or family for support with daily activities
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Managing symptoms and effects of brain metastases

Memory and concentration
Some people notice changes in memory, attention or concentration. This 
may make everyday tasks more difficult.

You may find it helpful to:

	 •	write things down or keep a diary
	 •	set reminders on your phone
	 •	break tasks into smaller steps

Your healthcare team may also be able to refer you for rehabilitation or 
occupational therapy if needed.

Changes in mood or behaviour
Brain metastases or the medicines used to treat them, such as steroids, 
can sometimes affect mood or emotions. You may feel more irritable, 
anxious or low than usual. Talking about how you feel with your healthcare 
team, family or friends can help. They may also suggest support services 
such as counselling.

Balance and coordination
If the areas of the brain that control balance are affected, you may feel 
unsteady or more likely to fall. If you are experiencing balance problems 
or weakness, speak to your healthcare team before starting new activities. 
They may be able to refer you to a physiotherapist or occupational 
therapist for advice on exercises, physical changes at home or aids to help 
you move around.

Ann

I have a wonderful network of family and friends 
and they make sure I get out and about and

take me to all my hospital appointments.
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Can I still drive with brain metastases?

Driving is a complex activity, where steady mental and physical capacity is 
essential. Brain metastases are unpredictable in terms of the effects they 
can have on a person’s capacities, and they can cause sudden disabling 
events, such as seizures.

If you are diagnosed with brain metastases, you must stop driving to keep 
yourself and others safe. If you continue to drive, you may face fines, invalid 
insurance and possible prosecution if you are involved in an accident. Many 
people find this change a difficult one, as it can have a significant impact on 
day-to-day independence.

You may already have stopped driving because of symptoms or the 
medication you are taking. Being told that you must now surrender your 
licence as well can feel especially distressing, and these feelings are very 
understandable. Talking this through with your healthcare team or a 
support organisation may help you find other ways to stay mobile and 
connected.

Telling the DVLA or DVA
There is a legal responsibility for driving licence holders to tell the Driver 
and Vehicle Licensing Agency (DVLA), or the Driver and Vehicle Agency 
(DVA) in Northern Ireland about certain medical conditions that could 
affect their driving. The agencies would then assess the individual case and 
make recommendations or restrictions.

However, in the case of brain metastases, which is a notifiable condition, 
the outcome will almost always be a driving ban. Unfortunately, it is not 
enough to just stop driving; you must surrender your licence, with the 
possibility of reapplying after 12 months, depending on your situation.

After notifying the agencies (see page 21), they will let you know what 
happens next, and if further medical enquiries are needed. They will also 
let you know if and when you may be able to reapply for your licence. 
In some situations, however, a lorry, coach or bus driving licence may be 
permanently revoked from the outset.
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Can I still drive with brain metastases?

Telling the DVLA or DVA continued
Reapplying for a car or motorcycle licence is usually considered after 
one year, and in some cases after two years. This depends on factors 
such as the type of treatment you have had, whether there is evidence of 
active brain metastases, how stable or controlled the cancer is. In some 
situations, people who are receiving immunotherapy or targeted therapy 
may be able to reapply if their brain metastases are stable or improving.

This is a sensitive subject, and we can only give guidance about the 
process. Always check with the DVLA or DVA for the latest advice, and 
your healthcare team. They can explain what applies in your situation and 
advise you about travel to and from appointments.

If stopping driving affects your independence or finances, you may be 
entitled to support such as mobility benefits, help with transport, or 
parking concessions. You can find out more at:
www.gov.uk/browse/benefits/disability

DVLA
Car drivers and motorcyclists can notify the DVLA using Form B1,
available online. If you have a lorry, bus or coach licence, use Form 
B1V. Fill in the form and send it to them.
For further information: www.gov.uk/driving-medical-conditions
For surrendering your licence: www.gov.uk/giving-up-your-driving-licence
Post: Drivers Medical Group, DVLA, Swansea, SA99 1TU

DVA
Send both parts of your driving licence with a covering letter 
detailing your condition to them, or contact them by telephone or 
email, and they will send you a medical questionnaire.
For further information: www.nidirect.gov.uk/articles/how-tell-dva-
about-medical-condition
Post: Drivers Medical Section, DVA, Castlerock Road, Waterside, Coleraine, 
BT51 3TB
Phone: 0300 200 7861
Email: dva@infrastructure-ni.gov.uk

http://www.gov.uk/driving-medical-conditions
http://www.gov.uk/giving-up-your-driving-licence
http://www.nidirect.gov.uk/articles/how-tell-dva-about-medical-condition
http://www.nidirect.gov.uk/articles/how-tell-dva-about-medical-condition
mailto:dva%40infrastructure-ni.gov.uk?subject=
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Deciding what’s best for you

Having brain metastases means that lung cancer cells have spread to the 
brain. At this stage, the cancer cannot usually be cured, but in many cases 
it can be treated to help control it, slow its progression, and manage 
symptoms.

If you have been having symptoms or tests, your doctors may already have 
spoken to you about the possibility of metastatic (secondary) cancer in 
the brain. However, this does not necessarily make it any easier for you, 
and it can still be a frightening time. You may find it hard to take everything 
in, especially while also coming to terms with and managing a lung cancer 
diagnosis.

There are a number of options for helping people with brain metastases. 
Treatments offered may:

	 •	slow the growth of the tumour(s) in the brain
	 •	shrink the tumours
	 •	remove the tumours where possible (for example, with surgery)
	 •	control symptoms and improve quality of life

The best treatment options vary from person to person. They depend on 
your specific cancer, which parts of the brain are affected, and your overall 
health and wellbeing. For example, people who have a solitary metastasis 
(one tumour) or a small number of metastases, and who are generally well, 
may benefit from treatments such as radiotherapy (see page 28) and/or 
surgery (see page 34). This would not be suitable for everyone, but that 
does not mean other treatments or supportive care cannot help.

Remember there are treatment options. Talk to your 
lung cancer nurse if you are worried about any changes 

in your health as early treatment is always best, and 
they can help take the worry out of a situation for you.

Sharon, Lung Cancer Nurse Specialist
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Deciding what’s best for you

For some people, treatment plans focus on managing symptoms and 
maximising comfort and quality of life. This is sometimes called best 
supportive care or palliative care, and does not mean that care or support 
will stop. 

Some people see any treatment option as a chance to have more time 
with loved ones, or to do the things that they have always wanted to do. 
For others, the possible side effects and time spent having treatment may 
feel too burdensome. Active treatments such as surgery or radiotherapy 
can be helpful, but they are not without risks, and what feels right will be 
different for everyone.

Even when you are offered treatment, you can still choose if you want to 
go ahead with it or not. Choosing not to have certain treatments does not 
mean you will stop receiving care or support.

It can help to talk through your options with your family or others close 
to you, as well as the people involved in your care, such as your oncologist, 
lung cancer nurse or doctor. They can help answer your questions and 
support you in making decisions that are right for you.
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Treating brain metastases

This section explains the treatments that may be available for brain 
metastases and will help you think about what you want to do next.

There are several treatment options that you may be offered at this 
stage. Treatment for brain metastases is usually aimed at managing 
symptoms, controlling the cancer where possible, and improving or 
maintaining quality of life. Your doctor may recommend one treatment or 
a combination of treatments, depending on your individual situation.

A multidisciplinary team (MDT) of healthcare professionals will review 
your case together and consider factors such as the number, size and 
location of the brain metastases, the results of scans and other tests, and 
your general health and medical history. Based on this, they can advise you 
on the treatment options that may be most suitable for you.

Although your healthcare team can make recommendations, the decision 
about whether to have treatment, and which treatment feels right for you, 
is yours.

Choosing not to have cancer-directed treatment does not mean you 
would be left without care. Supportive treatments, such as medicines to 
manage pain or other symptoms, are always available.

To help you decide what feels right for you, it may help to ask questions 
such as:

	 •	What is the likelihood that this treatment will help me feel better?
	 •	If the treatment works, when might I start to notice an improvement?
	 •	What is the best outcome I might expect if the treatment works well?
	 •	Is the main aim of this treatment to improve my quality of life, or to
		  help me live longer - or both?
	 •	What side effects might I experience?
	 •	Can any side effects be prevented or reduced, and how can I manage
		  them if they happen?
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Some of the treatment options that may be discussed with you, include:
	 •	Medicines to reduce symptoms
	 •	Radiotherapy
	 •	Chemotherapy, targeted therapies and immunotherapy
	 •	Surgery
	 •	Clinical trials

Deciding what to do next can feel overwhelming, especially while coping 
with symptoms or side effects. If you feel low, anxious or depressed, talk 
to your doctor or lung cancer nurse. They can offer support or refer you 
to other professionals, such as a counsellor, and medication may help in 
some cases.

If you would like further information or reassurance about your treatment 
or care options, you can ask for a second medical opinion. This is a normal 
part of healthcare and can help you feel more confident about your 
decisions.

Shaun

Get the true information from your consultant and the 
team, and don’t be afraid to ask the hard questions. 
The more you know about your cancer, the more you 

are able to help yourself and your family.
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Medicines to reduce symptoms
Medicines can play an important role in helping manage symptoms caused 
by brain metastases. These medicines do not treat the cancer itself, but 
they can help reduce symptoms, improve comfort, and support quality of 
life alongside cancer treatments. Not everyone will need all, or any, of the 
medicines described below.

Steroids
Steroids are medicines that can help reduce swelling and pressure in the 
brain caused by tumours. This swelling is often responsible for symptoms 
such as headaches, weakness or confusion, and steroids may help improve 
these symptoms quickly.

Some people only need steroids for a short time, while others may 
need to take them for longer, sometimes over several months, to keep 
symptoms under control. Most people are prescribed a steroid called 
dexamethasone, and symptoms often begin to improve within 24 to 72 
hours. Like many strong medicines, steroids can cause side effects. These 
may include:

	 •	increased appetite and weight gain
	 •	muscle weakness
	 •	fluid retention, such as swollen hands, feet or ankles
	 •	difficulty sleeping or changes in energy levels
	 •	changes in mood or behaviour
	 •	increased risk of infection
	 •	changes in blood sugar levels, particularly if you have diabetes
	 •	thinning of the skin (if taken over weeks/months)
	 •	irritation of the stomach or food pipe, which may cause indigestion, 		
	 •	heartburn or stomach pain

To reduce the risk of side effects, doctors usually prescribe the lowest 
dose that still controls symptoms. If you are taking higher doses, you may 
also be given medicine to protect your stomach, such as a proton pump 
inhibitor (PPI). Your healthcare team will review your dose regularly and 
adjust it as needed.

Treating brain metastases
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Medicines to reduce symptoms continued
Anti-seizure medicines (anticonvulsants)
Having fits or seizures can be a symptom of brain metastases, but not 
everyone will experience them. Medicines known as anticonvulsants will 
help reduce the risk of seizures.

There are several anticonvulsant medicines available. Your doctor will 
choose the one that is most suitable for you and will monitor how well 
it is working. They may adjust the dose or change the medicine if it is not 
controlling seizures effectively or if you are experiencing side effects.

Some of the possible side effects of taking anticonvulsants include:

	 •	drowsiness
	 •	feeling tired or lacking energy
	 •	agitation or restlessness
	 •	headaches
	 •	uncontrollable shaking (tremors)
	 •	skin rashes

Some anticonvulsants may interact with other medicines or treatments 
you may be receiving. Your medical team and pharmacist will routinely 
check for this when prescribing and reviewing your medication. However, 
it is still important to let your doctor, nurse or pharmacist know about 
any new symptoms, side effects or changes in how you feel.

Treating brain metastases
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Radiotherapy
Radiotherapy is a treatment that uses high-energy radiation, such as X-rays 
or gamma rays, to damage and kill cancer cells. It may be used to shrink 
tumours, relieve symptoms, and improve or maintain quality of life. It is 
a common treatment for brain metastases. It may be used as the main 
treatment, in combination with other treatments, or sometimes after 
surgery to destroy small amounts of tumour that remain (sometimes 
called adjuvant radiotherapy).

Radiotherapy is delivered using specialised machines. The treatment 
itself is similar to having a scan. You lie on a treatment bed, and a made-
to-measure mask may be used to help keep your head still while the 
radiotherapy is given. You will still be able to breathe, swallow and see 
while it is in place. The machine moves around you but does not touch 
you. It is a painless procedure, but it can lead to some skin irritation 
afterwards. Each session usually lasts only a few minutes.

The type and number of radiotherapy treatments you are offered will 
depend on the number, size and location of the brain tumours, and the 
aim of the treatment. Treatment can range from a single session to short 
daily treatments over one to two weeks and can usually be done at an 
outpatient appointment.

Cancerous tumours do not shrink immediately after radiotherapy. It can 
take several days or weeks for the treatment to have its full effect and for 
you to notice an improvement in symptoms.

The types of radiotherapy you may be offered include: stereotactic 
radiosurgery (SRS) and whole brain radiotherapy (WBRT).

Stereotactic radiosurgery (SRS)
Despite the word surgery in its name, stereotactic radiosurgery (SRS) 
is not an operation. It is a type of highly targeted radiotherapy. SRS may 
be given as a single treatment, or as a small number of treatments over 
several days. You may also hear this called stereotactic radiotherapy.

Treating brain metastases
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Radiotherapy continued
Stereotactic radiosurgery (SRS) continued
SRS is planned and delivered using MRI, CT and other specialised machines 
that are designed to focus very precise beams of radiation on the tumour 
while limiting damage to the surrounding healthy brain tissue. Your cancer 
doctor can discuss whether SRS is suitable for you. This treatment is 
available at specialised centres across the UK.

Whole brain radiotherapy (WBRT)
For some people, whole brain radiotherapy (WBRT) may be an option. It 
treats the entire brain, targeting both large and small tumours at the same 
time, including very small tumours that may not yet be visible on scans, as 
well as tumours in areas that are difficult to remove with surgery.

Your cancer doctor can discuss whether WBRT is suitable for you. 
Together, you can consider the likely benefits, possible side effects, and 
how treatment may affect your quality of life. The potential benefits of 
WBRT vary depending on a number of individual factors.1
1 See the QUARTZ trial – The Lancet 2016; 388: 2004-14

Treating brain metastases

How radiotherapy works and what to expect
Radiotherapy works by damaging the DNA of cancer cells. DNA 
carries the instructions that tell cells how to grow and divide, 
so this damage can slow or stop tumour growth, and may cause 
tumours to shrink.

Radiotherapy is carefully planned to target the cancer as precisely 
as possible. Some normal tissue around the treated area may also 
be temporarily affected, but healthy cells are usually able to repair 
themselves over time.

The benefits of radiotherapy depend on several factors, including 
the type, size and location of the tumour. Your doctor or specialist 
nurse can talk through the likely benefits, possible side effects and 
how treatment may affect your quality of life.
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Radiotherapy continued
Radiotherapy side effects
Side effects from radiotherapy vary from person to person and are often 
temporary. They may include:

	 •	tiredness or increased sleepiness, which can develop during or
		  up to four weeks after treatment and usually improves gradually

	 •	feeling or being sick, which can often be managed well with medication
		  such as anti-sickness drugs or steroids

	 •	hair loss - most people having whole brain radiotherapy (WBRT)
		  experience hair loss, although it usually grows back over time.
		  With stereotactic radiosurgery (SRS), hair loss is usually limited to
		  the treated area

	 •	skin irritation - parts of the scalp may become red, sore, dry or itchy.
		  This usually improves within days or weeks. Your radiotherapy team
		  can advise on suitable moisturisers. It is best to avoid using petroleum
		  jelly (such as Vaseline) on your scalp during treatment, as it can make
		  skin more sensitive to the radiation. You may find it comfortable to
		  protect your scalp after treatment with a soft, breathable cotton or
		  bamboo hat or scarf. Cancer support shops, hospital cancer centres,
		  and some high street or online retailers offer headwear designed for
		  sensitive skin.

Side effects from SRS are generally similar to those of WBRT but are often 
milder because the treatment is more targeted.

Many people worry about how radiotherapy to the brain might affect 
memory, concentration or thinking. Some people do experience changes 
in cognitive function following treatment, particularly after WBRT. For 
many, these are mild, but for some people they can be more noticeable 
and may develop gradually over the months following treatment.

Treating brain metastases
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Radiotherapy continued
Your doctor can discuss the possible impact of treatment on your 
situation, how likely it is to affect your daily life, and what support or 
rehabilitation options may be available if changes occur.

Everyone’s experience of radiotherapy is different. If you are worried 
about side effects or how you feel during or after treatment, speak to 
your cancer doctor or lung cancer nurse. They can offer advice, treatment 
and support.

Chemotherapy, targeted therapies and immunotherapy
Chemotherapy, targeted therapies and immunotherapy are sometimes 
used to treat lung cancer, including when the cancer has spread to the 
brain. These are known as systemic treatments because they travel 
through the bloodstream to reach cancer cells throughout the body.

These treatments may help control the cancer, improve symptoms and, 
for some people, help them live longer. The treatments offered vary from 
person to person. Your cancer team will consider factors such as the type 
of lung cancer you have, whether your cancer has specific genetic changes 
(mutations), how widespread the cancer is, your overall health, and any 
symptoms you are experiencing. 

Chemotherapy
Chemotherapy uses medicines that kill cancer cells or stop them from 
dividing. These drugs are usually given by tablets or drips into a vein, and 
travel through the bloodstream to reach cancer cells throughout the body.

Treating brain metastases

Please see our Radiotherapy for Lung Cancer booklet 
online at www.roycastle.org/lung-cancer-booklets or call 
us for a printed copy on 0333 323 7200 (option 2).ii

http://www.roycastle.org/lung-cancer-booklets
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Chemotherapy, targeted therapies and immunotherapy continued
Chemotherapy continued
In the past, systemic treatments such as chemotherapy were thought to 
have a limited role in treating brain metastases because of the blood-
brain barrier (a protective layer lining the brain’s blood vessels that 
limits which substances can enter the brain). While cancer cells can pass 
through this barrier, some treatments cannot cross it easily. However, brain 
tumours can sometimes disrupt the barrier, and newer targeted therapies 
and immunotherapies have shown benefit for some people with brain 
metastases.
 
For people with small cell lung cancer (SCLC), brain metastases found 
at the time of lung cancer diagnosis may respond to chemotherapy in a 
similar way to the cancer elsewhere in the body.

For some people with non-small cell lung cancer (NSCLC), 
brain metastases may also respond to chemotherapy, particularly if 
chemotherapy has not previously been used.

Treating brain metastases

Choosing whether or not to have chemotherapy for 
brain metastases can be a difficult decision.

The potential risks and benefits depend both on the 
cancer type and how well you are. It’s important
to have an open discussion with your oncologist

about this decision.
Dr Seamus Grundy, Consultant Respiratory Physician, Salford Royal Hospital

Targeted therapies
Targeted therapies may be offered to some people with NSCLC whose 
cancer cells have specific genetic changes, such as EGFR or ALK mutations. 
These treatments work by blocking signals that help cancer cells grow. 
Some targeted therapies are able to cross into the brain and can be 
effective at controlling brain metastases
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Chemotherapy, targeted therapies and immunotherapy continued 
Immunotherapy
Immunotherapy helps the immune system recognise and attack cancer 
cells, shrinking or stopping the growth of tumours. It can be effective for 
some people with lung cancer that has spread to the brain, either on its 
own or in combination with other treatments.
 
However, immunotherapy does not work for everyone. For people whose 
lung cancer has specific genetic changes, such as EGFR or ALK mutations, 
immunotherapy is often less effective and may not be recommended 
before targeted therapy. Your cancer team will use the results of your 
biomarker or molecular tests to decide which treatments are most 
appropriate for you.

Because treatment options increasingly depend on the specific 
characteristics of your cancer, it is important that your tumour tissue is 
tested for relevant biomarkers and genetic changes where appropriate. 
In addition to EGFR and ALK, testing may identify other mutations such 
as KRAS G12C, RET, ROS1, MET, BRAF, and others, which can open up 
additional targeted treatment options. PD-L1 testing may also be used 
to help guide decisions about immunotherapy. If you are unsure whether 
molecular testing has been carried out on your tumour, it is worth asking 
your cancer team, as it may affect which treatments are available to you.
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Chemotherapy, targeted therapies and immunotherapy continued
Systemic treatments side effects
The side effects of chemotherapy, targeted therapies and immunotherapy 
vary depending on the specific drugs used. Your cancer team will explain 
what to expect and how side effects can be managed. Patient information 
leaflets that come with your treatment will also list possible side effects.

If you develop sudden or severe symptoms, such as a high temperature 
(over 37.5°C), dizziness, difficulty breathing or a fast heart rate, contact 
your cancer doctor or lung cancer nurse straight away, or call NHS 111 
(NHS 24 in Scotland, NHS 111 Wales, or 111 in Northern Ireland) on 111 
for advice.

Surgery
Surgery may be an option for treating 
brain metastases if there is only one 
tumour, or a tumour causing significant 
symptoms, that can be safely accessed 
by a neurosurgeon. Your doctors will 
consider factors such as the size, 
location and type of tumour, your 
overall health and your medical history.

Surgery can also reduce swelling and 
pressure in the brain. This can also ease 
some other symptoms and perhaps 
reduce the amount of medication you 
may need to take.

Treating brain metastases

Please see our Chemotherapy for Lung Cancer, 
Immunotherapy for Lung Cancer and Mutation Driven Lung 
Cancer and Its Treatment booklets online at:
www.roycastle.org/lung-cancer-booklets or call us
for a printed copy on 0333 323 7200 (option 2).

ii

http://www.roycastle.org/lung-cancer-booklets
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Surgery continued
The operation is known as a craniotomy, and it is carried out under a 
general anaesthetic. A section of skull is temporarily removed so that the 
neurosurgeon can access the tumour and remove as much of the tumour 
as possible. The piece of skull bone is then secured back in place.

Treating brain metastases

Following surgery
At first, it’s common to feel worse after the operation than before 
it. Surgery may cause some swelling in and around the brain, though 
steroids may help reduce this. Temporary symptoms may include 
dizziness, confusion, weakness or speech difficulties.

While these symptoms may come and go, they will usually reduce 
over a few days or weeks. The symptoms you may experience will 
vary depending on the location of the tumour. Some side effects may 
be long-lasting if surgery affects surrounding brain tissue, but these 
will depend on the tumour’s location.

Your care team may involve physiotherapists, occupational therapists, 
or speech and language therapists (see page 38) to support your 
recovery.

Clinical trials
Clinical trials are an important part of medical research. They help 
doctors find out whether new treatments are safe and work better than 
the current standard of care. Progress in medicine depends on people 
choosing to take part in trials, which may help improve treatment for 
others in the future. People take part in clinical trials for different reasons. 
You may:

	 •	hope that a new treatment will work better than the options
		  currently available to you
	 •	want to access new or “cutting-edge” treatments
	 •	wish to help improve treatment options for people in the future
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Clinical trials continued
Most clinical trials compare a new treatment with the current best 
treatment. To do this fairly, people are usually randomly allocated to one 
group or the other, which means you may not be able to choose which 
treatment you receive.

If you take part in a trial, your health may be monitored more closely 
than with standard care. This can involve additional appointments, blood 
tests or scans, and more contact with your healthcare team. This close 
monitoring can help doctors notice and manage changes in your health 
more quickly, whether or not they are related to your current treatment.

It is important to understand that a new treatment being tested may 
not be better than the current treatment, and it may cause different side 
effects. Drugs tested in trials are also not always made available on the 
NHS once the trial ends.

Not everyone is suitable for a clinical trial. Trials have specific entry 
criteria, and your cancer doctor can tell you whether there are any trials 
you may be eligible for. In some situations, treatment may focus on best 
supportive care, which aims to manage symptoms and maintain quality of 
life rather than treat the cancer itself. In these situations, taking part in a 
trial may not be the most appropriate option. Your healthcare team will 
explain what options are most appropriate for you and why.

If you would like to check what clinical trials are available, have a look at:

 	•	Be Part of Research (NIHR)
		  https://bepartofresearch.nihr.ac.uk

	 • Cancer Research UK
		  www.cancerresearchuk.org/about-cancer/find-a-clinical-trial

Treating brain metastases

https://bepartofresearch.nihr.ac.uk
http://www.cancerresearchuk.org/about-cancer/find-a-clinical-trial


Duncan Edmonstone, one of our 
patient advocates, was diagnosed 

with brain metastases in July 2019. 
Following surgery in August 2019, he
is now enjoying a healthy, active life.

You can learn more about
Duncan’s experience of living with

brain metastases in our podcast,
Season 3 Episode 1: 

“What precisely is Precision Medicine.”
https://roycastle.org/our-support/

podcast/
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Living with brain metastases can affect many parts of your life, not just 
your medical treatment. You may need support with symptoms, daily 
activities, emotional wellbeing or practical issues. A range of services are 
available to support you and those close to you, alongside your cancer 
treatment. 

NHS support services
Some of the problems and symptoms associated with brain metastases 
may not fully resolve, even after treatment. For example, you may continue 
to experience muscle weakness, fits or seizures, problems with walking, or 
difficulties with speaking or swallowing.

There are services available that can give you extra support to help you 
overcome or adapt to some of these problems:

 	•	Physiotherapy – this can help you maintain or improve your strength,
		  mobility, balance and coordination through exercise and other advice.
		  Physiotherapy can also help with breath control, as well as coughing and
		  chest-clearing techniques, which may be helpful for any lung symptoms.

 	•	Occupational therapy – if you are struggling with some everyday
		  activities, like getting upstairs, bathing or cooking, an occupational
		  therapist will look at equipment or alterations that can be made to
		  help. They can also help you deal with fatigue or poor sleep, as well as
		  some aspects of going back to work, if this is an option for you.

 	•	Speech and language therapy (SALT) – this is a specialist team that
		  helps people who find speaking clearly or loudly enough difficult, or
		  who cannot eat and swallow properly.

If you are finding it difficult to get around, manage everyday tasks, or if 
people are finding it hard to understand you, speak to your lung cancer 
nurse specialist (LCNS) or consultant as early as possible. They will refer 
you to the services you need.

What support is available?
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Support for you and your family
Being told that lung cancer has spread to the brain can affect not only 
you, but also those close to you. The people around you may be trying 
to understand what this means and how best to support you, while also 
coping with their own thoughts and feelings.

You may want to talk with someone you trust, such as a family member, 
friend or healthcare professional about what matters most to you. 
This might include practical questions, emotional worries, or simply 
how you would like to approach the coming weeks and months. Open 
conversations can help everyone feel more informed and involved.

Many people are reluctant to ask for help because they do not want to 
feel like a burden. However, friends and family often appreciate knowing 
what would be useful and may feel unsure how best to help without 
guidance. This might include help with travel to appointments, meals, 
household tasks, or simply spending time together. Sometimes a chat and a 
cup of tea can make all the difference.

Letting others know what feels helpful, whether that is practical support, 
company, or space, can make it easier for everyone to feel supported. 
Some people find it helpful to set up a group chat with friends and family 
to keep everyone updated and to ask for help when needed.

Palliative care
Palliative care focuses on improving quality of life for people living with 
serious illness. It aims to prevent, reduce and manage symptoms such as 
pain, breathlessness, fatigue, anxiety or nausea, and to provide emotional, 
psychological and practical support.

Palliative care is not the same as end-of-life care, and can be offered at any 
stage of illness, alongside treatments such as chemotherapy, radiotherapy 
or targeted therapies.

You can ask your cancer doctor, lung cancer nurse specialist or doctor 
about palliative care at any time. Being referred does not mean that 
treatment will stop or that your situation has changed suddenly.

What support is available?
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What support is available?

Palliative care continued
Many healthcare professionals provide palliative care as part of their role, 
including general practitioners (GPs), hospital doctors and nurses. Some 
people may also be referred to specialist palliative care teams, who have 
additional expertise in managing complex symptoms and supporting 
patients and families.

Hospice services
Hospice services provide care and support for people living with serious 
or life-limiting illness, as well as for their families and carers.

Hospices are not only for end-of-life care. Many people use hospice 
services at different points during their illness, for example through day 
services, outpatient clinics, rehabilitation, symptom control, or respite care.

Hospice care may be provided in a hospice building, at home, or in 
other community settings. Care is delivered by trained professionals and 
volunteers, and focuses on physical comfort, emotional wellbeing, and 
support for you and those close to you.

Hospice services are free and are available for as long as they are needed.
Hospices provide a range of services, including:

 	•	pain and symptom control
 	•	psychological and social support
 	•	rehabilitation and support to maintain independence
 	•	complementary therapies, such as massage and aromatherapy
 	•	counselling
 	•	spiritual care
 	•	practical and financial advice
 	•	support in bereavement

You can find out more about hospices, including finding if there is 
one near you, at: www.hospiceuk.org

http://www.hospiceuk.org
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Being told that lung cancer has spread to the brain can bring up many 
different thoughts and feelings. Some people prefer to focus on day-to-
day living, while others find it helpful to think ahead or seek out more 
information. There is no right or wrong way to respond, and what feels 
right may change over time.

You may find it helpful to talk with someone you trust, such as a family 
member, friend or healthcare professional, about what matters most to 
you right now. This might include practical concerns, emotional worries, or 
simply how you want to approach the coming weeks and months.

Some people may also wish to think about advance care planning, including 
recording their wishes for future care or appointing someone to make 
decisions on their behalf if needed. Your healthcare team can advise you 
on what you may want to think about and direct you to reliable sources of 
guidance.

Planning ahead does not mean giving up hope. For many people, it is about 
staying organised, maintaining a sense of control, and making sure their 
time and energy are used in ways that matter most to them.

Doctors are usually only able to give very broad estimates about how 
long treatment may continue to work or how the cancer may progress. 
Everyone’s situation is different. Treatments continue to improve, and 
outcomes can change. Some people live longer than expected and respond 
better to treatment than predicted.

The following pages cover some of the practical and supportive options 
that may be available to you and those close to you. You can read these at 
your own pace, and focus on what feels relevant to you.

Planning ahead and practical matters



42Understanding lung cancer with brain metastases

Putting your affairs in order
You may want to read this section now, or come back to it later when you 
feel ready.

When lung cancer spreads to the brain, it is a serious development 
and may affect the type of care and support someone needs. For some 
people, brain metastases can still be treated or controlled for some time. 
Being told the cancer has spread can be a lot to take in, and may prompt 
people to think about what matters most to them and how they want to 
approach the future. 

Living with advanced lung cancer can bring uncertainty, and thinking about 
the future may feel difficult at times. You may still have many things you 
want to do and people you want to see, over an uncertain length of time. 
Some people find this is a time when they begin to think about planning 
ahead and their priorities.

Because everyone’s situation is different, it can be difficult to predict 
exactly how things will unfold. Some people find that putting practical 
matters in order brings reassurance, even while continuing treatment and 
focusing on daily life.

It is common to have questions that may feel frightening or difficult to ask, 
such as:

 	•	How might my cancer progress, and how could that affect me?
 	•	What will happen if I can no longer look after myself or get around
		  easily?
 	•	If I become more unwell, how will I be cared for?

These thoughts are completely understandable. If you are worried about 
what may happen if your health worsens, it can help to think about what 
matters most to you, what your wishes are, and who you would like 
involved in decisions about your care.

Planning ahead and practical matters
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Getting support and having conversations
You do not need to think about everything at once. It can help to talk 
things through gradually and to focus on what feels manageable right now.
You may find that you are ready to talk about some issues before family 
members or carers feel able to, or vice versa. This can be difficult, but 
support is available.

Some people find it helpful to:

 	•	Talk things through with their lung cancer team, specialist nurse,
		  doctor or palliative care team
 	•	Use a helpline, support group or online forum to explore questions
 	•	Write down their thoughts or wishes to help organise what they’re
		  thinking and feeling 

Making plans and decisions ahead of time
One part of planning ahead may involve thinking about how decisions - 
such as decisions about your treatment - would be made if you were ever 
unable to make them yourself. This might include setting out your wishes 
in writing or appointing someone you trust to make decisions on your 
behalf. 

Advance decisions (sometimes called a “living will”)
An advance decision allows you to record which medical treatments 
you would not want to receive in the future if you could no longer 
communicate your wishes. 

 	•	You can make one yourself using free templates
 	•	A solicitor is not required
 	•	It must be signed and witnessed
 	•	It is good practice to share copies with your doctor, hospital team,
		  and those close to you

You can find free guidance and templates through national charities or 
your local Office of the Public Guardian.

Planning ahead and practical matters
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Power of Attorney
The different nations within the United Kingdom use slightly different 
terms, but all refer to legal documents that allow you to appoint someone 
you trust to make decisions on your behalf if you are unable to do so.

In England and Wales, this is called a Lasting Power of Attorney (LPA).
In Scotland, it is known as a Continuing and/or Welfare Power of Attorney. 
In Northern Ireland, an Enduring Power of Attorney (EPA) can be set up 
to manage property and financial affairs.

A Power of Attorney can cover:
Health and welfare decisions (such as medical treatment and care) 
Property and financial affairs (such as managing money, bills and property)

	 •	Arrangements relating to health and care decisions vary across the UK.
		  Your healthcare team or local Office of the Public Guardian (OPG)
		  can explain what applies where you live.

	 •	You apply through your local OPG or relevant authority

	 •	There is usually a fee to register a Power of Attorney, although fee
		  reductions or exemptions may be available

	 •	A solicitor is not required, although some people choose to get
		  legal advice

Planning ahead and practical matters
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Advance Care Planning (ACP)
Advance Care Planning is a broader process of thinking about and sharing 
what is important to you. This might include:

	 •	Where you would prefer to be cared for (such as at home,
		  in a hospital or in a hospice)
	 •	Who you would like involved in decisions
	 •	What matters most to you if your health changes

ACP does not always involve legal documents. It can simply be a record 
of your wishes and preferences. This record can be updated over time as 
your wishes and preferences may change.

Services are available to support the choices you might want to make 
around how you are looked after at different stages if your health changes. 
Your cancer or palliative care team can help you have these conversations 
and make sure your wishes are recorded and shared within the NHS.

Patients have highlighted how important it is to have these discussions 
early, including having a Plan B if things do not go as hoped or services are 
not immediately available.

Thinking about future care
You may wish to think about where you would prefer to be cared for if 
your needs change, for example, at home, in hospital, or in a hospice.
Hospices are not only for end-of-life care. Many offer:

	 •	Pain and symptom management
	 •	Short admissions to help stabilise symptoms
	 •	Support at home
	 •	Respite care

Your healthcare team can help you explore what services are available 
locally and support you in making plans, including alternative arrangements 
if your first choice is not possible at a particular time.

Planning ahead and practical matters
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If you are caring for someone
If you are caring for someone whose health is affected by brain metastases, 
it can understandably be an emotional and upsetting time. Planning 
together and having open conversations - even when they feel difficult - 
can help reduce uncertainty and distress later on.

The lung cancer team and palliative care team are there to support both 
patients and those close to them. Getting help to think through what you 
may need in your caring role can ease some fears and help you feel less 
alone.

Finances
One of the practical things you may want to talk about with those who 
are caring for you is your finances. Your cancer team can advise you on 
who to speak to for financial advice. Your local authority may also have 
welfare rights officers who help you find all the benefits you are entitled 
to. Some local teams can even make home visits.

If your illness is affecting your ability to work or manage day-to-day life, 
or is advanced and progressing, your doctor or specialist may complete 
an SR1 form (Special Rules), or BASRiS form if you’re in Scotland, for 
the Department for Work and Pensions. This can help make sure benefit 
claims are dealt with more quickly. You may also qualify for a Blue Badge to 
help with parking.

Your income, perhaps from a salary or pension, might be affected by 
changes in your health, and you may need to work out a new household 
budget. Some people choose to draw down a lump sum from a pension 
or check what cover they have under a mortgage protection policy or 
insurance that covers long-term illness.

Planning ahead and practical matters

Details of organisations and services that may be helpful 
are listed in the Useful contacts section at the end of this 
booklet.ii
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Finances continued
Charities can also be good independent sources of advice, for example, 
the Macmillan Support Line can help you find out which benefits you may 
be entitled to, assist with completing forms, and explain costs linked to 
cancer, such as travel or care needs.

If you are finding it hard to manage income and expenses, a financial 
adviser, Citizens Advice, or benefits adviser can help you understand 
options, such as:

	 •	Disability Living Allowance (DLA) for children under 16 years in
		  England, Wales and Northern Ireland
	 •	Personal Independence Payment (PIP) for adults in England, Wales
		  and Northern Ireland
	 •	Child Disability Payment (CDP) for children under 16 years in Scotland
	 •	Adult Disability Payment (ADP) for adults in Scotland
	 •	Attendance Allowance for people in England, Wales and
		  Northern Ireland who are at or above state pension age
	 •	Pension Age Disability Payment (PADP) for people in Scotland at or
		  above state pension age (this is gradually replacing Attendance Allowance
		  in Scotland)
	 •	Employment and Support Allowance (ESA)
	 •	Universal Credit (sometimes given in place of ESA)

There may be financial support available, such as benefits, local welfare 
assistance or charitable help, depending on your circumstances and where 
you live. Because support can change over time, it is usually best to speak 
to a welfare rights adviser or specialist organisation who can check what 
help is currently available to you. Your hospital support team may be able 
to signpost you.

While it might not be easy to think about, it can also give peace of mind 
to make sure you have an up-to-date will. Writing a will does not need 
to be expensive or complicated. You can find out more on our website: 
roycastle.org/will-writing

Planning ahead and practical matters

http://roycastle.org/will-writing
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If you are worried about how your health might change in the future, you 
may want to think about what matters most to you and who you would 
want involved in making decisions about your care.

These can be difficult topics to think about, and you do not need to 
address everything at once. Some people find it helpful to talk things 
through with their healthcare team, a trusted family member or friend, or 
a support service. Others may prefer to write things down first, to clarify 
their thoughts before talking about them.

You may wish to think about who would make decisions on your behalf 
if you were unable to do so, and how you would like those decisions to 
be made. This can include planning ahead for things such as powers of 
attorney or advance care plans, which cover decisions about your welfare, 
finances and property.

Some people also find it helpful to think about where they would prefer 
to be cared for if their needs change, for example at home, in hospital or 
in a hospice. Services are available to support different choices.

Brain metastases can sometimes affect memory, concentration, speech 
or decision-making. Not everyone experiences these changes, but some 
people find it reassuring to have plans in place in case they need extra 
support in the future.

If you are caring for someone, or if others are helping to care for you, it 
can be emotional and upsetting to discuss these plans. Trying to have open 
conversations and make plans together can help reduce uncertainty and 
stress for everyone involved. Your lung cancer team and palliative care 
services are there to support both patients and carers, and to make hard 
decisions easier.

Thinking about what matters most to you
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People’s experiences of brain metastases can vary widely. Some people 
have few or manageable symptoms for a long time, while others may 
notice changes that need medical attention. You may find it helpful to talk 
with your healthcare team about what to expect, or you may prefer to 
focus on how you are feeling now.

Doctors are not able to predict exactly how brain metastases will affect 
each individual. If you would like to discuss possible future changes, your 
cancer doctor or lung cancer nurse specialist (LCNS) can explain what 
signs to look out for and what support may be available.

It is important to tell your healthcare team about any new, persistent or 
worsening symptoms, particularly:

	 •	new or worsening headaches
	 •	nausea or vomiting that does not improve
	 •	changes in vision
	 •	weakness, numbness or problems with balance
	 •	confusion, memory problems or changes in personality
	 •	difficulty speaking or finding words
	 •	seizures

These symptoms do not always mean that the cancer has progressed, but 
they should be assessed so that appropriate treatment or support can be 
arranged.

Being aware of possible symptoms does not mean expecting the worst. It 
simply means knowing when to seek advice so that any problems can be 
managed as early as possible.

Your healthcare team can tell you who to contact if symptoms change, 
including outside normal working hours. If you are ever unsure about 
something, it is always appropriate to ask for advice.

Noticing changes and knowing when to ask for help
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Brain metastases can affect balance, coordination, memory or concentration.
Some people may find they need extra support with day-to-day activities, 
either temporarily or longer term.

Occupational therapists and other healthcare professionals can assess how 
you manage day-to-day activities like moving around your home, preparing 
meals, travelling or returning to work. They can suggest ways to make 
things safer and easier, while supporting you to remain as independent as 
possible.

Depending on your circumstances, this may include:

	 •	equipment to reduce the risk of falls, such as handrails or walking aids
	 •	adaptations around your home, such as improved lighting or
		  bathroom adjustments
	 •	memory aids or strategies to help with organisation and routine
	 •	support with managing fatigue or changes in concentration

In most cases, people with brain metastases are not allowed to drive 
for a period of time. This is because of the risk of seizures or other 
neurological symptoms that could affect safety. Your healthcare team can 
explain what applies in your situation and advise you about travel to and 
from appointments. You can find more information about driving and 
telling the DVLA/DVA on page 20. Your needs may change over time, and 
reassessment can be arranged if required.

Practical help, equipment and adaptations
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Living with lung cancer that has spread to the brain can be challenging, 
both physically and emotionally. While support from family and friends is 
important, some people also find it helpful to connect with others who 
have similar experiences.

Speaking to other people living with lung cancer or brain metastases can 
reduce feelings of isolation and provide practical insight into coping day-
to-day. If you choose to use online forums or social media groups, try 
to use moderated spaces run by reputable organisations, and check any 
medical information with your healthcare team.

The type of support you need may change over time. Carers and family 
members may also benefit from their own sources of support. Your 
hospital or local area may have a lung cancer support group for patients 
or carers. You can ask your lung cancer nurse specialist (LCNS) or see the 
information below for further details.

Cancer organisations
Specialist cancer organisations can provide reliable information, practical 
advice and emotional support. Some offer telephone helplines, online 
forums, information days, or opportunities to connect with others affected 
by lung cancer.

Finding information and support

Nicola

I have found sometimes that there is a burden to
always appear ‘fine’ with those closest to me.

Finding a couple of support groups to spend time with 
other people (either online or in person) who are also 

diagnosed with lung cancer has helped me a lot.



52Understanding lung cancer with brain metastases

Cancer organisations continued
Roy Castle Lung Cancer Foundation
We offer a range of support to people affected by lung cancer:

Finding information and support

Ask the nurse service
If you or someone you know needs support, we are here to help. 
Our Ask the nurse service is a nurse-led helpline and we can offer 
advice on:

	 •	where to get help with side effects
	 •	ways of managing how you, your family and friends are affected
		  by lung cancer
	 •	understanding treatment decisions and options
	 •	any other issues around diagnosis and treatment

Call our experienced team of nurses free on: 0800 358 7200 
(Monday–Thursday 9am–5pm, Friday 9am–4pm) or email: 
lungcancerhelp@roycastle.org

Lung cancer information days
Roy Castle Lung Cancer Foundation organises information days 
across the country, offering support and information to people 
affected by lung cancer.

Lung cancer professionals including oncologists, thoracic surgeons 
and lung cancer nurse specialists (LCNS) are among the experts 
who attend. You will have the opportunity to ask questions and 
meet other people affected by lung cancer with whom you can 
share your experiences.

To find out more and reserve your place, please call: 0333 323 7200 
(option 2) (Monday–Thursday 9am–5pm, Friday 9am–4pm).

mailto:lungcancerhelp%40roycastle.org?subject=
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Finding information and support

Online support
There are many cancer-related discussion forums online. They provide 
a space for people to ask questions, share knowledge and experiences, 
exchange ideas and support one another.

Social media platforms also host groups for people affected by specific 
types of lung cancer, including those with particular genetic changes such 
as EGFR or ALK positive non-small cell lung cancer. Many of these groups 
are closed, meaning membership is restricted to people affected by the 
condition.

Some groups are international and allow you to connect with people 
across the world. Be aware that not all forums are moderated by 
healthcare professionals, so it is important to check medical information 
with your own team.

The Roy Castle Lung Cancer Foundation online forum allows you to share 
your experiences and ask questions: www.healthunlocked.com/lungcancer

Details of organisations and services that may be helpful 
are listed in the Useful contacts section at the end of this 
booklet.ii

http://www.healthunlocked.com/lungcancer
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Useful contacts

	 •	Roy Castle Lung Cancer Foundation
		  Support, information and a helpline for anyone affected by lung
		  cancer. Tel: 0800 358 7200  Website: www.roycastle.org

	 •	Macmillan Cancer Support
		  Information, emotional support, and practical advice.
		  Tel: 0808 808 00 00  Website: www.macmillan.org.uk

	 •	Cancer Research UK
		  Information and support for anyone affected by cancer, and
		  details about current clinical trials.
		  Website: www.cancerresearchuk.org

	 •	National Health Service (NHS)
		  Information on health, care and services in the UK.
		  Website for England: www.nhs.uk
		  Wales: www.nhs.wales/
		  Scotland: www.nhsinform.scot
		  Northern Ireland:
		  www.nidirect.gov.uk/contacts/health-and-social-care-trusts
		  (and then choose your region)

	 •	Citizens Advice
		  Guidance on legal, financial, and practical issues.
		  Website: www.citizensadvice.org.uk

	 •	Hospice UK
		  Information about hospice services across the UK.
		  Website: www.hospiceuk.org

	 •	Carers UK
		  Practical advice and rights for unpaid carers.
		  Website: www.carersuk.org

http://www.roycastle.org
http://www.macmillan.org.uk
http://www.cancerresearchuk.org
http://www.nhs.uk
http://www.nhs.wales/
http://www.nhsinform.scot
http://www.nidirect.gov.uk/contacts/health-and-social-care-trusts
http://www.citizensadvice.org.uk
http://www.hospiceuk.org
http://www.carersuk.org
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Useful contacts

	 •	The Association of Lifetime Lawyers
		  (formerly Solicitors for the Elderly)
		  A UK directory of regulated lawyers with specialist expertise in
		  wills, powers of attorney and planning for the future.
		  Website: www.lifetimelawyers.org.uk/

	 •	Power of Attorney
 		 (also known as lasting or enduring power/s of attorney)
		  The official UK government guidance on making, registering or
		  ending a lasting power of attorney (LPA) for both health &
		  welfare and property & financial affairs.
		  Website for England and Wales: www.gov.uk/power-of-attorney
		  Scotland: www.publicguardian-scotland.gov.uk/power-of-attorney
		  Northern Ireland:
		  www.nidirect.gov.uk
		  /articles/managing-your-affairs-and-enduring-power-attorney

	 •	Compassion in Dying (primarily for England and Wales)
		  Free guidance and forms for advance decisions, LPAs, and
		  advance care planning.
		  Tel: 0800 999 2434  Website: www.compassionindying.org.uk

	 •	National Bereavement Service
		  Practical and emotional support following a bereavement.
		  Tel: 0800 024 6121

http://www.lifetimelawyers.org.uk/
http://www.gov.uk/power-of-attorney
http://www.publicguardian-scotland.gov.uk/power-of-attorney
http://www.nidirect.gov.uk/articles/managing-your-affairs-and-enduring-power-attorney
http://www.nidirect.gov.uk/articles/managing-your-affairs-and-enduring-power-attorney
http://www.compassionindying.org.uk
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Questions to ask your doctor or nurse

1	 How and why does lung cancer spread to the brain?

2	 How many areas of my brain are affected, and what might this mean
	 for me?

3	 What tests will I need, and what information will they provide?

4	 What treatment options are available for me?

5	 How might brain metastases affect my memory, concentration
	 or daily life?

6	 What symptoms should I look out for?

7	 Are there any reasons why a particular treatment might not be
	 suitable for me?

8	 What options are available if I cannot (or choose not to) have
	 treatment?

9	 Who will be involved in my care?

10	 What are the possible benefits and risks of treatment?

11	 Are there any activities I should avoid, such as driving?

12	 Can I travel or go on holiday? What about travel insurance?

13	 What other support services are available?

14	 Are there any clinical trials I could consider?

15	 Is there anything I can do to help manage my symptoms or reduce
	 the risk of complications?
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Keep a note of important information



58Understanding lung cancer with brain metastases

Keep a note of important information

Your lung cancer nurse specialist (LCNS): 

Your healthcare team:

Treatment helpline:

Emergency contacts:



Other Roy Castle Lung Cancer Foundation booklets on lung cancer, 
treatments and support are available on our website or from your 
healthcare team.
 
We follow established quality standards and best practice principles to 
help ensure our information is trustworthy, evidence based, accurate, up 
to date and easy to understand. Our information is informed by national 
clinical guidelines and current best practice in lung cancer care. We believe 
clear and accessible information helps people feel better informed and 
more involved in decisions about their health and care.
 
Our information is developed by our Information Team and reviewed 
by healthcare professionals specialising in lung cancer care, including 
doctors, nurse specialists, and other members of our Expert Panel. These 
contributors support us on a voluntary basis. You can find out more about 
our Expert Panel at: www.roycastle.org/expertpanel
 
Our information is also reviewed by members of our Reader Panel, made 
up of people with experience of lung cancer, to help ensure it is relevant, 
clear, and useful. You can find out more about our Reader Panel at:
www.roycastle.org/ways-to-give/become-a-charity-advocate/
 
References for sources used within this booklet are available at:
www.roycastle.org/sources
 
If you have suggestions for new publications or improvements to our 
existing booklets and factsheets, please contact us at: info@roycastle.org

About our lung cancer information

© Roy Castle Lung Cancer Foundation
Registered charity number England and Wales 1046854 - Scotland SC037596 - Isle of Man: 1277
All rights reserved. No part of this publication may be reproduced, stored in a retrieval system, or transmitted 
in any form or by any means, electronic, mechanical, including photocopying, recording or otherwise, without 
the prior permission of Roy Castle Lung Cancer Foundation.

Published: May 2026 Next review: May 2028
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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.

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.

Contact us
For more information, call our Lung Cancer Information and Support Services:

0333 323 7200 (option 2)
or visit our website: www.roycastle.org

Head Office
Cotton Exchange Building,
Old Hall Street,
Liverpool, L3 9LQ
Email: foundation@roycastle.org

Information and Support Services
Suites 524-528 Baltic Chambers
50 Wellington Street
Glasgow, G2 6HJ
Email: info@roycastle.org

Expect Better
Roycastlelungcancer @Roy_Castle_Lung

For more of our information 
booklets and support,

scan this QR code:

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.
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http://www.roycastle.org
https://www.facebook.com/roycastlelungcancer
https://x.com/roy_castle_lung
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