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Introduction

If you or someone you care for has lung cancer and has been told it has
spread to the bones (bone 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 talk
to your lung cancer team about which sections are most relevant to you.
Read this booklet alongside any information they give you.

Your lung cancer 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 (Monday—
Thursday 9am-5pm, Friday 9am—4pm) or email:
lungcancerhelp@roycastle.or

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

We would like to acknowledge Heather Christian (featured on the front cover)
and our patient advocate team, for their support in helping us to produce this
booklet.
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About the bones

Bones form the framework of the
body, helping us to stand, move
and protect important organs.
For example, the skull protects
the brain, and the ribs protect the
heart and lungs.

Although bones feel hard, they are
living tissue. They are constantly
being broken down and rebuilt by
bone cells working together to
keep them strong and healthy.
This ongoing process is called
bone remodelling. The main bone
cells involved are osteoblasts,
which build new bone; osteoclasts,
which break it down;and
osteocytes, which help maintain
the bone around them.
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Bones are made up of a hard
outer layer and a lighter,
spongy inner structure.They
contain minerals such as
calcium, which help give bones
their strength. Inside some
bones is bone marrow, which
produces blood cells that
carry oxygen and white blood
cells that help fight infection.

Cancer cells can disrupt the normal balance of bone remodelling, making
bones weaker or more fragile. This may lead to symptoms such as pain or

an increased risk of fractures.
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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. Primary bone cancer is
quite rare.

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.

Bone metastases (secondary or metastatic cancer)
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Bone metastases (secondary or metastatic cancer) continued

The metastatic tumours can 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, liver and
adrenal glands.

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

o T (followed by a number from | 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

e M (followed by 0, la, Ib, Icl, or Ic2) refers to whether the
cancer has spread to other parts of the body

Combinations of these letters and numbers are used to describe the stage
of the lung cancer, from stage | to stage 4:

o Stage | — 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 grown 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

Your doctor will explain what your specific TNM numbers mean and how
this affects your treatment options.You do not need to remember these
letters and numbers, but you may see them in clinic letters or reports.

This staging system is based on the International Association for the Study of Lung Cancer
(IASLC) TNM Classification, 9th edition.
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Bone metastases (secondary or metastatic cancer) continued

Although any cancer can spread to the bones, some types are more likely
to do so than others, including breast, prostate, kidney, thyroid and lung
cancers. Cancers including melanoma can also spread to the bone.

Lung cancer bone metastases commonly affect the ribs, the spine and
pelvis. This may be because these bones are close to the lungs, so are close
to the primary tumour, and have a good blood supply.

Bone metastases (when cancer cells spread from another part of the body
to the bones) are not the same as primary bone cancer (when the cancer
starts in the bones). Bone metastases are relatively common in lung cancer,
particularly in more advanced stages of the disease. Primary bone cancers
are rare.

—_——

Primary bone tumours and bone metastases 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, bone tumours are most often caused by metastases, and
further tests are not always needed.
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Bone metastases (secondary or metastatic cancer) continued

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 bone 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 bone 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, targeted therapy or immunotherapy. These
treatments can help control the cancer in the bones, improve symptoms
and, for some people, help them live longer.
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How do bone metastases affect people?

Having bone metastases means that lung cancer has spread from its
original location to the bones. Bone 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 bone 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 bone cancer (bone
metastases). However, this does not always make it easier for you.

It is rare for someone to go to their doctor with bone pain, or even
a fracture, that is due to an undiagnosed lung cancer. However, it does
happen. 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.
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Some people with bone metastases do not have any symptoms and may
feel well. Having bone 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:

 bone pain — often the first symptom. Felt in the back, ribs, hips or
limbs.The pain may be continuous; people often describe it as deep,
aching or sharp, and it may be worse at night

» weakened bones — which can increase the risk of breaks (fractures),
sometimes even without a significant injury. Occasionally this may be
the first sign of bone metastases

e low levels of blood cells — cancer in the bone marrow can reduce
blood cell production, leading to anaemia, increased risk of infection,
bruising or bleeding

« raised blood calcium levels (hypercalcaemia) — if untreated can
cause symptoms such as feeling very thirsty, passing urine more often
than usual, nausea or vomiting, constipation, abdominal (stomach) pain,
confusion or difficulty concentrating, fatigue, muscle weakness, and low
mood or depression

There are also signs and symptoms specific to having pressure on the
spinal cord:

o pressure on the spinal cord — also known as metastatic spinal cord
compression (MSCC). Can cause pain, numbness, weakness or difficulty
walking.

MSCC is uncommon but serious and needs urgent treatment. It can
develop quickly. Contact your healthcare team immediately if you
develop symptoms. If you cannot reach them, seek urgent medical
advice.You can read more about MSCC on pages 33 — 34 and
about its treatment on pages 35 — 37.

- J
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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.

Shaun

Not everyone will experience the symptoms mentioned, and many aches
and pains are common and have everyday causes, such as muscle strain.

( )

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 such as bone fractures or severe pain.

g J

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.
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How doctors assess bone metastases

If your doctor suspects cancer has spread to your bones, they may arrange
tests and scans to assess which bones are affected and whether the

bone has been weakened.The tests help build a clearer picture of what is
happening. They also provide information to guide treatment options and
support you in making decisions about what happens next.Your healthcare
team will explain which scans are needed and what they are looking for.

Tests may include:
o CT scan (computerised tomography)
« MRI scan (magnetic resonance imaging)
o PET-CT scan
o X-ray
* Blood test
 Bone scan
« Biopsy

CT scan (computerised tomography)

A CT scan uses X-rays to create detailed, 3D images of the bones and
help assess structural weaknesses or any risks of fracture.A contrast dye
is sometimes used to help the radiographers see areas with suspected
cancer more clearly. A CT scan usually takes around 10-30 minutes.
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MRI scan (magnetic resonance imaging)

An MRI scan is a type of scan that uses magnetic fields and radio waves to
produce detailed images of the bones. It is particularly helpful if doctors
are concerned about pressure on the spinal cord, also called metastatic
spinal cord compression (MSCC see page 33). In cases of suspected
MSCC, a whole spine MRI scan may be carried out to discover all sites of
bone metastases and plan the most appropriate treatment. An MRI scan
may take 30—60 minutes.

PET-CT scan

A PET-CT scan combines two types of imaging to show both the structure
of the bones and areas where cancer cells are more active.You will be given
a small amount of radioactive tracer before the scan.The appointment
may take a few hours in total, but the scan itself usually takes around 30
minutes.

X-ray

An X-ray is a scan that uses a small amount of radiation to create images
of the bones. It can help doctors detect abnormalities such as tumours,
areas of bone damage, new bone growth, or fractures. X-rays are often
used to examine a specific area where you are experiencing pain or
discomfort. The scan itself usually only takes a few minutes and is painless.

Blood test

Blood tests may be carried out to check calcium levels and other markers
of bone activity. Raised calcium (hypercalcaemia) can sometimes occur
with bone metastases and may need treatment.

My lung cancer nurse specialist (LCNS)
helped me navigate my way through the various
appointments, meetings, treatments
and all the other aspects of a cancer diagnosis.

Heather
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Bone scan

A bone scan uses a small amount of radioactive tracer, which is injected
into a vein.The tracer travels through the bloodstream and collects in
areas where bone is repairing or remodelling more actively than normal.
These areas can sometimes indicate metastases. The scanner then detects
the tracer and produces images of the skeleton.

Bone scans can show whether cancer has spread to different bones,
sometimes before changes appear on an X-ray.The test is generally
painless, and you can usually go home soon afterwards.A bone scan can
take a few hours in total, including time between the injection and the
scan.

Biopsy
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, doctors can usually identify
bone metastases using imaging alone. In rare cases, if there is uncertainty
about the diagnosis, a biopsy may be taken from the bone to confirm
the type of cancer. If a bone biopsy is needed, results may take longer to
return than biopsies from other tissue, typically 2—-3 weeks, because the
bone must be softened (decalcified) before the pathologist can examine
the sample.

4 N\

Follow-up scans

After tests or treatment for bone metastases, your healthcare team
may arrange further scans to monitor how the cancer is responding
and to check for any changes in the bones.

These follow-up scans help doctors monitor the cancer and assess
whether treatments are working and whether additional treatment
or support may be needed.Your healthcare team will explain how
often scans are likely to take place and which type of scan will be
used.
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On the day of your scan

Most bone scans and CT scans are straightforward and do not
require special preparation. If you are wearing any jewellery, clothes
or accessories 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.

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.
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Managing symptoms and effects of bone metastases

Metastatic lung cancer is something that can be treated but not cured, and
treatment and care options are primarily about managing symptoms and
improving your quality of life.As well as possible treatment options (see_
pages 2| — 32), it is useful to think about keeping healthy in other ways. Be
sure to inform your doctors about any pain so that it can be managed.

Staying active

Physical activity can benefit people at all stages of their cancer journey.
Keeping active can improve survival rates, help maintain quality of life,
improve sleep and have mental health benefits. It can also reduce fatigue
and risk of falls.

While exercising may feel like something to avoid due to worries about
pathological fractures (where the broken bone is caused by the cancer,
not by an injury), stopping all exercise can have unwanted consequences.
Over time, it can noticeably reduce your strength, limiting how well you
can move around and do things and increasing the chance of falls. Muscles
can shrink with underuse (muscle atrophy), and, with less use, bones can
weaken.

Any exercise programme leading up to, during or after treatment, will be
unique to you. It will be based on where your bone metastases are as well
as how your lung cancer and any other health conditions are affecting
you.While some exercises and sports are high-impact or weight-bearing
and may put too much stress on your bones, other exercises that are low
impact and non-weight bearing, such as swimming, may work well for you.

Physiotherapists and occupational therapists can help plan and support an
exercise and rehabilitation programme.

Asthma+Lung UK run breathing, exercise and singing groups that
you may find helpful. Find out if there is one near you at:

www.asthmaandlung.org.uk/groups-support
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Managing pain

While having cancer does not always mean having pain, it may well develop
and be part of how things are for you if you have bone metastases.There
are many different medicines, different ways to take the medicines, and
non-drug methods that can help relieve it.

Pain can affect all parts of your life.You might not feel able to take part in
your normal day-to-day activities.You may have trouble sleeping and eating.
You may be irritable with people you love or are close to you. It’s easy to
get frustrated, sad, and even angry when you're in pain, isolated or alone.

Types of cancer pain
The type of pain you have determines the most effective treatment.You
may notice your cancer pain change throughout the day:

o Acute pain can be severe and usually only lasts a fairly short time.
It's most often a sign that tissue has been damaged in some way.
This pain generally goes away as the injury heals.

 Chronic or persistent pain lasts for long periods of time (longer than
three months). It can disrupt your life if it’s not well treated. It may
range from mild to severe. Chronic pain may last for months or
longer, but it can usually be controlled by taking pain medicines at
regular intervals.

People with pain that’s mostly controlled by medicine may also experience
breakthrough pain:

o Breakthrough pain is a flare up of pain that happens even though
you are taking pain medicine regularly for chronic pain. It’s called
breakthrough pain because it “breaks through” the pain relief you get
from the regular pain medicine.

Breakthrough pain isn’t controlled by your regular doses of pain medicines.
It can vary in intensity and be hard to predict. It can come on quickly, last
as long as an hour, and feel much like chronic pain only worse — more
severe or intense. |t can happen several times a day.
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Types of cancer pain continued

Some people have breakthrough pain during a certain activity, like walking
or dressing. For others, it happens unexpectedly without any clear cause.
Increasing the dose of your regular pain medication or taking another
fast-acting pain relief medication can usually help to manage this, but
always discuss this with your doctor or specialist nurse first.

| had greater pain when | was first diagnosed
and treated. | took gabapentin and morphgesic,
and was encouraged to use oramorph

as and when | needed it.
Heather

Don’t just accept pain as a normal part of having cancer.All pain can

be treated, and most pain can be controlled or eased.With the right
treatment, you will sleep and eat better, enjoy being with your family and
friends, and continue with other everyday activities.

While pain can cause distress and discomfort, describing it to your doctor
can give them clues to help them manage your cancer:

o Where is the pain?

e Does the pain spread anywhere?

» How would you describe the pain?
For example, sharp, gnawing, sudden or hot?

» What makes the pain better?

o What makes the pain worse!?

 Does the pain interfere with your ability to move!?
If so, what movements or activities make it worse?

o Is the pain worse at night? Does it wake you up?

Speak to your lung cancer nurse specialist (LCNS) or doctor about your

pain so it can be addressed.There are specialist pain teams in hospitals and
in the community who can work with you to manage your pain.
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Can | still drive with bone metastases?

Having bone metastases does not automatically mean you must stop
driving. However, driving is a complex activity, where steady mental and
physical capacity is essential. Pain, weakness, medication, or complications
such as spinal cord compression may affect your ability to drive safely.
Your healthcare team can explain what applies in your situation and advise
about travel to and from appointments. If they believe your health may
affect your ability to drive safely, you may need to inform the DVLA or DVA.

Telling the DVLA or DVA

There is a legal responsibility for driving licence holders to tell licensing

agencies about certain medical conditions that could affect their driving.
The agencies then assess the individual case and make recommendations
or restrictions.

Driver and Vehicle Licensing Agency (DVLA) - England, Scotland, Wales
Car drivers and motorcyclists can notify the DVLA using Form CI,
available online. If you have a lorry, bus or coach licence, use Form
CIV.Fill in the form and send it to them.

Website: www.gov.uk/driving-medical-conditions

Post: Drivers Medical Group, DVLA, Swansea, SA99 | TU

Driver and Vehicle Agency (DVA) - Northern Ireland

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.

Website: www.nidirect.gov.uk/articles/how-tell-dva-about-medical-condition
Post: Drivers Medical Section, DVA, Castlerock Road Waterside, Coleraine, BT5 | 3TB
Phone: 0300 200 7861

Email: dva@infrastructure-ni.gov.uk

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
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Deciding what’s best for you

Having bone metastases means that lung cancer cells have spread to the
bones.While this usually means the cancer cannot be cured, many people
are able to have treatment that helps control the cancer, reduce symptoms
and maintain quality of life for a long time.

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 bones. 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 bone metastases.
Treatments offered may:

« slow the growth of the tumour/s in the bones

strengthen affected bones and reduce the risk of fractures

relieve pain and other symptoms

improve mobility and quality of life

extend life in some cases - targeted therapies and immunotherapy
may significantly improve outcomes for some people

The best treatment options vary from person to person.They depend
on your specific cancer, which bones are affected, and your overall health
and wellbeing. Many people benefit from treatments such as: medicines
to strengthen bones, (see page 23), treatments to manage pain and other
symptoms (see pages 23 — 24), radiotherapy (see pages 25 — 27), surgery
(see page 30), or interventional radiology (procedures guided by imaging
such as X-rays or CT scans, see page 37).These treatments can often be
used alongside ongoing lung cancer treatment.

For some people, treatment plans focus mainly on symptom control and
maintaining independence and comfort. This may be described as best
supportive care or palliative care, and it does not mean that care or
support will stop. Instead, it aims to help you live as well as possible with
bone metastases.
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Treating bone metastases

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

Treatments specifically for metastatic spinal cord compression
(MSCC) are outlined on pages 35 — 37.

Treatment for bone metastases is usually aimed at relieving pain and
preventing or controlling symptoms, including strengthening the bones
to prevent fractures and reduce the risk of any damage to the spinal
cord.These treatments help maintain mobility and quality of life. Some
treatments may also help shrink or slow the tumour’s growth in the
bones.Your doctor may recommend one treatment or a combination of
treatments, depending on your individual situation.

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

A multidisciplinary team (MDT) of healthcare professionals will review
your case together and consider factors such as the number, size and
location of the bone 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.
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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:

e What is the likelihood that this treatment will help me feel better?

o If the treatment works, when might | start to notice an improvement?

e What is the best outcome | might expect if the treatment works well?

e 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 | experience?

 Can any side effects be prevented or reduced, and how can | manage
them if they happen?

Some of the treatment options that may be discussed with you include:
 Medicines to reduce symptoms
 Radiotherapy
o Chemotherapy, targeted therapies and immunotherapy
« Surgery
e 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.
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Medicines to reduce symptoms

Medicines can play an important role in helping manage symptoms caused
by bone 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.

Bone-strengthening drugs

You may be offered medicines to help strengthen your bones and reduce
the risk of fractures, even if you do not currently have symptoms.These
are often called bone-strengthening treatments. The two main types are:

« Bisphosphonates (such as zoledronic acid),
usually given as a drip into a vein
o Denosumab, given as an injection under the skin

These treatments work by slowing down the natural process that breaks
down bone, helping to keep bones stronger and more stable. This can
reduce pain and lower the risk of complications such as fractures.

Bisphosphonates may also be used to treat hypercalcaemia, a condition
that can occur with bone metastases where high levels of calcium in the
blood can cause symptoms such as thirst, nausea, confusion and fatigue
(see page 10 for a full list of symptoms). It is important to contact your
doctor, healthcare team or out-of-hours service if you notice these
symptoms.

Like all treatments, side effects are possible.With long-term use,
bone-strengthening drugs can occasionally lead to problems such as
osteonecrosis of the jaw (damage to the jawbone) or, rarely, unusual
fractures of the thigh bone. Before starting these treatments, your
healthcare team may ask you to have a dental check-up.Your healthcare
team will monitor you and review your treatment regularly.

Your doctor or nurse will explain which option is most suitable for you
and what side effects to look out for.
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Medicines to reduce symptoms continued

Steroids

Steroids are medicines that can help reduce swelling and pressure caused
by tumours, particularly when bone metastases affect the spine or nearby
nerves.This pressure can contribute to pain or neurological symptoms,
and steroids may help improve these symptoms quickly.

Some people only need steroids for a short time, while others may
need them for longer, sometimes over several weeks or 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:

e 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 (more likely if taken for several weeks or months)

e 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 helps control 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.
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Choosing whether or not to have the treatment options
offered 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

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
also commonly used for painful bone metastases, to strengthen weakened
bone, and to reduce risk of fracture. It may be used as the main treatment,
in combination with other treatments, or sometimes after surgery to help
control the cancer in the treated area.

Radiotherapy is delivered using specialised machines and is usually targeted
at specific areas of bone to help control pain and strengthen the bone.The
treatment itself is similar to having a scan.You will be positioned carefully
to make sure the radiation is delivered accurately and comfortably.

The machine moves around you but does not touch you. It is a painless
procedure, but it can lead to some skin irritation or muscle stiffness
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 bone tumours, your fitness
levels, and the aim of the treatment.
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Radiotherapy continued
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.

For people with a small number of bone metastases,a more precise type
of radiotherapy called stereotactic ablative radiotherapy (SABR) may
sometimes be offered. Unlike standard radiotherapy, SABR delivers a high,
focused dose of radiation to a small, carefully targeted area.Treatment is
usually given over one to five sessions, often on alternate days across one
to two weeks, and is done as an outpatient. It is planned in detail using
both CT and MRI scans to make sure the treatment is as accurate as
possible.

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.

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:

e pain flare — a temporary worsening of pain that can occur shortly
after treatment.You should be given adequate pain relief before
starting radiotherapy in case you experience this

« fatigue or increased drowsiness — which can develop during or
up to 4 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 — on the treated area (for example, the rib or shoulder)

» muscle stiffness — around the treated area

o skin irritation — the treated area 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 asVaseline) on the treated area during treatment, as it can
make skin more sensitive to the radiation.

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.

Please see our Radiotherapy for Lung Cancer booklet

online at or call
us for a printed copy on 0333 323 7200 (option 2).
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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
bones.These are known as systemic treatments because they travel
through the bloodstream and can treat 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 will depend on
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 uses medicines that kill cancer cells or stop them from
dividing. These drugs may be given as tablets or through a drip into a vein.
Chemotherapy may be used on its own or alongside other treatments,
such as bone-strengthening medicines.

Targeted therapies may be offered to some people with non-small cell lung
cancer (NSCLC) who have specific genetic changes (mutations) within
their cancer cells.These medicines work by blocking signals that help
cancer cells grow and can be effective at controlling cancer in the bones
and elsewhere in the body

Immunotherapy helps the immune system recognise and attack cancer cells.
It can be effective for some people with lung cancer that has spread to the
bones, either on its own or in combination with other treatments.

Not everyone will be offered the same treatments. Results from
biomarker or molecular testing help your healthcare team decide which
options are most likely to benefit you.These tests may look for genetic
changes such as EGFR,ALK, KRAS G12C, ROSI, RET, MET, or BRAF as
well as PD-L 1|, which may help guide decisions about immunotherapy. For
some people with EGFR or ALK mutations, targeted therapy is often more
effective than immunotherapy and may be recommended first. If you are
unsure whether biomarker testing has been carried out on your tumour,
it is worth asking your cancer team, as the results 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 healthcare 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.

4 N\

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 I'I'l (NHS 24 in Scotland, NHS |11 Wales,or | |1 in
Northern Ireland) on ||| for advice.

Please see our Chemotherapy for Lung Cancer,
Immunotherapy for Lung Cancer and Mutation Driven Lung
Cancer and Its Treatment booklets online at:

or call us
for a printed copy on 0333 323 7200 (option 2).
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Surgery

Surgery may be an option for treating bone metastases when a bone

has been weakened by cancer and is at risk of breaking, or has already
fractured. The main aims of surgery are to reduce pain, improve movement
and stability, and help you remain as independent and comfortable as
possible.

Your doctors will consider factors such as which bone is affected, how
much it has been weakened, your symptoms, your overall health, and
how well you are likely to recover from an operation. Surgery is more
commonly considered for bones that support weight, such as the thigh
bone (femur), spine or hips.

In some cases, a surgeon may strengthen a weakened bone by inserting a
metal rod down the centre of the bone, or by fixing a metal plate, screws
or pins to the outside of the bone.This helps stabilise the bone and
reduce the risk of further fractures.

Surgery is usually carried out Epidural anesthesia
under a general anaesthetic. For
some operations on the hips or Spine
legs, an epidural may be used
instead.An epidural is a type of Epidural
anaesthetic that is given into space
the epidural space around the

spinal cord. The epidural space is
the fluid-filled area between the  Epidural

wall of the spinal canal and the =~ needle
covering of the spinal cord.
( )

Following surgery you may need time to recover and rebuild strength.
Your healthcare team may involve physiotherapists, occupational
therapists or pain specialists to support your recovery, improve
mobility and help you manage any ongoing symptoms.
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Clinical trials

Clinical trials are an essential part of medical research.They help doctors
find out whether new treatments are safe and work better than the
current best practice. 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

o wish to help improve treatment options for people in the future

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.Your healthcare team will not usually be able to
choose which treatment you receive either.

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.

I am very grateful to have received excellent
medical care and to have a family and
friends who are extremely supportive.

Heather
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Clinical trials continued

It is important to keep in mind that a drug or 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 oncologist 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.

To check what clinical trials are available, have a look at:

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

e Cancer Research UK
www.cancerresearchuk.org/about-cancer/find-a-clinical-trial
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Metastatic spinal cord compression (MSCC)

The spinal cord is made up of nerves that carry messages between the
brain and the rest of the body, and is protected by the bones of the
spine (vertebrae). Nerves that branch off from the spinal cord help
carry messages to and from different parts of the body. Without urgent
treatment, metastatic spinal cord compression can damage nerves that
control movement, sensation, and bladder or bowel function.

Metastatic spinal cord compression
(MSCC) happens when cancer

in the bones of the spine grows

or causes damage to a vertebra,
putting pressure on the spinal
cord.This is a medical emergency
and needs urgent assessment and
treatment.

Pressure on the spinal cord can
stop messages travelling properly
between the brain and the rest of
the body. This can cause symptoms
such as pain, tingling, numbness,
weakness, or problems with bladder
or bowel function.
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Symptoms of MSCC

The symptoms of having a tumour that has started to press on your spinal
cord will vary depending on where it is.You may have pain before other
symptoms develop. These symptoms may include:

e an ache in your neck or back, or in the area of your body relating
to the nerves affected (perhaps spreading around the side of your
body or down your arms or legs, or a band type pain around your
chest or abdomen)

nerve pain, sometimes described as burning or shooting

some change in sensation and strength in your arms and hands,
or your legs (“heavy legs” or difficulty walking)

not being able to empty your bladder

loss of control of your bowel and your bladder

Your healthcare team may also give you personalised information about
symptoms to watch out for based on where your metastases are located.

( )

You should seek urgent medical advice if you develop any of the
symptoms listed above. Do not ignore these symptoms, even if they
seem mild at first. These symptoms could be a sign of metastatic
spinal cord compression (MSCC), and need immediate medical
attention.

Contact your healthcare team, doctor, lung cancer nurse specialist
(LCNS), or call NHS 111 (NHS 24 in Scotland, NHS | | | Wales, or
Il in Northern Ireland) on |11 for advice at any time.

You can also attend your nearest Accident and Emergency (A&E)

department. Call 999 if your symptoms are severe or develop
suddenly.
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Treating metastatic spinal cord compression (MSCC)

There are several treatment options for metastatic spinal cord
compression, and your healthcare team will need to assess the extent of
the condition before deciding on the best options for you.

Within 24 hours, you are likely to have an MRI scan of your whole spine
to confirm the diagnosis and see where the spine and nerves are affected,
and to check for any other metastases outside your spine.

Sudden movements of the spine can make things worse, and you will need
to rest flat in bed until you have had your scan. If the scan shows that the
tumour is making your spine unstable, you may need to stay on your back
until you have had treatment to stabilise it.

After your MRI scan, your healthcare team will quickly decide whether
surgery is suitable for you. If surgery is not appropriate, radiotherapy is
usually offered instead.

Medicines

While awaiting your MRI, you may also be given medicines called steroids
(possibly dexamethasone) to reduce inflammation, pressure and swelling
around the affected nerves in your back. Painkillers will also help. Steroids
are usually reduced or stopped within a week or so of surgery or
radiotherapy.
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Medicines continued

Your healthcare team may also discuss targeted therapies or other
systemic treatments to help control the lung cancer more broadly (see_
pages 28 — 29). Bone-strengthening medicines such as bisphosphonates or
denosumab (see page 23) may also be continued or started as part of your
longer-term care.

Surgery

Surgery may be an option if you are well enough to undergo an operation.
The aim of surgery is to reduce any spinal cord compression and give
stability to the spinal column.

To do this, the surgeon would aim to remove the tumour and any bone
that may be pressing on the spinal cord. Some people may have steel rods
put into their spine to strengthen it. The operation would be carried out
under general anaesthetic.

Radiotherapy for MSCC

Radiotherapy may be given following surgery, or alone when surgery is not
possible.The priority for treatment is to take pressure off the spinal cord
and minimise any further damage.

Radiotherapy uses high-energy X-rays to shrink the tumour.The aim
is to improve your symptoms and relieve pain.Any improvements
after radiotherapy treatment may take two to four weeks to become
noticeable.

Depending on the part of the spine that is treated, there may be some
side effects. These may appear shortly after a treatment but can be up to a
week after your treatment and may be felt in the same area. For example,
if your treatment is around your neck area, you may develop a sore throat.
Radiotherapy to your upper spine may mean you have some temporary
soreness when swallowing, and lower back treatment may cause you

to feel or be sick. This symptom can be reduced by taking anti-sickness
tablets.
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Vertebroplasty and kyphoplasty

If one or more bones in your spine (vertebrae) are collapsing (also called
a spinal compression fracture), or your pain is not well controlled with
painkillers, you may be offered one of these minimally invasive procedures.

Vertebroplasty involves injecting a

special medical cement into the

damaged bone in the spine. Once

the cement hardens, it acts like

an internal plaster cast and helps /Needle
stabilise the vertebrae, stopping “FSF———— Cement injection
them from collapsing and reducing
Pain * Cancer Research UK (2026).

All rights reserved.
Information taken 03/08/2026.

Kyphoplasty works in a similar way

to vertebroplasty, but with an

additional step.A small balloon is

inserted into the fractured bone

and carefully inflated to create

space and help restore the shape

of the vertebra.The balloon is then % Needle
deflated and removed, leaving a : Balloon
small cavity.

This cavity is filled with bone
. Cancer Research UK (2026).
All righ d.
cem.e.nt, which hardens and Inforfnéii;sgl‘gn 03/08/2026.
stabilises the fractured vertebra.

These procedures are usually carried out by specialist doctors called
interventional radiologists or spinal surgeons (depending on the centre)
who use live imaging, such as X-rays or CT scans, to guide the instruments
during the procedure.They may be done under a local or a general
anaesthetic.

The cement hardens quickly, but afterwards you may need to lie still for a
short period while it fully sets.
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Heather was diagnosed with NSCLC
with bone metastases in February 2016.

She received a range of treatments,
including radiotherapy, chemotherapy,
and immunotherapy, which have helped
keep her cancer stable.

Living with bone metastases has
challenges, including fatigue and bone
health issues, but Heather continues to
focus on maintaining her wellbeing.

Heather has discovered a love of flying
planes, qualified as a CBT practitioner,

and volunteers as one of our Roy Castle
Lung Cancer Foundation patient

advocates. -

You can learn more about Heather’s

experience of living with bone -
metastases on our website: -
roycastle.org/heather-christian/

i
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What support is available?

Living with bone metastases can affect many parts of your life, not just
your medical treatment.You may need support with symptoms, mobility,
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 bone metastases
may not fully resolve, even after treatment. For example, you may continue
to have pain or problems walking, and you may be trying to manage these
along with other symptoms associated with lung cancer such as difficulties
with breathing, speaking, eating or swallowing.

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

» Physiotherapy — can help you maintain or improve your strength,
mobility, balance and coordination through exercise and other advice.
Physiotherapy can also help you 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.

 Nutritionists and dietitians — can assess, diagnose and treat dietary
and nutritional problems, and help you make the right choices about
what you eat.

If you are finding it difficult to get around or manage everyday tasks, speak
to your lung cancer nurse specialist (LCNS) or consultant as early as

possible. They will refer you to the services you need.
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Support for you and your family

Being told that lung cancer has spread to the bones 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.

| feel very fortunate to have outlived my prognosis
by so long, given it is now well over
a decade since | was first diagnosed yet
I am still vertical and ventilated!
Heather
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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.

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.

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

e 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
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Planning ahead and practical matters

Being told that lung cancer has spread to the bones 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.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 and 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.
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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.

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

When lung cancer spreads to the bones, it can feel like a significant step.
Many people continue with treatment for some time, but it may also
prompt you to think about what matters most to you and how you would
like things to be managed in the future.

Living with advanced lung cancer can bring uncertainty.You may still have
plans, goals and people you want to spend time with, over an uncertain
length of time. Some people find that putting practical plans in place brings
reassurance, even while focusing on treatment and daily life.

Because everyone’s situation is different, it can be difficult to predict
exactly how things will unfold. Planning ahead does not mean you expect
things to get worse. For many people, it simply means making sure their
wishes are known and that the right support is in place if it is ever needed.

It is common to have questions such as:
o How might my cancer progress, and what could that mean for me?
» What would happen if | need more help with mobility or personal care?
« If my health changes, how would decisions about my care be made?
These thoughts are understandable. If you feel worried about the future, it

can help to think about what matters most to you, what your preferences
are, and who you would like involved in decisions about your care.
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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:

o Talk things through with their healthcare team, specialist nurse,
doctor or palliative care team

o 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

e It must be signed and witnessed

« It is good practice to share copies with your doctor, healthcare team,
and those close to you

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

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

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

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 if your needs changed
* Who you would like involved in decisions
o 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. In some parts of the UK, this may
include completing a ReSPECT form (Recommended Summary Plan for
Emergency Care and Treatment), which records your preferences for
emergency treatment.
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Advance Care Planning (ACP) continued
Your healthcare team or palliative care team can help you have these

conversations and make sure your wishes are recorded and shared within
the NHS.

These records can always be updated over time, as your wishes and
preferences may change.

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:

e Pain and symptom management

o Short admissions to help stabilise symptoms
e 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.

If you are caring for someone

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

The healthcare 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.

Details of organisations and services that may be helpful

are listed in the section at the end of this
booklet.

Finances

One of the practical things you may want to talk about with those who
are caring for you is your finances.Your healthcare 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, a healthcare professional involved in your
care, such as your GP, lung cancer nurse specialist (LCNS) or hospital
consultant, may complete an SR/ form (Special Rules) for the Department
for Work and Pensions. If you live in Scotland, this will be a BASRIS form for
Social Security Scotland. This can help make sure benefit claims are dealt
with more quickly.

A lung cancer diagnosis and surgery can affect your income, 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.
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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.

To help with managing your income and expenses, a financial, benefits or
welfare rights adviser, Citizens Advice, or your hospital’s healthcare team
can help you understand your options, such as:

« Disability Living Allowance (DLA) — for children under 16 in England,
Wales and Northern Ireland

« Personal Independence Payment (PIP) — for adults in England,VWales
and Northern Ireland

o Child Disability Payment (CDP) — for children under 16 years in Scotland

o Adult Disability Payment (ADP) — for adults in Scotland (replaces PIP)

» 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 (which has replaced Attendance Allowance
in Scotland)

o Employment and Support Allowance (ESA)

« Universal Credit (sometimes given in place of ESA)

« Blue Badge — for parking

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 healthcare 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 about how to do this on
our website: roycastle.org/will-writing
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Thinking about what matters most to you

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 on 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.

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 healthcare team and palliative care
services are there to support both patients and carers, and to make hard
decisions easier.

| try to make the most of each day by having
a pretty healthy lifestyle. | find exercise both
physically and mentally beneficial.

Heather
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My approach is
to put on lipstick,
a smile and travel
hopefully.

Heather
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Noticing changes and knowing when to ask for help

People’s experiences of bone metastases can vary widely. Some people
have few or no 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 bone metastases will affect
each individual. If you do want 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.

While everyday aches and pains are common and often have simple causes,
it is important to tell your healthcare team about any new, persistent or
worsening symptoms, particularly:

e new or increasing bone pain

« pain that is worse at night or not relieved by pain relief
o weakness, numbness or tingling

o problems with walking, balance or coordination

« sudden changes in bladder or bowel control

Doctors sometimes use the term skeletal related events (SREs). This
describes complications from bone metastases, such as fractures, spinal
cord compression or high calcium levels in the blood.

Being aware of possible symptoms does not mean expecting the worst.
It simply means knowing when to seek advice so that problems can be
assessed and treated 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.
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Practical help, equipment and adaptations

Bone metastases can affect strength, balance and mobility, and you may
need to take extra care to reduce the risk of trips and falls.You may also
have to find new ways to do some activities to reduce the risk of putting
too much stress on your affected bones.

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:

« using equipment that can help you move around more safely, such as
walking sticks or frames

« adaptations around your home, such as a stair lift, or changes in your
bathroom, such as a walk-in shower

« supportive frames, splints or braces (sometimes called orthoses) that
you can wear to reduce pressure on affected bones

Your needs may change over time, and reassessment can be arranged if
required.
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Finding information and support

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

Speaking to other people living with lung cancer or bone metastases can
reduce feelings of isolation and provide practical insights 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) about what’s
available in your area.

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

7

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

e 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).
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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.

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.

Nicola

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 healthcare 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 section at the end of this
booklet.
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Useful contacts

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

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

e Cancer Research UK
Information and support for anyone affected by cancer, and
details about current clinical trials.

Website: www.cancerresearchuk.org

e 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 lIreland:

www.nidirect.gov.uk/contacts/health-and-social-care-trusts
(and then choose your region)

o Citizens Advice
Guidance on legal, financial, and practical issues.

Website: www.citizensadvice.org.uk

e Hospice UK
Information about hospice services across the UK.

Website: www.hospiceuk.org

e Carers UK
Practical advice and rights for unpaid carers.

Website: www.carersuk.org
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e 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/

e 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

o 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
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Questions to ask your doctor or nurse

How and why does lung cancer spread to the bones!?

Which of my bones are affected, and what might this mean
for me?

What tests am | likely to have and what are they for?
What treatment options are available for me?

How might the bone metastases affect me?

What symptoms should | look out for?

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

What options are available if | cannot (or choose not to) have
treatment!?

Who will be involved in my care?

What are the possible benefits and risks of treatment?

Is there anything | can’t do during treatment?

Can | travel or go on holiday? What about travel insurance?
What other support services are available?

Are there any clinical trials | could consider?

Is there anything | can do to help manage my symptoms or protect
my bone health, such as changing diet or taking supplements?
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Keep a note of important information
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Keep a note of important contacts

Your lung cancer nurse specialist (LCNS):

Your healthcare team:

Treatment helpline:

Emergency contacts:

Understanding lung cancer with bone metastases
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About our lung cancer information

Other Roy Castle Lung Cancer Foundation booklets on lung cancer,
treatments and support are available on our website or from your lung
cancer 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

Published: August 2026 Next review:August 2028

© 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.
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ROY CASTLE

LUNG CANCER

FOUNDATION

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.

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 Information and Support Services
Cotton Exchange Building, Suites 524-528 Baltic Chambers
Old Hall Street, 50 Wellington Street

Liverpool, L3 9LQ Glasgow, G2 6H])

Email: foundation@roycastle.org  Email: info@roycastle.org

Expect Better
ﬂ Roycastlelungcancer X@Rox Castle_Lung

For more of our information  [u] T [w]
booklets and support, | .
scan this QR code:
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