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Are you a carer?
If someone close to you has a lung condition and needs 
your support, it is only natural to want to help them. 

You might offer that support without thinking of yourself 
as a ‘carer’. Lots of people who are carers view their role 
as something they ‘just do’, as a spouse, parent, relative 
or friend. But recognising yourself as a carer can help you  
to get the support that you need.

If you care for someone with a lung condition, you might 
feel alone, frightened or lost. This information will 
explain the support that is available for you, to help you 
provide the best care to your friend or loved one. 



Contents
Are you a carer? 01
SECTION 1 - BEING A CARER 03
About carers 04
Practicalities 06
Looking after the person you care for 15
Looking after yourself 24
Coping with the final stages 29
SECTION 2 – HELP AND INFORMATION 33
How the BLF can help 34
Other organisations 36
Glossary of terms 38

Section 1
Being a carer
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About carers
Carer – a definition
If you provide unpaid support to someone who wouldn’t be able to 
manage without it, you are a ‘carer’ and you have rights. 

A carer is someone of any age who provides unpaid support to family 
or friends who could not manage without this help. This could be 
caring for a relative, partner or friend who is ill, frail, disabled or has 
mental health or substance misuse problems.

Anyone can become a carer; carers come from all walks of life, all 
cultures and can be of any age. Many people feel they are doing what 
anyone else would in the same situation; looking after their mother, 
husband, son, or best friend, for example, and just getting on with it.

 

I am a carer – what should I do now?
Here are four steps to take:

1.   Tell your GP about your situation. They will be able to advise 
you and take care of your health.

2.  Ask social services for a carer’s assessment. Anyone who is 
providing substantial care has the right to have an assessment.  
For information on how to do this, see page 6.

3.  Check what benefits you are entitled to. You might qualify for 
Carer’s Allowance (CA) or other financial help from the government.  
For information on how to do this see page 9.

4.  Ask for help. National and local organisations, including the British 
Lung Foundation (BLF), provide support for carers. This might be 
through a local group made up of people in a similar situation to 
you, or via access to useful information. 

For more information on how the British Lung Foundation can  
help, see page 34.

For a list of other useful organisations mentioned in this  
booklet, see page 36.

“ It’s when you realise how much you do that you know you’re 
a carer. I cared for my wife for five years before I had a carer’s assessment. From this I saw 
how much help and support I give her. Claiming I am a carer as well as a husband means I can get some help for myself.”  Carer Dennis Wright, 60

“ As a carer you have rights. The Government 
now sees supporting carers as just as important as supporting the person with 

a health condition. It is important to acknowledge you are a carer in order to receive the different levels of support available for you.” Jo, BLF Helpline

“ Carers don’t choose to become 

carers: it just happens and 

they have to get on with it.  

If they did not do it, who 

would and what would  

happen to the person they 

care for?” Carers Trust
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Practicalities
Easing the load
Even if you feel your caring duties are manageable, there might be a 
time when you need help. 

Carers Direct (www.nhs.uk/carersdirect), has a checklist of things to 
ask yourself when thinking about whether you should seek help: 

•	 Is your caring role affecting your health? 
•	 Do you get enough sleep? 
•	 Are you worried you may have to give up work? 
•	 Do you get enough time to yourself? 

If you think you do need help, here are some ways to access it. 

Needs assessments 
Carer’s assessment 
A carer’s assessment allows you to get the support you need to carry 
out your caring duties. It is an evaluation by your local authority social 
services department to highlight any help you need to maintain a 
healthy, balanced lifestyle. 

It takes into account how caring affects your health, relationships, 
employment, education, leisure and lifestyle choices. For example, 
caring might mean you can’t spend as much time with family and 
friends. An assessment will show how to solve this problem. In 
this case the solution could be financial support to help you to do 
something nice with your family.

To arrange a carer’s assessment, contact the social services department 
at your local authority or ask your GP. Sometimes you might need to 
be quite persistent in asking about the availability of financial support. 
When you have the assessment, make sure it is clear how much you 
do for the person you care for.

“A massage helped me handle stress”Anne’s husband has chronic obstructive pulmonary 
disease (COPD) and she has cared for him for 10 years. Anne visited a local carers’ support group, where she heard about carers’ assessments. At the 

same group she also took part in a massage and aromatherapy taster session, which helped her to 
relax and feel healthier.
The next time a social worker visited her husband, 
Anne asked about a carer’s assessment. The social 
worker looked at how much Anne does for her husband and they talked about Anne’s needs. The assessment found that Anne should be awarded the carer’s grant to pay for 10 massages that year. Anne continues to get a yearly assessment, which covers the cost of a well-deserved massage. 
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 Need help?
There are lots of options out there so you might find it  
helpful to talk to someone about them.

The British Lung Foundation Helpline: 03000 030 555  
or helpline@blf.org.uk

For help with completing forms call Directgov’s Benefit  
Enquiry Line: 0800 882 200

Direct payments for carers
Direct payments allow you to arrange and pay for the help that best 
suits you. The person you care for might also receive direct payments, 
which should be used to fund their care in the way that suits them. As 
a carer you might help them to choose and access the right support 
by helping them to find information, fill out forms or make phone calls, 
for example.

The Government’s online resource, Directgov (www.direct.gov.uk), 
clearly states that if you are receiving direct payments as a carer to pay 
for your own health and well-being needs, you cannot use these to 
buy services for the person you care for.

Direct payments vary across the UK. In Scotland, direct payments are 
sometimes called ‘self-directed support’.

Carer’s Allowance
Carers may be entitled to up to £61.35 a week (April 2014/15). This 
takes into consideration your age, employment and income; whether 
you are in education, claiming a state pension or other benefits; 
andthe benefits the person you are caring for is receiving. In turn, the 
benefits of the person you care for may be affected by your allowance. 
You should get National Insurance credits when you receive the 
allowance. However, some exceptions apply so make sure you ask 
about this.

Other assessments of need 

The local authority, through a social worker, should also assess the 
needs of the person you care for. Your needs as a carer may also be 
considered in this assessment, or you might need a separate carer’s 
assessment.

The person you care for will be allocated services to help them to live 
as healthy and independent a life as possible. 

An assessment might be called a community care assessment, health 
and social care assessment or an assessment of need. 

If you have your own disability or any physical or mental health needs 
you should request a separate needs assessment. 

You can find contact details for your local authority in the phonebook 
or at www.direct.gov.uk.

Service provision
After an assessment, services will be suggested that could help you 
and the person you care for. For example, you might need: 

•	 adjustments to your home, or special equipment fitted;
•	 home help, through a health care professional or a charity; or
•	 care away from your home, through respite or day centres  

(see page 28).

Your local authority can allocate and arrange this support for you or 
you can choose to have direct payments (see opposite). 

Money matters 
Claiming the financial benefits you are entitled to can be difficult. 
Millions of pounds each year go unclaimed by carers because they 
don’t know what they’re entitled to, get the wrong advice or give up 
halfway through a claim. Here we explain what you might be entitled 
to and give details on how to find out more. 
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Caring and your pension
Your caring duties may have meant you have had to stop work or take 
unpaid leave from work. Directgov and Carers UK have information 
about how this affects your pension.

Carer’s Credit
Carer’s Credit is a National Insurance contribution, which means you 
don’t lose out on state benefits, like the state pension, if you have 
to stop work due to caring duties. You do not qualify for it if you are 
receiving Carer’s Allowance.

Home Responsibilities Protection
Before Carer’s Credit was introduced in 2010, there was a scheme called 
Home Responsibilities Protection. This helped protect your state pension 
entitlement if you were caring for someone within certain criteria. If you 
reached your state pension age before 6 April 2010, you may be able to 
claim for previous years. Directgov and The Pensions Advisory Service 
have more information.  You can find contact details on page 36. 

Money matters for the person you care for 
As a carer, you may also need to be aware of the financial support 
available for the person you care for, as well as yourself. Here are some 
of the options that might be available: 

•	 Disability Living Allowance (DLA)
•	 Attendance Allowance
•	 Statutory Sick Pay (SSP)
•	 Employment and Support Allowance
•	 Industrial Injuries Disablement Benefit
•	 Pension Credit
•	 Winter Fuel Payments
•	 Income Support, Housing Benefit, and  

Council Tax Benefit
•	 Other costs that may be affected, such as  

electricity bills or insurance

Other help you can get
Depending on where you live, you may be able to get other kinds of 
support, including grants or loans to help pay for essential items in 
exceptional circumstances  and financial help to live in the community 
if you are about to leave care.  To be able to apply for some of this 
support, you may need to be getting income-related benefits.

England

•	 Up-to-date information about budgeting loans can be found at 
www.gov.uk/budgeting-loans  

•	 Your local council may also offer help.

 Scotland

•	 The Scottish Welfare fund offers grants to those facing 
exceptional pressures, and community care grants. Details on 
who is eligible and how to apply are at: http://scotland.gov.
uk/Topics/People/welfarereform/scottishwelfarefund/
howtoapplytothescottishwelfarefund

Wales

•	 The Discretionary Assistance Fund for Wales offers Emergency 
Assistance Payments, and Individual Assistance Payments 
to help you, or someone you care for, to live independently.  
Further information is at www.moneymadeclearwales.org/
discretionary-assistance-fund-for-wales

Northern Ireland

 Up-to-date information is available from nidirect.  

•	 Crisis loans – www.nidirect.gov.uk/crisis-loans - 

•	 Budgeting loans – www.nidirect.gov.uk/budgeting-loans

•	 Community Care Grants –  
www.nidirect.gov.uk/community-care-grants

To find out more about these options, call the BLF Helpline on  03000 030 555 or visit www.blf.org.uk
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Different ways to fund care
It may be possible to obtain a one-off payment in the form of a grant 
from a charity. The Directory of Social Change produces The Guide to 
Grants for Individuals in Need by Catriona Chronnell, which lists charities 
offering individual grants. The guide costs around £75 but there should 
be a copy at your local branch of Citizens Advice. Turn2us  
(www.turn2us.org.uk) also has information about grants available  
to individuals.

For more information, contact the Directory of Social Change on 
08450 77 77 07 or Citizens Advice (www.adviceguide.org.uk).

Money matters specific to lung health
Electricity rebate

If the person you care for is on oxygen treatment, the rise in electricity 
usage due to the oxygen concentrator might be a concern. However, 
the supplier of your oxygen service will reimburse the cost of the 
electricity incurred by the concentrator. 

Usually the oxygen supplier makes a six-monthly maintenance visit 
and a meter reading will be taken to calculate the electricity used 
by the concentrator. Most oxygen suppliers will give you the choice 
between payment by cheque or directly to your bank account, or to 
your electricity company. 

For more information visit the British Lung Foundation website, call 
our helpline or contact your oxygen supplier directly. 

Insurance 

Home and car

You should inform your insurance company if: 

•	 you share a house with the person you care for and they have 
oxygen treatment;

•	 you share a car with the person you care for and they have oxygen 
treatment; or

•	 you are using your car to transport someone using oxygen 
treatment.

If you are driving the car of the person you care for, remember to 
ensure you are a named driver. 

Travel insurance 

Tell your insurance company that you care for someone with a lung 
condition so that this is taken into account when choosing your 
policy. Remember to ask your insurance company if your policy covers 
you in the event that you are unable to travel due to your caring 
duties. If it does not, you may wish to ensure appropriate alternative 
care arrangements are in place while you are away. 

The person you care for should also inform the insurance company 
that they have a carer, as their policy may cover carers. 

There are lots of things to think about when going on holiday with 
someone with a lung condition. You may need to tell your travel 
operator or arrange special transportation, for example. 

The British Lung Foundation has produced a Travel pack for people 
affected by a lung disease, which includes information on travel 
insurance and a list of insurers. To order your copy call the helpline on 
03000 030 555 or visit www.blf.org.uk/lung-health.
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Unique

The British Lung Foundation has teamed up with Unique, which 
provides specialist insurance services to develop a range of insurance 
products for people living with lung disease and their families and 
friends.

Unique provides a range of products including:

•	 Travel insurance 
•	 Life assurance 
•	 Home insurance 
•	 Motor insurance
•	 Annuities 

If you would like to obtain a no obligation quote, or just require more 
information about the range of insurance services available, please call 
Unique on 01603 828 440 or e-mail unique@heathlambert.com.

The British Lung Foundation receives a donation for each policy sold, 
at no extra cost to you. Please remember to quote UNQ/BLF001 when 
speaking to a representative. 
 
The British Lung Foundation is an Introducer Appointed Representative of Heath 
Lambert Limited. Unique is a trading name of Heath Lambert Limited, which is 
authorised and regulated by the Financial Services Authority. Registered Office: 9 Alie 
Street, London E1 8DE. Registered Number: 1199129 England and Wales.  
www.gallagherheath.com

Looking after the person  
you care for
It is important that the person you care for remains well, active and 
free from chest infection. Getting the right guidance, and sometimes 
training, will help to make sure you’re providing the safest care 
possible. For example, knowing how to move the person you care for 
properly will ensure you don’t hurt yourself. 

Carers Direct has a useful online Caring with Confidence programme 
that covers all the issues. Visit: www.nhs.uk/CarersDirect

Some carers’ contact centres may use this information to run training 
sessions. To find your local centre visit: 
www.carers.org/carers-services/find-your-local-service

The Red Cross provides first aid training. Visit:  
www.redcrossfirstaidtraining.co.uk 

Coping with breathing problems
Breathlessness is a symptom of many lung conditions. Here are some 
ideas of simple things that could help the person you care for:

•	 Plan activities in advance to balance energy with time. 

•	 Set priorities and choosing what to use their energy for.

•	 Encourage the person you care for to sit down for activities that use 
up energy, for example washing or preparing meals. 

•	 Encourage them to rest before and after energetic activities, for 
example shopping or bathing. 

•	 It is important that you both get a good night’s sleep: having a 
warm drink, a bath or reading before bed can help relaxation. 

•	 If oxygen treatment is used, make sure there is enough available.

•	 Act quickly if you, or they, think they have a chest infection – 
treatment can then be started early.
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The British Lung Foundation 

has information about  

healthy eating. You can read 

the information online at  

www.blf.org.uk/lung-health. 

You can also order a printed 

copy online or by calling our 

helpline on 03000 030 555.

Breathing techniques
The person that you care for may be shown some techniques to help 
with their breathing. Ask the health care professional to show you 
these techniques too, so that you can help the person you care for 
with this. The techniques include: 

•	 Standing or sitting in certain positions to ease breathlessness.  
For example sitting down and leaning forwards, with the forearms 
resting on the knees or on the arms of a chair.

•	 Relaxing by finding a quiet spot, listening to music or visualising 
every detail of a favourite walk or journey.

•	 Pursed lip breathing: breathing in slowly through the nose and 
breathing out slowly through pursed lips. 

•	 Counted breathing: counting one and two for breathing in and 
three and four for breathing out. 

Food and eating 
Chest infections can be dangerous for people with a lung condition. 
Eating well can reduce the risk of infection. It is important for 
someone with lung disease to: 

•	 eat nutritious food;

•	 eat food from all food groups in the correct amounts; and

•	  drink 2.5 litres of fluids a day to keep 
phlegm thin and make it easier to 
cough up.

Exercise 
For many people with chronic lung disease, exercising can seem 
daunting. However, gentle exercise in a safe environment can improve 
a person’s ability to control breathlessness, boost confidence levels and 
help them rediscover activities they thought they could no longer do.

The best way to learn about exercising safely with a lung condition is 
through pulmonary rehabilitation (PR). The person you care for can 
enquire about a PR programme through their health care professional. 

After a PR course has finished, it is good to keep up a healthy level of 
physical activity, so ask about exercise classes in your community. 

There are more than 250 specialist respiratory instructors in the UK.  
To find your local instructor visit www.blf.org.uk. 

Carers, friends and family should be welcome to attend any exercise 
classes with the person they care for. Speak to your health care 
professional before both you and the person you care for start on a 
programme of exercise.

Smoking 
If the person you care for is a smoker, stopping smoking is likely to 
be one of the most important things they do. However, it is a difficult 
challenge. If you smoke, why not try to quit with the person you care 
for? Doing it together could make it easier. 

Need help?
NHS Smokefree: 0800 022 4 332 www.smokefree.nhs.uk 

Quit: 0800 00 22 00  www.quit.org.uk
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Emotions
Many people with a lung condition feel anxious and/or depressed.

Anxiety is related to fear, while depression is related to feeling 
hopeless. Many people live with both anxiety and depression.

Caring for someone with a lung condition may in turn affect your 
mood. More information can be found on page 24.

The British Lung Foundation has information about anxiety and 
depression. You can read the information online at www.blf.org.uk/
lung-health. 

Home environment 
Even if you don’t share a house with the person you care for, you may 
need to make sure their home does not make their health worse.

Almost all the air we breathe contains very low levels of pollution 
– things like gases, dust, moulds and chemicals. Most of them are 
harmless. Some pollution, though, can be harmful when it’s trapped in 
a confined space, like a house. 

People with lung conditions are more sensitive to dust, temperature 
and fumes. Breathing it in can sometimes trigger breathing problems, 
especially for someone with allergies or a lung disease like asthma. 

It is important to: 

•	 keep the home as dust-free as possible;

•	 seek advice on the correct temperature; and

•	 use natural cleaning products, such as vinegar or bicarbonate  
of soda. 

The best way to learn about 

exercising safely with a 

lung condition is through 

pulmonary rehabilitation
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Equipment and medication
As a carer for someone with a lung condition, you might need to be 
familiar with the equipment and medications used in the treatment  
of lung conditions such as nebulisers, oxygen therapy and steroids. 

The British Lung Foundation has information on all of these  
things.  You can read it and order printed copies at  
www.blf.org.uk/lung-health, or you can call our helpline on  
03000 030 555.

Mobility and transport
Having a lung condition can make people less mobile, facing 
difficulties in both physical activity and use of certain modes of 
transport. 

There are ways to try to improve both your mobility and that of the 
person you care for, including:

•	 doing more physical activity together (see Exercise, page 17); 

•	 getting to know the best ways to handle the person to care for, if 
you have to physically move them; and

•	 exploring transport options.

Carers Direct and Carers UK have more information on moving and 
handling and on transport.

Lung attacks
A lung attack is when the condition COPD (chronic obstructive 
pulmonary disease) gets worse for a short period of time. A lung 
attack is also sometimes called a ‘flare-up’ or exacerbation. In this 
booklet we call it a lung attack.

If the person you care for has COPD then they might have a lung 
attack. Two or more of these symptoms can mean a lung attack:

•	 more shortness of breath than usual;
•	 change in sputum (phlegm) colour;
•	 more phlegm than usual;
•	 new or worse cough that doesn’t bring anything up;
•	 runny nose, sore throat or watering eyes;
•	 new or worse wheeze and/or chest tightness;
•	 swollen ankles/legs;
•	 worse tiredness; and
•	 reduced ability to walk or be generally active.

It is important to be able to spot a lung attack and manage it. The 
person you are caring for might need to take their standby course of 
antibiotics or steroids, extra reliever inhaler or see their GP. Ask your 
health care professional about the best way to manage a lung attack. 

Hospital 
Most people can be treated at home if they have a lung attack, but 
some will need to go into hospital. 

This is a worrying time, but you should have a member of staff at the 
hospital who will be your main point of contact. They should keep 
you informed and involve you in any decisions affecting you and the 
person you care for. Some hospitals also have carer support workers 
who can offer help and advice to carers while the person you look 
after is in hospital.
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The hospital should help you prepare for when the person you care for 
is sent home. The British Lung Foundation’s booklet From hospital to 
home will also help. You can read it online and order copies at  
www.blf.org.uk/lung-health, or you can also order a copy by calling 
the helpline on 03000 030 555.

It may help to get as much information as possible about the medical 
situation of the person you care for to aid your understanding and 
care provision. 

Working with health care professionals
It is up to you and the person you care for how active a role you play 
in their consultations with health care professionals. You may decide 
that your role is to work together. By making this clear to your health 
care professionals, you can build a partnership relationship with them. 
You can work with the person you care for to ensure health care 
professionals know how you are both affected by their lung condition. 

Difficulties with health care professionals
If you’re not happy with the support you or the person you care for 
are getting from health or social services, or if you are worried about 
instances of safeguarding or abuse, Carers Direct can point you to the 
appropriate complaints procedures. 

Technical language 
Health care professionals may use technical terms when talking about 
lung health. Be sure to ask for clarification if you or the person you care 
for do not understand what a health care professional has said. 

You can also refer to the glossary of terms on page 38.

Confidentiality and sharing information 
Carers who are not direct relatives do not automatically get access to 
personal information of the person cared for. 

If the person you care for would like health and social care information 
to be shared with you, they need to inform the professionals 
themselves. The way a person gives consent and authorisation for 
someone else to access their information varies according to the local 
health service and council. 

You and the person you care for should ask their health care professional 
for more information on how to do this. 



www.blf.org.uk 2524  www.blf.org.uk www.blf.org.uk 2524  www.blf.org.uk

Looking after yourself
Your health and well-being is just as important as that of the person 
you care for. You may have existing health issues that you need to 
continue to take care of. In turn, you may find your health is affected 
by your caring duties. 

By looking after yourself, you will be able to give better quality care to 
the person living with a lung condition.

How to help yourself 
As well as receiving the financial help and hands-on support you are 
entitled to, you can look after your own well-being by:

•	 informing your GP of your caring role;
•	 eating well, keeping active and getting enough sleep;
•	 practising relaxation techniques; 
•	 ensuring you have proper moving and handling training to prevent 

any injuries; and
•	 finding appropriate ways to deal with your emotions (see below).

Emotional aspects of being a carer 
It is difficult to watch someone close to us be affected by lung disease. 
There are a range of emotions you may feel, such as: 

•	 worry and fear;
•	 stress and anxiety;
•	 sadness and depression;
•	 guilt and resentment;
•	 frustration and anger; or
•	 loneliness and isolation.

Any emotions you feel are normal and everyone has different ways of 
coping with them. 

Talking to someone 
Depending on your relationship with the person you care for, you  
may wish to be open with them about how you feel. Try having short 
but frequent chats with them about how you’re both feeling, so that 
any issues do not build up and become a bigger problem than they 
need to be. Some people find that talking to friends and relatives eases 
the load. However, it is sometimes useful to talk to someone neutral. 

Telephone help 
Samaritans provides completely confidential emotional support  
24 hours a day. Call 08457 90 90 90.

Face-to-face counselling and therapy
You can ask your GP to refer you to a counselling or psychotherapy 
service. You can also look up practising professional counsellors 
and psychotherapists in your area through the British Association of 
Counsellors & Psychotherapy (www.bacp.co.uk). However, going 
directly to a practitioner means you will have to pay.

Self-directed therapy
There are a number of resources available online and in books 
providing tools to help deal with emotions like stress, anxiety and 
depression. You can search on the internet or at your local library after 
asking your GP to make a recommendation. 

Peer support: talking to other carers
Sometimes it’s useful to speak to others in the same position as  
you. The British Lung Foundation, Carers UK, the Carers Trust  
(www.carers.org) and Carers Direct have online forums where you 
can share experiences with other carers. They will also be able to tell 
you about local groups. 



www.blf.org.uk 2726  www.blf.org.uk www.blf.org.uk 2726  www.blf.org.uk

 

 
“Organising activities takes 

my mind somewhere else”

Peter, 64, cares for his wife, who  

has COPD. 

“I was referred to an Age UK carers’ group 

by my wife’s community matron. This was 

a real lifeline.

“After a few years, there was no more 

funding for the group. The thought of not 

meeting every week to talk and support 

each other was devastating. So we formed 

a committee, made enquiries and were 

given the use of the hall free of charge. We 

wrote a constitution and joined the local 

Citizens’ Voluntary Service for advice. 

“Everyone contributed £4 a week, which 

allowed us to open a bank account. 

We then applied for a grant from the 

Big Lottery Fund Awards for All and 

were awarded enough to pay for 10 

weekly sessions with professionals to 

run activities such as flower arranging, 

exercise and an IT course.

“Helping to organise all this is rewarding 

and it takes my mind somewhere else for 

a while.

“The support you find being in contact 

with other carers is very important; it 

takes the weight off. Sometimes it’s good 

to speak to people outside your family.”
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Respite
An assessment of the needs of the person you care for (see page 8) 
should also allow for you to have time away from caring. This is called 
respite. This could mean arranging for either you or the person you 
care for to attend a day centre. Or it could mean that a professional 
carer comes to the home of the person you care for a couple of hours 
on a weekly basis. 

Arranging alternative home care or a temporary residential stay for the 
person you care for should be discussed with your support worker, 
social worker or other health care professional. They will discuss the 
options of getting help through family, friends or the services below. 

Carers Trust in the UK, Crossroads Scotland and Crossroads Care 
Northern Ireland are charities providing local respite care in the 
home of the person you care for. You can apply directly or be referred 
through social services. To find out how to access this support, contact 
the charity – details are on page 36.

Carers UK also has information about holiday options for carers.

Employment and work
If you are working, you may find it helps to tell your employer that you 
are a carer. The following rights outlined by Carers UK may not apply if 
you are self-employed, on a short-term contract or employed through 
an agency. You have the right to: 

•	 request flexible working; 
•	 time off in emergencies;
•	 freedom from discrimination or harassment (the Equality Act); and 
•	 parental leave if you have a child.

Coping with the final stages
There comes a time for all of us when we need to think about the end of 
a life. This section explains what you can expect if the person you care for 
is reaching the end of their life, and what you might need to do.

The person you care for may need help with putting their affairs in 
order, such as making a will. Your local branch of Citizens Advice will 
have a list of solicitors who can help by either writing the will, or 
checking that one has been written.

The person you care for will also need to think about who needs to 
have access to their personal information, such as bank accounts, 
passport and bills. 

Lasting power of attorney (LPA)
This enables the person you care for to pass control of decisions 
regarding their welfare and finances to someone they trust in the 
event that they become physically incapable of making these 
decisions themselves. They may nominate you, or another relative  
or friend.

Advanced directive (a ‘living will’)
The person you care for can use this document to show what medical 
treatment they would like to receive if they become unable to make 
decisions. For example, they can leave instructions about whether 
they want to be resuscitated if their heart stops. 

Advanced care planning
The NHS National End of Life Care Programme outlines how someone 
with a long-term condition can make choices about the care they 
receive in later life. 

For more information, ask a health care professional. 



www.blf.org.uk 3130  www.blf.org.uk www.blf.org.uk 3130  www.blf.org.uk

When caring ends
Your caring role may come to an end when the person you care for 
moves into permanent residential care or has full-time carers at their 
home; or when they pass away. 

If the person you care for moves into residential care, you should 
discuss with them and the care home how often you can visit. If you 
visit regularly, you could ask to become a volunteer helping out at 
home events and activities. 

It can be hard to adjust to life after caring. You may find you have more 
time on your hands and decide to spend time with your family and 
friends or go back to work. 

Carers UK, Macmillan (www.macmillan.org.uk) and Carers Direct have 
suggestions on what you can do when your caring role ends or changes. 

Whatever you do, when you stop being a carer it is necessary to 
inform the following people and organisations:

•	  Your insurers: if you informed your home and car companies of 
sharing a car with somebody on oxygen, or you were covered by 
the insurance of the person you cared for.

•	 Local authority/Inland Revenue: if you are claiming Carer’s 
Allowance, had a carer’s assessment or any other financial help 
towards your caring role. If your housing was subsidised or supplied 
by the state for the person you care for and you no longer live with 
them, the local authority needs to know.

•	 GP: if you informed your GP of your caring role, it may be useful to 
inform them when this changes.

It’s important to think about how much time you still spend helping 
the person you care for, even if you now live apart. You may still 
devote much of your time to caring from a distance, managing their 
affairs and dealing with their health care professionals. If you still 
fall into the definition of ‘carer’ you may be entitled to the help and 
benefits outlined on pages 6-12. 

Death 
When the person you care for passes away, you may feel a range 
of emotions. As a carer your role in this stage will depend on the 
relationship you had and the arrangements made prior to their death.

If the person dies in hospital, in a care home or in a hospice, the staff 
will let their named contact know what they need to do. If they die 
at home when you are caring for them, you must inform your GP and 
contact a funeral director. 

Deaths due to industrial diseases, including mesothelioma, must be 
referred by the GP or hospital to HM Coroners. The coroner will then 
decide if a post-mortem is needed. Only then can a death certificate 
be issued. 

The Carers Trust provides a comprehensive list of practical things you 
may need to address. For contact details see page 36.

Funeral 
Arranging a funeral for the person you care for may be upsetting, but 
some people find it plays an important role in adjusting to the end of 
life. The person you cared for may have indicated how they wanted 
their funeral to be carried out.

If you are arranging the funeral, the important thing is to think about 
what kind of funeral they would want. The funeral director will guide 
you through the practical and legal arrangements.  
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Bereavement
You are likely to have had a very special relationship with the person 
you care for. You may feel a great sense of loss when they pass away. 

It might be when the practical arrangements and funeral have 
passed that you start to grieve. However, some people experience 
‘anticipatory grieving’, where they have strong feelings such as loss 
and grief before the end of life. 

At this time, and throughout your time as a carer, it is important that 
you take time for yourself and seek the help you need.

You may want to share your feelings with family and friends but, 
equally, you may not feel comfortable doing this. Some people find it 
easy to talk to a particular person – don’t be afraid to let them know 
how you feel.

 
Need help?
The British Lung Foundation also has information on coping 
with the final stages. You can read or order it online at  
www.blf.org.uk/lung-health or by calling the helpline on 
03000 030 555.

Section 2
Help and  
information
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We’re here to help
We know that lung disease can be daunting. The British Lung 
Foundation offers all sorts of support, so that you don’t have  
to face it alone.

Join a Breathe Easy group
We have more than 230 Breathe Easy support groups, reaching out 
to people all across the UK. They offer support, information and 
understanding for people living with a lung disease, their friends, 
family and carers. 

Members meet regularly, organisng social outings, useful talks and 
even exercise classes. The groups also campaign for the best possible 
health services in their area for people with lung disease. 

To find your nearest group visit www.blf.org.uk/breathe-easy or 
call the helpline.

Find a penpal
We put people affected by lung disease, including carers, in touch 
via post and email, so they can share their experiences and talk to 
someone who really knows what they’re going through.

Check out our web community 
A place online for people living with lung disease, and their carers,  
to share their stories and find information. www.blf.org.uk/forum

Get advice and information

Find out about more than 40 conditions

Knowing the facts about the condition that the person you care  
for has can help you to care for them. 

We provide clear and trustworthy information about lots of types 
of lung condition, as well as advice on managing and living with a 
lung condition. Throughout this booklet there are suggestions of 
British Lung Foundation information that you might find useful. 

All of our information is available in print and online.  
To order, call 03000 030 555 or visit www.blf.org.uk/lung-health

Call our helpline

The specialist team of nurses and advisers on our helpline are 
dedicated to answering your questions. They can help you with 
anything to do with caring for someone with a lung condition. 
Whether it’s about finding equipment, carers’ rights, coping with 
symptoms or if you just need a chat, they are there to talk to you. 

Ringing the helpline never costs more than a local call and is  
usually free, even from a mobile. Lines are open from 9am to 5pm, 
Monday to Friday. 

“The people I spoke to at the 

BLF were wonderful. I felt 

it was a miracle when the 

helpline called me back when 

they said they would, as it 

doesn’t often happen.”  

A son and carer

Helpline: 03000 030 555 
www.blf.org.uk
enquiries@blf.org.uk
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Other organisations
Specific help for carers
Carers Direct
www.nhs.uk/carersdirect 
0300 123 1053

Carers Trust 
www.carers.org 
0844 800 4361

Scotland: 0300 123 2008  
(In Scotland the Carers Trust is  
known as The Princess Royal  
Trust for Carers)

Wales: 0292 009 0087

Carers UK
www.carersuk.org 
0808 808 7777

Carers Northern Ireland
www.carersni.org 
028 9043 9843

Crossroads Scotland
www.crossroads-scotland.co.uk 
0141 226 3793

Crossroads Care in  
Northern Ireland
www.crossroadscare.co.uk 
028 9181 4455

Macmillan Cancer Support
www.macmillan.org.uk 
0808 808 00 00  

 

Benefits and grants
Citizens Advice
www.adviceguide.org.uk 
www.citizensadvice.org.uk

Directgov
www.direct.gov.uk 
Benefit Enquiry Line: 0800 882 200

Directory of Social Change
www.dsc.org.uk 
08450 77 77 07 
www.grantsforindividuals.org.uk

The Pensions Advisory Service
www.pensionsadvisoryservice.org.uk 
0845 601 2923

Turn2us
www.turn2us.org.uk 
0808 802 2000

Smoking cessation
NHS Smokefree
www.smokefree.nhs.uk 
0800 022 4 332

Quit
www.quit.org.uk 
0800 00 22 00

Counselling
British Association of Counsellors 
& Psychotherapy
www.bacp.co.uk 
01455 883316

Samaritans
www.samaritans.org 
08457 90 90 90

End of life
These organisations can provide 
information and support about 
the end of life.

Age UK
0800 169 6565 
www.ageuk.org.uk

Cinnamon Trust – a network 
of volunteers who provide dog 
walking and pet fostering while 
owners are in hospital
01736 757900 
www.cinnamon.org.uk

Cruse Bereavement Care – 
information and support for 
bereaved people
0844 477 9400 
www.crusebereavementcare.org.uk

Child Bereavement UK – 
support for bereaved families
0800 028 8840 
www.childbereavement.org.uk

Childhood Bereavement 
Network – support for bereaved 
children and young people, their 
parents and carers
0207 843 6309 
www.childhoodbereavement 
network.org.uk

Help the Hospices 
020 7520 8200 
www.helpthehospices.org.uk

The Law Society – provides a 
useful guide to writing a will  
and lists of specialist solicitors  
in your area

England and Wales:  
www.lawsociety.org.uk  
020 7242 1222

Scotland:  
www.lawscot.org.uk  
0131 226 7411

Northern Ireland:  
www.lawsoc-ni.org  
028 9023 1614

National Association of Widows
0845 838 2261 or  
0247 663 4848

National Council for  
Palliative Care – information on 
end of life planning and wills
www.ncpc.org.uk

Natural Death Centre –  
support for those dying at home
01962 712690  
www.naturaldeath.org.uk
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Exacerbation 
When your symptoms get 
temporarily worse in COPD –  
a lung attack.

Flow rate
How much oxygen comes out 
of a cylinder/concentrator. This 
is usually measured in litres per 
minute (written as L/m).

GP
General practitioner –  
family doctor.

Health care professional (HCP)
Health care professional 
– a person who provides 
professional health and 
care services to members 
of the public. This includes 
nurses, doctors, pharmacists, 
physiotherapists, occupational 
therapists, dietitians and so on.

HOOF
Home Oxygen Order Form.  
The health care professional fills 
this out to send to the oxygen 
provider.

Influenza (flu)
Influenza is a viral infection. A 
yearly vaccination can protect 
against it. 

Inhaler
A device that gives a dose of 
medication to breathe in. If 
the person you care for has an 
inhaler, you should ask the GP 
or nurse to check that they are 
using it properly. They can be 
used with a spacer so that more 
of the aerosol gets into the lungs.

Nebuliser
A machine that delivers 
medication as a mist – it is not 
suitable for everybody.

NICE 
National Institute for Health and 
Clinical Excellence.

Obstructive 
As in COPD – to do with  
being narrowed.

OT 
Occupational therapist.

Oxygen saturation (SpO2) 
How much oxygen you have in 
your blood.

Pneumococcal 
A type of bacteria.

Preventer
A medication that is designed  
to prevent inflammation of  
the airways.

Glossary of terms
You might come across these terms. This section explains what  
they mean. 

Airways 
The tubes that carry air in and 
out of our lungs – bronchi and 
bronchioles.

Allergy/allergic
An abnormal and acquired 
increased reaction to a substance 
(the allergen). Common allergens 
are pollen, house dust mite, 
cat fur, dog hair, peanuts and 
seafood. Allergic conditions 
include eczema, hay fever, 
asthma and some occupational 
lung diseases such as baker’s 
asthma and farmer’s lung.

Asthma 
Inflammation of the bronchial 
tubes, which become 
irritable and likely to narrow 
intermittently. This makes it 
harder to get air in and out of  
the lungs. Attacks are often 
triggered by allergies. Asthma 
is not the same as COPD and is 
managed differently.

Bronchi/bronchioles
The large and small tubes that 
carry air in and out of our lungs – 
the airways.

Bronchitis
Acute bronchitis is a chest 
infection. Chronic bronchitis is 
a permanent cough producing 
phlegm and is one of the 
conditions that is called COPD.

Chronic
Long-term (chronic does not 
mean ‘very bad’).

CO2 / Carbon dioxide
A waste gas that we breathe out.

COPD
Chronic obstructive pulmonary 
disease.

Emphysema
A lung disease where the walls 
of the small air sacs and small 
airways are damaged, losing their 
elasticity and making it difficult 
to breathe in and out. It is one of 
the conditions included in the 
term COPD.
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Pulmonary
To do with the lungs.

Pulmonary rehabilitation 
A course of exercise and 
education that helps some 
people with lung conditions to 
become more active.

Reliever 
A medication to help relieve 
symptoms.

Respiratory 
To do with breathing/the chest.

Respiratory rate
How many times you breathe  
per minute.

Smoking cessation
Smoking cessation services are 
staffed by people who will help 
you or the person you care for to 
stop smoking.

Spacer 
A chamber used with an inhaler 
to increase the amount of 
medication reaching the smaller 
airways.

Spirometer 
A machine that you blow into to 
measure your lung function.

Steroids
Medication that reduces 
inflammation. Steroids for your 
lungs are not the same as the 
steroids that some body-builders 
use. They can be taken from an 
inhaler or as tablets.

Vaccination 
An injection to protect you 
against a disease.

Wheeze 
A squeaking or whistling sound 
when you breathe out.



One person in five in the UK is affected by lung 
disease. Millions more are at risk.

We are the UK’s lung charity and we are here for every  
one of them, whatever their condition.

Lung disease can be frightening and debilitating.  
We offer hope and support at every step so that no one 
has to face it alone. 

We promote greater understanding of lung disease  
and we campaign for positive change in the nation’s  
lung health.

We fund vital research, so that new treatments and cures 
can help save lives. 

We are the British Lung Foundation.  
Leading the fight against lung disease. 

Get in touch with the British Lung 
Foundation to find support near you.

73-75 Goswell Road London EC1V 7ER
Helpline: 03000 030 555 
www.blf.org.uk
enquiries@blf.org.uk
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