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Getting care and support

A guide for people living with a terminal illness, 
and their family and friends
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Introduction

If you’re living with a terminal illness, good care and 
support is an important part of getting the most from your 
life. You should receive high-quality care and be treated 
with dignity and respect. 

It may not be clear what your care options are. You may talk 
to many different health and social care professionals and 
deal with issues that are not familiar to you.

This guide helps you explore your care options. It explains 
what care may be available, what you can expect from it, 
and who to ask for help. It’s written for people living with a 
terminal illness and their friends and family.

This booklet contains general information for people 
across the UK. If you have specific questions about your 
health and care, speak to your healthcare team.  

There is more information about the topics in this booklet 
on our website at mariecurie.org.uk/support. You can 
also call the Marie Curie Support Line on 0800 090 2309* 
or use our online webchat service.

*Calls are free from landlines and mobiles. 
Your call may be recorded for training and monitoring purposes.



5

What is palliative care?

4

Getting care and support

What is palliative care?

Palliative care is treatment, care and support for people with a  
life-limiting or terminal illness. 

Palliative care doesn’t aim to quicken or delay death. The aim of 
palliative care is to help you achieve the best quality of life you can 
and be as well and active as possible in the time you have left. It 
includes managing your physical symptoms, providing emotional 
and spiritual support, and helping with your day-to-day needs. It 
also involves supporting your family and friends.

Having palliative care doesn’t necessarily mean that you’re likely to 
die soon – some people receive palliative care for years. However, 
palliative care does include caring for people who are nearing the 
end of life. When someone is thought to be in their last year of life, 
this is sometimes called ‘end of life care’. 

Who provides palliative care?
If you’re in hospital or a hospice, the team caring for you provide 
palliative care. This team can include doctors, nurses, social workers, 
therapists, counsellors and trained volunteers.

If you live in a care home or in your own home, the GP coordinates 
your care. You may be seeing other healthcare professionals, but if 
you have a problem with care, speak to your GP.

Your GP or specialist nurse will prescribe medication, arrange 
treatments, and provide information. 

GPs work closely with district nurses, who are very skilled in providing 
care for people at home. If you can’t get to the GP surgery and need 
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home nursing, the district nurse may visit you. As well as providing 
nursing care, district nurses can refer you to other healthcare services 
(eg physiotherapy) and arrange for any equipment you may need, 
such as a hospital bed. They can also tell you about local services. 

You may also have care at home from community nurses or 
healthcare assistants, arranged by the district nurse or GP.

GPs and district nurses can call on the expertise of a specialist 
palliative care team. The team may include specialist doctors and 
nurses, other medical staff, social workers, counsellors and spiritual 
leaders. If your GP or district nurse thinks you may benefit from their 
care, they will arrange for you to see them.

Specialist palliative care services may be provided by the NHS 
(or Health and Social Care in Northern Ireland), local councils or 
voluntary organisations. 

What can you expect from palliative care?
Doctors and nurses follow guidelines about palliative care. Palliative 
care should be: 
•  based on a clear care plan that’s been agreed with you (this will 

be made by the professionals involved in your care and should be 
reviewed regularly)

• kind and compassionate
• high quality and safe
• considerate of all of your needs as a person
• based on what you need and what you want as an individual
• based on honest and timely communication
• provided in the place of your choice where possible
• designed to help you stay as independent as possible
•  accessible, so you get the right care whenever you need it,  

day or night.

If you’re diagnosed with a terminal illness and living at home or in a 
care home, you can speak to your GP about what to expect from your 
care in the future. If you’re in hospital or a hospice, you can speak to 
the medical and nursing staff.

What can palliative care help with?
The GP or other healthcare professionals who meet with you will 
want to check that you are getting the care and support you need. 
They might look at the following:

•  Physical and medical needs – you can talk to the doctor or nurse 
about your symptoms. They can check you’re getting the correct 
medication, nursing care and treatments.

•  Care needs – you can discuss how you’re coping on a daily basis. 
If you have problems with day-to-day tasks or getting around 
your home, they may try to get you help with care or refer you to a 
wheelchair service, physiotherapy or other types of support.

•  Emotional needs – if you feel low, or if you’re worried about 
anything, speak to your care team. They may be able to put you in 
touch with local services such as counselling, support groups or 
befriending services.

•  Spiritual and religious needs – you may be trying to find 
meaning and purpose in life, or you may need to feel love, hope 
or peace. Your doctor or nurse may be able to help, or they might 
be able to arrange for you to talk to a spiritual coordinator or 
religious leader, whether you’re religious or not.

Healthcare professionals will assess your needs when they meet 
with you and review and update your care plan. Your needs may be 
different in your final days to what they are now and you may need 
more support at that time.   
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Help for family and friends
Your GP, district nurse and other healthcare professionals know it’s 
a difficult time for family and friends when someone has a terminal 
illness. It’s part of palliative care to support the person’s loved ones. 
They may ask your family member or friend how they’re coping. They 
may tell them about what support is available for them, now and in 
the future. 

Talking to healthcare professionals

For you and your family and friends to get the best palliative care, 
you need to feel able to talk about your wishes and concerns with 
your healthcare team. 

It’s not easy to talk about terminal illness, death and dying. You 
and your loved ones may have a mixture of feelings and concerns. 
Sometimes doctors and nurses find talking about these things 
difficult too. But honest and clear conversations can help you make 
decisions about your care. 

If you have an appointment with your GP or district nurse, you might 
think about what you want to get out of it and make a list of questions 
beforehand. You can also take someone with you for support.

You and your family and friends may have concerns about medical 
issues, as well as other things that affect your care. You may want 
to stay in your own home but worry what will happen if you can no 
longer do things such as climb the stairs. 

It may seem strange to raise issues that aren’t medical with doctors 
or nurses but you should tell your doctor or nurse about them. They 
may also be able to direct you to other organisations and people who 
can help. 

Some people change their mind about where and how they’d like to 
be cared for if their needs change, and that’s fine. For example, you 
might want to be cared for at home, but then decide you would be 
better off in a hospice or hospital. If you change your mind, let your 
doctor or nurse know – they’ll do their best to support you, but it 
may take time to make arrangements for this.
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Being assertive
When you’re having conversations about your care, being assertive 
can help to get your views across. Being assertive simply means 
being confident and letting people know what you think and what 
you want in a way that’s respectful.   

Here are some tips that might help:
• be clear about what you want to say 
• keep what you want to say short and to the point 
• stay polite but be firm if you need to
•  use confident body language, for example sitting up straight and 

making eye contact.

If you’re feeling nervous, angry or upset, concentrate on your 
breathing and keep your voice firm. If it gets too emotional for you, 
say that you need a break. 

You can ask another person, such as a family member or friend, to 
come with you to your appointments. If you prefer, you can ask them 
to speak on your behalf. If you’re not feeling well, it may be easier 
to get someone else to speak for you. But it’s your choice and your 
views are the most important.
 
You can find out more about talking to your doctor and help with 
care needs at mariecurie.org.uk/support or by calling the Marie 
Curie Support Line on 0800 090 2309*. 

Choosing where you want to be  
cared for

If you’re living with a terminal illness, you may want to think 
about where you’d like to be cared for in the future. If you’d like 
information about how your illness may progress – so you know 
what’s best for you – speak to your GP. 

You might want to think about what’s important to you and how 
the place you’d like to be cared for will affect those things. For 
example, you may think about things such as being free from pain 
and discomfort, being near family or friends and being in familiar 
surroundings. 

Your health and social care professional should try to support your 
choices about where you want to be cared for. However, it may not 
always be possible to provide the care you need in the place that you 
would like.

Depending on your illness, your healthcare professionals may 
suggest different options, such as staying in your own home or 
moving to a care home or a family member or friend’s home. They 
may also suggest staying in hospital or a hospice. This is so you can 
benefit from specialist skills and equipment. 

A hospice is a specialist centre that cares for people who are 
terminally ill and their families in a welcoming, comfortable 
environment. They have healthcare professionals on hand as well as 
people who can support you and your family and friends. They are 
run by charities and other organisations and you don’t have to pay to 
stay there.
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It may be important to you to stay in your care home or your own 
home with familiar people and surroundings. You can talk to your 
GP and district nurse and they can help you do this. They can help 
organise support from nurses and carers from the local council or 
trust if you need it (see page 15). They can also give you information 
about equipment, benefits and local services. 
 
You might be able to be cared for at home but visit a local hospice 
for appointments during the day. This is so that the hospice staff can 
help you with pain management, symptoms and other issues. You 
can also have counselling, complementary therapies and spiritual 
care. If it’s available in your area, your GP or district nurse can tell you 
about it. Some hospices also have community services, where they 
can come and visit you in your own home.

If you have a partner, friend or family member helping care for you, 
they may be affected by where you choose to be cared for. If your 
wish is to be cared for at home, you may both want to have a chat 
with your GP or district nurse about what’s involved. 

NHS continuing healthcare
If you’re very ill and living at home or in a hospice or care home, you 
may be able to get NHS continuing healthcare. This pays for all your 
care, including carers or care home fees. It’s available in England  
and Wales.

To get it you must be assessed. If your health is getting worse quickly 
and you may be nearing the end of your life, you can get it organised 
more quickly (‘fast tracked’). Your doctor or nurse can organise the 
application process. If you think you might be eligible, speak to them. 

Find out more at mariecurie.org.uk/continuinghealthcare or call 
the Marie Curie Support Line on 0800 090 2309*.

Scotland has a different system called ‘hospital-based complex 
clinical care’. You can get more information about it from Care 
Information Scotland (see page 23).

If you’re not able to make decisions

The ability to make a decision is called ‘mental capacity’.  If you lose 
mental capacity, other people can make decisions for you. There are 
rules in place to make sure they act in your best interests.  

It can be useful to plan what you want to happen if you lose capacity 
to make your own decisions in the future. You might want to:

•  Set up a Lasting Power of Attorney for health and welfare – this 
is a way of choosing someone who you want to make decisions 
about your health and social care on your behalf. This could be a 
friend, relative or a professional. It’s currently available in England, 
Wales and Scotland .

•  Make an advance care plan (or anticipatory care plan) – this allows 
you to tell people how you want to be cared for in the future. It’s 
a good idea to discuss your plans with your family or friends, and 
your doctor or nurse.

If you lose mental capacity and you haven’t given anyone Power of 
Attorney, there are other options for people to make decisions on your 
behalf. This might include setting up a deputy in England or Wales, a 
controller in Northern Ireland, or a guardianship order in Scotland. 

If someone doesn’t have a friend or family member to represent 
them, the NHS or local council or trust can appoint an independent 
mental capacity advocate.
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Find out more about mental capacity and planning ahead on our 
website at mariecurie.org.uk/support. You can also order our free 
booklet, Planning ahead, from the website or through the Marie Curie 
Support Line on 0800 090 2309*.  

Care and support from Marie Curie
Marie Curie offers free nursing care, hospices, information  
and a support line. See more on pages 21-22. 

Care at weekends and at night

If you’re living at home with a terminal illness, it can be reassuring to 
know what to do if you need a doctor or nurse when your GP surgery 
is closed.

You may have been given a specific number to call if you need 
support – for example, to get hold of your district or community 
nursing team. Keep this to hand and share it with friends or family 
members if needed. 

If you live in England or Scotland and your surgery is closed, call 111. 
This helpline is open 24 hours a day, seven days a week. They will 
connect you to a nurse or GP as necessary. Some areas of the UK 
have a 24-hour district nurse service.

If you live in Wales, check with your GP surgery about where to call. 
You can also call NHS Direct Wales on 0845 46 47 or 111 depending 
on where you live.

If you live in Northern Ireland, call your GP surgery. If the surgery’s 
closed, you’ll be directed to an out-of-hours service. You can also 
find the number for your local out-of-hours service on the Northern 
Ireland government website. 

If there’s an emergency at any time, call 999 for an ambulance. 

Personal and social care 

If you need help with everyday activities, such as getting washed and 
dressed, you may be able to get social care and support from the 
local council or trust. 

They can arrange for paid carers to come to your home. You can have 
this service even if you have a family member or friend taking care  
of you.

You must first have a needs assessment. You can contact your 
council or trust directly and ask for one, or your GP or district nurse 
can help arrange it.  

The assessment can also cover adjustments to your home to make 
things easier for you. For example, you may benefit from grab rails or 
an adapted shower.

If you’re assessed as needing social care, the council or trust can 
organise it for you.
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Do you pay for services from the council  
or trust?
Whether you pay some of the cost depends on what services are 
available in your area. It can sometimes depend on how much 
money or savings you have.

In Scotland, personal care is free - this covers things like help with 
washing, going to the toilet, preparing food and eating. It doesn’t 
cover all aspects of social care, including housework or shopping. 

For everyone in England, Wales and Northern Ireland, it’s means-
tested. This means that depending on how much you have in 
savings, you may have to contribute to the costs of your care. 

If you’re assessed as needing adaptations to your home, you may get 
some of these paid for by the local council or trust or be able to get 
a grant to help with these. This is called a Disabled Facilities Grant 
in England, Wales and Northern Ireland or a Mandatory Grant in 
Scotland. 
 
We have more information about care assessments and financial 
help for equipment and adaptations at mariecurie.org.uk/support. 
Or you can call the Marie Curie Support Line on 0800 090 2309*.

Private care options

If you’re able to pay for it, you can arrange different types of care 
privately, including a nurse or a carer. The UK Homecare Association 
(see page 26) is the professional association for homecare providers 
and offers information about using agencies. You can contact them 
to find a local homecare agency. You can also find local agencies 
through Yellow Pages. You may want to compare several agencies. 
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When you speak to them, you might ask questions such as:
• Have you cared for someone with similar needs to mine?
• What sort of training do your carers receive?
• What happens if my regular carer is sick or on holiday?

You can also employ a carer directly rather than through an agency. 
If you do this, you pay their National Insurance and pension 
contributions. Age UK (see page 22) has factsheets on employing 
and paying for home carers.

Support for family carers

If your partner, friend or family member is looking after you, they 
can get a carer’s assessment (in Scotland, an Adult Carer Support 
Plan) from the local council or trust. As a minimum, they will be 
given information about local services for carers including benefits, 
respite care (to care for you while they have a break from caring) and 
support groups. 

At the assessment, the council or trust will ask questions to find out 
what effect caring is having on the person’s health and wellbeing. 
If the assessment finds they need support, the council or trust will 
provide it. For example, they might give the person training in how to 
care for you, or provide help with housework and transport.

Carers UK (see page 23) has further information about carer’s 
assessments.
 
If they are working as well as caring for you they’re protected from 
discrimination at work. They can also ask for flexible working if 
they’ve been working continuously for the same employer for  
26 weeks.  

They may be entitled to the benefit Carer’s Allowance (see below).

They can get more information about their rights as a carer from 
Citizens Advice and Carers UK (see page 23). 

Find out more at mariecurie.org.uk/support or call the Marie Curie 
Support Line on 0800 090 2309*.  

Benefits and finances

These are the main benefits you might be able to claim:

•  Attendance Allowance is for people who are over State Pension 
age, have a disability and need help caring for themselves. 

•  Personal Independence Payment (PIP) is for people who are 
aged 16 or over and have not reached State Pension age, have a 
disability or health condition and need help with daily living and 
getting around. 

•  If you’re under State Pension age and not able to work, you 
may be able to claim Employment Support Allowance (ESA) or 
Universal Credit.

•  Carer’s Allowance is for people who regularly spend at least 35 
unpaid hours a week caring for someone with substantial needs. 

See page 24 for telephone numbers and websites.

If you’re living with a terminal illness, you may be able to get your 
claim fast-tracked and paid at the highest rate. This is usually if 
you’re not expected to live more than six months. It doesn’t apply  
to all benefits. Your doctor will need to fill in a report called a  
DS1500 form. 
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There are other benefits available. For more information about 
benefits, visit our website at mariecurie.org.uk/benefits. You can also 
contact Citizens Advice, and other organisations (see pages 23-24). 

Changes to benefits 
Which benefits are available and who is eligible can change. From 
summer 2020, some benefits we’ve listed above will be changing in 
Scotland. For up-to-date information, please visit  
mariecurie.org.uk/benefits or call our  
Support Line on 0800 090 2309*.

Complaints about care

If you are unhappy about your care, it’s your right to make a 
complaint. Some people are reluctant to complain because they 
think it might affect their care. This shouldn’t happen and the 
organisation that’s providing care needs to hear when things aren’t 
going well so it can improve.

If you’re a family member or friend and are complaining on behalf 
of your loved one, talk to them first to check they agree with your 
complaint.

Talking about the problem as soon as possible may give people a 
chance to set things right quickly. Speak to a member of staff where 
the problem happened. If they’re not the right person to talk to, ask 
who you should be talking to. 

If informally talking about a problem doesn’t address your concerns, 
ask for a copy of the organisation’s formal complaints procedure. 
Every NHS service, local council or trust, care home or other care 
provider should have one.

If you’re not satisfied after making a formal complaint you can 
take the matter further. There are different procedures for this, 
depending on where you live in the UK. It also depends on whether 
your complaint is about health or social care. If you want support to 
make a complaint, there are organisations that can help you  
(see page 25). 
 

How Marie Curie can help

We help everyone affected by a terminal illness get the care and 
support they need, including people who have been bereaved.

Marie Curie Support Line 
0800 090 2309*
Ask questions and find support. Speak to a trained member of 
staff or a nurse for free confidential information on all aspects of 
terminal illness. Open 8am to 6pm Monday to Friday and 11am 
to 5pm Saturday. Your call may be recorded for training and 
monitoring purposes.

Marie Curie Online Chat
Talk to our trained staff and get information via online chat.
mariecurie.org.uk/support

Marie Curie Community
Share experiences and find support by talking to people in a similar 
situation. 
community.mariecurie.org.uk

Marie Curie Information
We have a range of free information available to view online or as 
printed booklets. 
mariecurie.org.uk/support 
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Useful organisations

Marie Curie Hospices 
Our hospices offer the reassurance of specialist care and support, in 
a friendly, welcoming environment, for people living with a terminal 
illness and their loved ones – whether you’re staying in the hospice, 
or just coming in for the day. 
mariecurie.org.uk/hospices

Marie Curie Nursing Services
Marie Curie Nurses and Healthcare Assistants work in people’s 
homes across the UK, providing hands-on care and vital emotional 
support.  
mariecurie.org.uk/nurses

Marie Curie Helper Volunteers
Our trained Helper Volunteers can visit you regularly to have a chat 
over a cup of tea, help you get to an appointment or just listen when 
you need a friendly ear. 
mariecurie.org.uk/helper

Useful organisations

Age UK 
0800 678 1602
ageuk.org.uk
Aims to help older people make the most out of life. It has a network 
of local branches. The website includes information about what 
financial and legal help may be available.  

Age Scotland 
0800 12 44 222
ageuk.org.uk/scotland 

Age Cymru (Wales) 
08000 223 444 
ageuk.org.uk/cymru 

Age NI 
0808 808 7575 
ageuk.org.uk/northern-ireland 

Care Information Scotland
0800 011 3200
careinfoscotland.scot
Can help you find care, get care services, and get support for carers.

Carers UK 
0808 808 7777 (England, Wales and Scotland)
028 9043 9843 (Northern Ireland)
carersuk.org
Provides information and support to carers, including benefits 
advice. There are links to its national services from the website 
homepage. 

Citizens Advice 
03444 111 444 (England)
03444 77 20 20 (Wales)
0808 800 9060 (Scotland)
0800 028 1881 (Northern Ireland)
03454 04 05 06 (Consumer rights helpline) 
citizensadvice.org.uk 
Citizens Advice provides information about benefits, housing and 
employment, debt, consumer and legal issues. Search the site for 
your nearest bureau in England, Wales, Scotland and Northern 
Ireland or call one of the helplines.
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Court of Protection 
GOV.UK/court-of-protection
Makes decisions on financial and welfare matters for people who 
lack mental capacity.

Benefits in England, Wales and Scotland
The Department for Work and Pensions deals with most benefits.  
For help and to apply for specific benefits, use the telephone 
numbers below or visit GOV.UK
Attendance Allowance: 0800 731 0122 (textphone 0800 731 0317)
Carer’s Allowance: 0800 731 0297 (textphone 0800 731 0317)
Employment and Support Allowance Centre: 0800 169 0350 
(textphone 0800 023 4888) 
Personal Independence Payment: 0800 917 2222  
(textphone  0800 587 0937)
Universal Credit: 0800 012 1331 (textphone 0800 012 1441) 

Benefits in Northern Ireland
For help and to apply for specific benefits, use the telephone 
numbers below or visit nidirect.gov.uk 
Attendance Allowance and Carer’s Allowance: 0800 587 0912 
(textphone 0800 012 1574) 
Employment Support Allowance Centre: 0800 085 6318  
(textphone 0800 328 3419)
Personal Independence Payment: 0800 012 1573 (textphone  
0800 587 0937)
Universal Credit:0800 012 1331 (textphone 0800 012 1441) 

NHS Complaints Advocacy
nhscomplaintsadvocacy.org 
0300 330 5454 (textphone 0796 002 2939)
This is a free and independent service that can help you make a 
complaint about the NHS. The website has information about the 
complaints process and you can get further support by calling the 
helpline. 

Office of the Public Guardian
GOV.UK/opg
0300 456 0300
Protects people in England and Wales who may not have mental 
capacity to make decisions.

Patient Advice and Liaison Service (England)
The Patient Advice and Liaison Service, known as PALS, offers free 
confidential advice, information and support on any health-related 
matter. You can access PALS through your local hospital in England 
or by calling 111. 

Patient Advice and Support Service (Scotland)
cas.org.uk/pass
0800 917 2127
This is a free independent service that provides confidential 
information, advice and support to anyone who uses the NHS in 
Scotland. 

Patient and Client Council (Northern Ireland)
patientclientcouncil.hscni.net
0800 917 0222
This is an independent organisation that can help you make a 
complaint about health or care services in Northern Ireland. 
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Scottish Independent Advocacy Alliance (SIAA)
siaa.org.uk
0131 510 9410
SIAA can help you find an independent or non-independent 
advocate. The website also has some useful leaflets and videos 
about how independent advocacy can help.   

Turn2us
turn2us.org.uk
A national charity that provides information on finances, services 
and grants.

UK Homecare Association
ukhca.co.uk
020 8661 8188
The professional association for homecare providers.

Did you find this information useful?
If you have any feedback about the information in this booklet, 
please email us at review@mariecurie.org.uk or call the 
Marie Curie Support Line on 0800 090 2309*.

Further information 
This booklet was produced by Marie Curie’s Information and Support 
team. It has been reviewed by health and social care professionals 
and people affected by terminal illness.

If you’d like the list of sources used to create this information, please 
email review@mariecurie.org.uk or call the Marie Curie Support 
Line on 0800 090 2309*.

Notice
The information in this publication is provided for the benefit  
and personal use of people with a terminal illness, their families  
and carers.

This information is provided as general guidance for information 
purposes only. It should not be considered as medical or clinical 
advice, or used as a substitute for personalised or specific advice 
from a qualified medical practitioner. In respect of legal, financial 
or other matters covered by this information, you should also 
consider seeking specific professional advice about your personal 
circumstances.

While we try to ensure that this information is accurate, we do not 
accept any liability arising from its use. Please refer to our website for 
our full terms and conditions.
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Marie Curie – who we’re here for
We’re here for people living with any terminal illness, and their 
families. We offer expert care, guidance and support to help  
them get the most from the time they have left.

Marie Curie Support Line
0800 090 2309*
Ask questions and find support from trained staff and nurses. 
Open 8am to 6pm Monday to Friday,
11am to 5pm Saturday.
mariecurie.org.uk/support

You can also visit community.mariecurie.org.uk to share 
experiences and find support by talking to people in a  
similar situation.

We can’t do it without you
Our Information and Support service is entirely funded by your 
generous donations, so the work we do would not be possible 
without your help. Thanks to you, we can continue to offer people 
the free information and support they need, when they need it.
mariecurie.org.uk/donate

*Calls are free from landlines and mobiles. 
Your call may be recorded for training and  
monitoring purposes.


