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Looking after someone  
with a lung condition
Information for carers, family and friends

Are you a carer?
If someone close to you has a lung condition and needs support, it’s only natural to want to help them. 
You might offer that support without thinking of yourself as a ‘carer’. Many people feel they are just doing 
what anyone else would do in the same situation: looking after their parent, partner, child or best friend, 
for example, and just getting on with it.

If you look after someone who could not manage without your support, and you don’t get paid for it, you 
are a ‘carer’. And you have rights. 

We’ve put this together to explain the support available to you to help you provide the best care for the 
person you look after.

Remember our specialist nurses and advisers are dedicated to answering your questions.  
Call our helpline on 03000 030 555.

Who is a carer? 
A carer is someone who provides unpaid care for a friend or loved one who wouldn’t be able to manage 
without this support. This could be due to illness, disability or other health problems.

Anyone can become a carer. Carers come from all walks of life, all cultures and can be any age. There is no 
minimum amount of time you have to spend every day or every week looking after someone. 

What does a carer do?
There are many reasons why someone might need the support of a carer. So there are lots of different 
roles a carer might fulfil, and a range of day-to-day tasks they might help with. These may include:

• Practical jobs around the house – cleaning, cooking, washing and ironing, making the beds.

• Help with admin and finances – reading or writing letters, paying bills, financial management.

• Emotional support – lending a friendly ear, offering advice.

• Personal care – helping with washing and dressing, medication, getting in and out of bed.
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“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

I am a carer – what happens now?

Your role in looking after your loved one, and your relationship with them, do not have to change.  
As a carer, there is support for you if you need it. 

You may feel your caring duties are manageable, or you may be unsure whether you need additional 
support. Ask yourself questions like:

• Is your caring role affecting your health?

• Are you worried you may have to give up work?

• Do you get enough time to yourself?

If your answers suggest you could do with some support, it’s a good idea to talk to your GP about your 
situation and your health. You can also call our helpline on 03000 030 555 to find out how to get support 
as a carer and what’s available.

“Get informed and keeping asking” 

Ann has been caring for her husband Peter, who has COPD, for many years, but she’s 
only recently begun to think of herself as a carer. She has found support and information 
invaluable, particularly since being diagnosed with a long-term lung condition herself  
just last year.

“When you become a carer, it’s important to face facts and talk to the person you’re looking after 
about what you are actually going to do to help them. You also need to get informed about their 
condition and treatment. 

Don’t be frightened of asking for help. I’ve pestered health care professionals and I don’t  
accept poor service. 

We have a support group for people affected by breathing problems locally. It’s so helpful to be  
able to talk to someone face to face who knows what you’re going through and can give you  
advice and reassurance. 

I also recommend going along with the person you care for to activities like pulmonary 
rehabilitation, so you know what’s involved and can empathise. 

Now, we care for each other really. We both use oxygen and we’ve recently gone to a pulmonary 
rehabilitation course together. It’s great that we can motivate each other to keep exercising.  
I enjoy my keep fit class on Friday mornings too.

It’s important to stay positive and put in the effort together to get results.”



© British Lung Foundation 2017  Looking after someone with a lung condition
blf.org.uk/carers3

What help is available? 
Getting an assessment of support needs
Arrangements for assessing, providing and making support payments vary across the UK.

England

The information was up to date in November 2015. 
Call our helpline on 03000 030 555 for the latest information.

The Care Act came into force in April 2015. It gives all carers a right to have their support needs assessed 
by their local council, ‘where the carer appears to have such needs’. 

As a carer, you are entitled to have your needs assessed. It doesn’t matter what sort of care you give, how 
often or how long you do it, or what your financial status or level of need is. It doesn’t matter if the person 
you care for has had their needs assessed, or if your local council has decided they will not get support. 
You’re still entitled to a carer’s assessment.

What is a carer’s assessment?
A carer’s assessment is an evaluation by your local council social services department to establish if you 
need support to carry out your caring duties, so you can lead a healthy, balanced life. 

It looks at how caring affects your health, relationships, employment, education and lifestyle. For  
example, caring might mean you can’t spend as much time with family and friends. It will also consider  
if you’re able and willing to carry on caring for your loved one. 

If you and the person you care for agree, you can have a combined assessment to consider both your 
needs and theirs.

The assessment will help your local council to decide if you are eligible for any support. If you are,  
it will work with you to agree a support plan. As a carer you might get support in these areas:

• Transport – taxi fares, driving lessons, help towards running a car

• Technology – a computer if you can’t access one at a local library

• Practical support – help with household chores, gardening

• Promoting wellbeing – help with relieving stress or improving your health, such as gym membership

You may also be entitled to longer-term financial assistance, or suitable alternative care for the person 
you care for, so you can take a break. 

The person you care for – assessment of their needs
It’s also important that the person you care for has their support needs assessed. Councils have a duty to 
assess all people who appear to need care and support, regardless of their financial circumstances.

An assessment will focus on what the person wants to achieve, and the best way to support them  
in living as independent and fulfilling a life as possible. As a carer, you may be involved in the  
assessment process. If the person agrees and is capable, they can carry out a self-assessment with  
support from the local council. 
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After assessment, the council will decide if the person is eligible for care and support. You and the person 
you care for might get support in many ways, such as:

• adjustments to your home, or special equipment fitted

• home help, through a health care professional or a charity

• care away from your home, through respite or day centres

I have been told I am eligible for support as a carer. Who will pay for it?
Your local council will decide if it will pay for part or all of the support you are entitled to, and if you 
will need to pay towards it yourself. If the council decides you should contribute, it must do a financial 
assessment to see if you can afford to pay.

If your support needs include extra care for the person you care for, and your council decides to charge for 
that care, then it must do a financial assessment of the person you care for. You cannot be charged for this 
extra care, even if it is provided as a result of your own carer’s assessment. 

Personal budgets 
As part of your support plan, you will get a statement of the costs of meeting your needs. This is called a 
personal budget. It will set out how much (if anything) you have to pay and how much the council will 
pay. You can ask for the council’s contribution to be paid directly to you, so you can arrange and pay for 
the help that best suits you. The person you care for might also get direct payments to fund their care in 
the way that suits them. As a carer you might help them to choose and access the right support.

Other useful contacts in England
For up-to-date information about budgeting loans and benefits, and details of your local council,  
visit www.gov.uk  

Carers UK Adviceline: 0808 808 7777        Carers UK: 020 7378 4999        Carers Trust (UK): 0844 800 4361

“I got a payment to go towards a hobby” 

Les looks after his wife Ann full-time.

“My caring role started when Ann had breast cancer five-and-a-half years ago. Later she was also 
diagnosed with COPD. I had a carers’ assessment three years ago – it was quite straightforward. 
I’m now on the county council’s carers’ register and I have a card in my wallet, so that if anything 
happens to me while I’m out, people will know Ann’s at home and needs help. 

I also got a one-off payment of £130 for my hobby. I had a couple of days out fishing. We joined our 
local Breathe Easy group, which is fantastic. A lady from the Carers’ Federation talked to us about 
entitlements. We had no idea Ann could claim attendance allowance, but afterwards, we asked  
the local council. 

Someone from the council came to talk to us and filled in the claim. He was very helpful.  
We heard just two weeks later that Ann was entitled to attendance allowance at the higher rate.  
We’re reasonably comfortable, but the extra money makes a real difference. 

We get some respite care through Oddfellows. We’ve had some two-week respite breaks at a really 
nice convalescence home.”
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Wales

As a result of the Social Services and Well-being (Wales) Act 2014, new arrangements will 
start in April 2016. Call our helpline on 03000 030 555 for the latest information.

From April 2016, your council has a legal duty to promote every individual’s wellbeing, including carers, 
adults in need and children. 

The definition of wellbeing is broad and covers:

• physical and mental health, and emotional wellbeing

• protection from abuse and neglect

• education, training or recreation

• domestic, family and personal relationships

• social and economic wellbeing , including securing 

• rights and entitlements

• suitability of living accommodation

For adults it also includes control over your day-to-day life and participation in work.

Contact your local council’s social services department to ask them to assess your needs as well as the care 
and support needs of the person you care for.

After this assessment, your council will decide if you are eligible for support. This is based on the level of 
risk to your caring role if you don’t get any help. They will also consider whether you could benefit from 
preventative services, information, advice and support available in the community.

I have been told I am eligible for support as a carer. Who will pay for it?
Your local council should give you a carer’s plan, which sets out what support you are entitled to, how it 
will be arranged, and how much (if anything) you should pay towards it. If the council is going to pay for 
some or all of the support, they must offer you a direct payment. This gives you the control to arrange and 
pay for the help that best suits you.

The person you care for – assessment of their needs
The person you care for is also entitled to have their needs assessed. They will be asked what sort of life 
they would like, so a plan can be agreed and they can decide their support arrangements. 

Useful contacts in 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.  
Visit www.moneymadeclearwales.org/home.php?page_id=60 
Details of local councils in Wales are at www.wlga.gov.uk/authorities 

Carers Wales: 029 2081 1370   Carers Trust Wales: 02920 090087
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Scotland

The Scottish government is considering a carers bill at present (November 2015).  
Call our helpline on 03000 030 555 for the latest information.

Carers are entitled to have their support needs assessed if they provide ‘regular and substantial’  
care for someone. 

But no guidance is given as to what counts as ‘substantial’ or ‘regular’. Contact your local council’s social 
services department to ask for a carer’s assessment.

Councils are not legally obliged to provide services for carers, but can choose to do so. Types of support 
that you might be able to get include:

• help with gardening, housework and shopping

• activities such as exercise or art classes

• a few days away 

• emotional support or counselling

I have been told I am eligible for support as a carer. Who will pay for it?
If you are offered support as a carer, you cannot be charged for it. Under the Social Care (Self Directed 
Support) Act 2013, all councils must offer self-directed support, which enables you to choose how you 
want your support arranged. Your local council must offer you four options:

•  Option 1 – direct payment. The council gives you money so you can choose and pay directly  
for the services you want.

•  Option 2 – individual service fund. The council allocates an amount of money to you, and uses it  
to pay for services on your behalf. You still choose what support you want.

•  Option 3 – arranged services. You can ask the council to select, arrange and pay for services for you. 
You can tell them what support you want during your carer’s assessment.

•  Option 4 – a combination of all three.

The person you care for – assessment of their needs
Your local council can offer the person you care for a community care assessment, sometimes called 
a single shared assessment (SSA). This is usually carried out by a social worker, and will consider what 
support the person needs to live independently, and what support it is reasonable for you to provide.

A decision on whether or not the person you care for is entitled to support is based on whether their 
health and wellbeing is at risk if they don’t get that support. There are four levels of risk: low, moderate, 
substantial and critical. If the council decides to provide help or services for the person you care for,  
they will offer self-directed support.

Useful contacts in Scotland
The Scottish welfare fund offers grants to people facing exceptional pressures.  
Visit www.gov.scot/Topics/People/welfarereform/scottishwelfarefund

Details of local councils in Scotland are at www.cosla.gov.uk/councils

Carers Scotland: 0141 445 3070  Carers Trust Scotland: 0300 123 2008
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Northern Ireland
Under the Carers and Direct Payments Act, you are entitled to a carer’s assessment if you provide ‘regular 
and substantial’ care for someone. Ask the social services department of your Health and Social Care Trust 
(HSCT) for one. 

The assessor will look at your individual needs and discuss them with you. The assessment will show which 
needs are most important, and the risks if you are not given help.

After your assessment, your HSCT will develop a care plan setting out the support and services you need. 
Trusts can provide services directly to you, or you may be able to choose those services yourself.

I have been told I am eligible for support as a carer. Who will pay for it?
Your HSCT will decide if you should pay for some or all of the services you need. If the HSCT is going to pay 
in part or in full, it must offer you a direct payment, so you can choose, arrange and pay for the services 
directly. It can charge you for services, but this is rare.

The person you care for – assessment of their needs
The person you care for can have a community care assessment, but if the HSCT decides that you are 
meeting all of their support needs – and if you are happy to continue doing so – then the trust is not 
obliged to provide additional support.

If the HSCT decides that the person you care for is eligible for more support, they can either provide 
services themselves or provide services through another organisation. Alternatively, they can give the 
person you care for money to choose and pay for services directly: this is called a direct payment or  
a personal budget.

Useful contacts in Northern Ireland
Up-to-date information about loans and grants, and details of local councils are available at  
www.nidirect.gov.uk

Carers Northern Ireland: 02890 439 843  Carers Trust Northern Ireland: 0779 431 8403 
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Financial support UK-wide
You and the person you care for may be able to claim financial assistance as a result of a carer’s  
assessment or community care assessment. This may include:

• help with paying rent, council tax and other rates

• help towards bills, such as heating and electricity

• income support

The type and amount of financial assistance you are eligible for varies depending on where you live.  
The systems for awarding financial support can be complicated and the amounts available  
change frequently. This section is a guide. For detailed, up-to-date information, call our helpline  
on 03000 030 555.

Carer’s Allowance
This is the main benefit available for carers. You may be eligible if you care for someone for 35 hours a 
week or more. It applies UK-wide and your eligibility is based on your circumstances, such as:

• your age

• whether you work and what you earn

• whether you get other benefits

It also takes into account the benefits the person you are caring for receives.

Tip: You might need to be 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.

Benefits for the person you care for

•  Personal independence payment (PIP) is paid to eligible people aged 16-64 who have a long-term 
health condition or disability in England, Wales and Scotland.

•  Disability living allowance (DLA) is paid for eligible children aged under 16 who have additional 
needs because of a disability in England, Wales and Scotland. In Northern Ireland it’s paid for eligible 
disabled people aged under 65, but is likely to be replaced by PIP for people of working age in 2015.

•  Attendance allowance is for eligible people aged 65 and over across the UK who are disabled or have 
long-term physical or mental health problems.

•  Employment and support allowance is paid to people aged 16-64 across the UK who cannot work 
or have limited capacity for work because of ill health or disability.

•  Statutory sick pay. UK employers pay this to eligible people who are unable to work because  
of ill health.

•  Industrial injuries disablement benefit (IIDB) is payable to eligible people across the UK who are 
ill or disabled as a result of an accident or disease they got while they were employed. You can’t claim 
if you were self-employed. This scheme covers asthma, chronic obstructive pulmonary disease and 
asbestos-related diseases such as mesothelioma and asbestosis.
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Home oxygen electricity rebate
If the person you care for is on oxygen treatment and uses an oxygen concentrator, your oxygen supplier 
will reimburse the cost of the electricity the concentrator uses. For more information call our helpline on 
03000 030 555 or contact your oxygen supplier directly.

General benefits and financial assistance
The following is a list of other types of benefits and financial assistance that you and the person you  
care for might be eligible for.

Help with council tax (rates in Northern Ireland). This includes:

• Council tax reduction (rate relief in Northern Ireland) – for people on low incomes

•  Disability reduction scheme – for people whose home has had work carried out to help someone  
living there who has a disability

• Council tax discount (in England, Scotland and Wales) – 25% discount for people who live alone.

•  Disabled facilities grant – a one-off grant to fund adaptations to make a home suitable for a disabled 
person. In Scotland adaptations may be paid for by housing grants.

Help with fuel costs. This includes:

• Winter fuel payments – help for those of qualifying age towards winter fuel bills

• Warm home discount – a reduction on your electricity bill if you meet certain criteria

•  Cold weather payments – a payment for people on certain benefits, payable for each week the  
average temperature where you live is at or below freezing.

•  Budgeting loans – an interest-free loan available if you are on certain other benefits to help you  
buy things like furniture, to pay rent or to pay off debts.

You and the person you care for may also be able to claim help with health costs, or apply for other types 
of grants or loans from your local council, other funding bodies or charities. 

The Directory of Social Change produces A Guide to Grants for Individuals in Need which lists charities 
offering grants. Your local branch of Citizens Advice should have a copy. For more information, contact the 
Directory of Social Change on 08450 77 77 07 or Citizens Advice (www.adviceguide.org.uk).

Insurance 
If the person you care for uses oxygen treatment, remember to tell their buildings and contents  
insurance companies. If they travel in your car or in their own car with oxygen, then you must tell  
the relevant car insurer too.

If you arrange travel insurance, tell your insurer that you care for someone with a lung condition.  
Check that your policy covers you if you can’t travel due to your caring duties.

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, ensure you have sufficient medication or arrange fitness to 
travel documents, for example.  

Our information about going on holiday with a lung condition can help you plan your trip.  
You can order a copy from www.blf.org.uk/publications or by calling our helpline on 03000 030 555.
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Caring for someone with a lung condition
Caring with confidence
It is important that the person you care for remains well and active. Getting the right guidance,  
and sometimes training, will help you provide the safest care possible. For example, knowing how  
to move the person you care for properly will ensure you don’t hurt yourself. 

The NHS has a useful online Caring with Confidence programme that covers all the issues.  
Visit nhschoices.leopink.com

There is a UK-wide network of carers’ centres, which offer training and education sessions to help you 
build caring skills, such as moving, handling and first aid. Find your local carers’ centre by visiting  
www.carers.org/carers-services/find-your-local-service

For first aid courses get in touch with:

The British Red Cross      St John Ambulance 
www.redcrossfirstaidtraining.co.uk/Courses  www.sja.org.uk/sja/training-courses.aspx 
0844 412 2808      0844 770 4800

Coping with breathing problems
Breathlessness is a symptom of many lung conditions. It can be distressing for the person you care for, 
and for you. But there are some simple things you can do to help the person you care for to manage their 
breathlessness. Here are some tips:

• Plan activities in advance and allow plenty of time. 

•  Help the person you care for to set priorities, so they can use energy for the things they want and need 
to do most.

•  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 the person you care for uses oxygen treatment, make sure they have enough. 

• Make sure they have a sufficient supply of medication, if they take any.

•  Act quickly if you, or they, think they are having a flare-up or have a chest infection – treatment can 
then be started early.

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

1. Relaxed, slow, deep breathing
In a comfortable, supported position, relax your shoulders. Breathe in gently through your nose and 
breathe out through your nose and mouth. 



© British Lung Foundation 2017  Looking after someone with a lung condition
blf.org.uk/carers11

2. Pursed-lips breathing
Breathe out with your lips pursed as if you are whistling. This slows your breathing down and helps  
to make your breathing more effective.

3. Blow as you go
Breathe out at the most difficult part of the exercise or activity, for example:

• standing up off a chair

• reaching for something high up

• bending over to tie your shoes

Some standing and sitting positions may 
also be more comfortable for the person 
you care for when they are breathless, 
for example standing leaning forwards 
(1), sitting down and leaning forwards,  
with the forearms resting on the knees 
(2), or resting the hands and arms on a 
pillow on a table when  
really short of breath (3).

The Association of Chartered Physiotherapists in Respiratory Care (ACPRC) produces a number of patient 
leaflets to help manage breathlessness. Visit www.acprc.org.uk/publications/patient_information_
leaflets.asp to download the leaflets free of charge.

Flu vaccinations
People aged 65 and over and people with certain long-term medical conditions, including asthma and 
COPD, are advised to have a flu vaccination each year, usually in autumn. People in these groups can get 
the jab free of charge.  

As a carer, you are also eligible for a free seasonal flu jab every year at your GP’s discretion. It is a good idea 
to protect yourself from flu, because if you become ill it will affect you and the person you care for. 

Food and eating 
It is important for people with a lung condition to eat a balanced diet and maintain a healthy weight: 
good nutrition can prevent infections and keep the lungs healthy. It is essential to ensure they get the 
right nutrients, to help them better control their symptoms and lead a more active life. 

It is important for someone with lung disease to: 

• Eat a healthy, nutritious diet

• Eat food from the five key food groups in the correct amounts

•  Drink plenty of fluid (a minimum of six to eight cups of fluid a day – this can include water, juice,  
tea and coffee).

Find out more from our Living with a lung condition booklet available from our online shop or visit www.
blf.org.uk/EatingWell
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Exercise 
For many people with long-term lung conditions, exercise can improve their 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 they have finished a PR course, it’s good to keep up a healthy level of physical activity. One option 
is to work with a specialist respiratory instructor, who can provide safe exercise at the right level for the 
person you care for. There are hundreds of specialist respiratory instructors across the UK. To find an 
instructor or class near you, visit www.blf.org.uk/InYourArea

You should be welcome to attend exercise classes with the person you care for. Speak to their health care 
professional before either of you start on a programme of exercise.

For more information about exercise, visit www.blf.org.uk/Page/Exercise-with-a-lung-condition or  
call the BLF Helpline on 03000 030 555. 

Smoking 
If the person you care for is a smoker, giving up smoking is one of the most important things they can do 
for their health. But it’s difficult. Studies show that you’re up to four times more likely to quit successfully 
with support from stop smoking services. If you smoke too, why not make a pact to give up together? 

Useful contacts

England
0300 123 1044
www.nhs.uk/smokefree 

Scotland
0800 84 84 84
www.canstopsmoking.com

Wales  
0800 085 2219
www.stopsmokingwales.com

Northern Ireland
Contact your GP or local pharmacy
www.want2stop.info

You can also find out more at www.blf.org.uk/Page/Smoking or by calling the BLF Helpline 
on 03000 030 555.

We produce a plan, with tips and practical advice, to help the person you care for  
manage their lung condition.  Go to www.blf.org.uk/self-help or call our helpline  
on 03000 030 555 to find out more.
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Emotions
It’s common for people with long-term conditions, including lung conditions, to feel anxious or depressed. 
Feeling breathless can make you anxious, which in turn can make breathlessness worse. 

If the person you care for feels anxious or depressed, it’s important that they talk to their health care 
professional. They may be able to suggest therapy or other resources. Some GP practices have a  
counsellor as part of their team. The specialist nurses and advisers on our helpline are also available  
to answer your questions.

It’s very important that you look after your own health and wellbeing too – see page 17.

“At times, I’ve felt depressed, sad and resentful. Despite set-backs and severe flare-ups, I’ve 
found ways through. I’m lucky to have much love and support from my family, particularly 
my wife who’s my carer, my daughter and my sister. Talking to them eases troubled times 
or gives me a fresh perspective.” 
Chris, who has COPD

Home environment 

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

Almost all the air we breathe contains low levels of pollution – things like gases, dust, moulds and 
chemicals. Breathing it in can sometimes trigger breathing problems for people with lung conditions, 
particularly those with asthma, allergies, COPD and lung cancer. Indoor air is important as we spend  
about 90% of our time indoors.

One of the biggest causes of indoor air pollution is second-hand smoke. Tiny particles from tobacco 
smoke can drift all through a house, and can remain at harmful levels for up to five hours. If you or anyone 
else in the home smokes, it’s important to smoke well outside the house, closing the door behind you. 

You can also help to control the indoor environment by keeping the home well ventilated,  
maintaining gas appliances and preventing water leaks to reduce moisture levels.

Tips:
• don’t allow anyone to smoke inside your home

•  air your house for 5-10 minutes several times a day, especially during and after cooking and  
after taking a shower

• keep your home as dust-free as possible

•  take care when using chemicals such as detergents, cleaning agents and air fresheners.  
Always ventilate well after you release chemicals into the air.
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Equipment and medication
As a carer for someone with a lung condition, you might need to be familiar with different types of 
equipment and medications used to treat lung conditions such as nebulisers, oxygen therapy and steroids. 
You may wish to ask their health care professional for advice. You can also speak to one of our specialist 
nurses and advisers on 03000 030 555.

Mobility and transport
Having a lung condition can make people less mobile. It can be more difficult doing everyday activities 
such as walking or climbing stairs and it can make using certain modes of transport challenging. 

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

• doing more physical activity together (see Exercise, page 12)

•  learning the best and safest ways to handle the person you care for if you have to physically move 
them (see Caring with confidence, page 10)

•  exploring transport options: for example, plan journeys door-to-door in advance, apply for a  
Blue Badge (if you’re eligible), use travel companies’ accessibility offers, or use a mobility scooter  
to get about

Our helpline has lots of information about transport and mobility, including advice about Blue Badge 
parking, ideas for days out together, and information about aids, equipment and financial help with travel. 
You can call our helpline on 03000 030 555.

Flare-ups (exacerbations)
It’s important for you and the person you care for to keep track of their symptoms so you both recognise 
what’s normal for them – and what isn’t. It’s normal for many people with a long-term lung condition to 
experience a slight worsening of their symptoms on a day-to-day basis. These normally improve quickly 
when the person takes their reliever medication and avoids things that trigger symptoms. 

A flare-up – sometimes called an exacerbation – is when the person’s symptoms get worse than normal, 
often suddenly, for a sustained period of time. Symptoms of a flare-up may include:

• breathlessness becoming worse

• persistent cough, or increased coughing

• increase in sputum and a change in sputum colour

The person you care for should have a flare-up plan agreed with their GP or health care professional, 
which outlines what they should do during a flare-up. As the person’s carer, it’s important that you are 
familiar with their plan and can spot a flare-up, so you can help them act promptly.

Important
If the person you care for has a severe flare-up, with chest pain, fever and significantly  
worsened breathing, they should see their GP the same day. If they can’t wait to see their 
doctor, call 999 straight away.
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Being in hospital 
Most people can be treated at home if they have a flare-up, but it might be necessary for the person  
you care for to go into hospital. 

This is a worrying time, but there should be a member of staff at the hospital who will be your main  
point of contact, such as a named nurse. They should keep you informed and involve you in any decisions 
affecting you and the person you care for. 

The hospital should help you prepare for when the person you care for is sent home. Importantly, they 
should make sure that both you and the person you care for are fit and ready. Before hospital discharge, 
get as much information as you can about the medical situation of the person you care for and whether 
the level of care they need has changed. 

Each hospital has its own discharge policy, and you can ask for a copy of this from the hospital’s patient 
advice and liaison service (PALS) department.

Our booklet Going home from hospital is a 10-point checklist of things to consider when someone is being 
discharged from hospital. You can read it online at www.blf.org.uk/GoingHome You can also order a 
copy at www.blf.org.uk/shop or by calling our helpline on 03000 030 555.

Carers UK also has a lot of useful information about preparing for someone’s discharge from hospital.  
Visit www.carersuk.org/help-and-advice/practical-support/coming-out-of-hospital

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, and health care professionals should be 
open to this and include you in discussions if the person you care for is happy for them to do so. 

It’s a good idea to try to build a good relationship with doctors and nurses, and to make sure they are 
aware how you and the person you care for are affected by their lung condition. 

BLF COPD patient passport
If the person you look after has COPD, you can check they are getting the care they are entitled to 
by discussing the checklist at www.blf.org.uk/passport with their health care professional.

Health care professionals may use technical terms when talking about lung health. Be sure to ask if you or 
the person you care for do not understand something, or if you need more information. 

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 UK offers advice on how to 
complain effectively and challenge decisions. Call the Carers UK Adviceline on 0808 808 7777 (Monday to 
Friday, 10am-4pm) or email advice@carersuk.org
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Confidentiality and sharing information 
The person you care for has the right to choose whether – and how – they would like information to be 
shared with you, and with other family members and loved-ones. It is the responsibility of the person you 
care for to let their health care professionals know if they want information to be shared with you. 

Health care professionals should also keep you involved and appropriately informed if, for some reason, 
the person you care for is unable to indicate their preferences for sharing information. 

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 GP  
or health care professional for advice on how to do this. 
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Looking after yourself
Your health and wellbeing is just as important as that of the person you care for. You may have existing 
health issues that you need to take care of. In turn, you may find your health is affected by being a carer. 
By looking after yourself, you will be able to better support the person you care for.

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 wellbeing by:

• telling your own GP about your caring role

• eating well, keeping active and getting enough sleep

• practising relaxation techniques

• getting proper moving and handling training so you 

• don’t get injured

• exploring ways to deal with your emotions

Emotional aspects of being a carer 
It is difficult to watch someone close to us suffer. It can be particularly hard seeing a partner, friend or 
relative who has a lung condition struggle with shortness of breath and other symptoms. You might feel a 
range of emotions, such as:

• worry and fear

• stress and anxiety

• sadness and depression

• guilt and resentment

• frustration and anger

• loneliness and isolation

The first thing to bear in mind is that it’s completely normal to feel these things. Many carers have  
faced depression because of their caring role. People have different ways of coping with these feelings, 
but it’s important that you address them.

Talking to someone 
Depending on your relationship with the person you care for, it might help to be open with them about 
how you feel. Try having frequent chats with them about how you’re both feeling, to prevent issues from 
building up and becoming a bigger problem than they need to be.

Some people find that talking to friends and relatives eases the load. However, it’s often useful to talk  
to someone neutral too. 

The specialist nurses and advisers on our helpline are available to answer your questions.  
Call 03000 030 555 or email helpline@blf.org.uk

You can also call the Carers UK Adviceline on 0808 808 7777 or email advice@carersuk.org

Samaritans provides completely confidential support, 24 hours a day, 365 days a year. Call 116 123.
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“Attending a support group, where you discuss your feelings with other carers whose 
lives have been affected by the same problems, can be a great way to work through your 
troubles, realise you’re not alone, and make new friends along the way.” 
Carers Trust

Sometimes it’s useful to speak to others in the same position as you. The BLF, Carers UK and the Carers 
Trust have online forums and communities where you can share experiences and chat with other carers. 
They will also be able to tell you about local groups. 

BLF web community   www.blf.org.uk/forum 
Carers UK Forum   www.carersuk.org/forum 
Carers Trust Carers space  www.carers.org/carers-space

Face-to-face counselling and therapy
It may be a good idea to talk to your GP if you’re struggling, or if you feel you would benefit from having 
someone to talk to on a more formal basis. Your GP should be able to refer you to counselling or therapy, 
but there is sometimes quite a long wait for state-funded services. 

You can find private counsellors and therapists in your area through the British Association of  
Counsellors and Psychotherapy, but going directly to a practitioner means you will have to pay.  
Visit www.bacp.co.uk for more information.

Alternatively, you could get in touch with your local Mind, whose services include drop-in centres and 
training, counselling and befriending. Visit www.mind.org.uk/information-support/local-minds  
to find your nearest service or contact the Mind Infoline on 0300 123 3393 or info@mind.org.uk

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. Why not search online or at your local library? You could also ask your 
GP to make a recommendation.

Respite
An assessment of the needs of the person you care for (see pages 3-7) 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 every week for a couple of hours. Respite can be arranged around what suits you and the 
person you care for.

You should discuss arranging alternative home care or a temporary residential stay for the person you care 
for with your support worker, social worker or other health care professional. They will talk you through 
the options available, which include home respite care through a third-party organisation, often called a 
Crossroads Care scheme. 
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If you live in England or Wales, you can find out more about the scheme through Carers Trust at  
www.carers.org/what-crossroads-care-scheme or by calling 0844 800 4361.

In Scotland, the scheme is run by Crossroads Caring Scotland.  
Visit www.s453731088.websitehome.co.uk/index.php/about or call 0141 226 3793.

If you live in Northern Ireland, contact Crossroads Caring for Carers NI on 028 9181 4455 or  
visit www.crossroadscare.co.uk/services

Employment and work
If you work, it’s a good idea to tell your employer that you are a carer. It will help you and your employer  
if they understand your role and the potential impact it may have on your work. You have a number of  
work-related rights if you have worked for the same employer for at least 26 weeks. These include:

• the right to request flexible working

• time off in emergencies (compassionate leave)

• parental leave if you have a child 

These rights may not apply if you work part-time or are employed through an agency. You are also 
protected against discrimination and harassment because of your caring responsibilities, under the 
Equality Act 2010. 
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When caring ends
There comes a time for all of us when we need to think about the end of a life. Our information  
Coping with the final stages of a long-term lung condition, is available at www.blf.org.uk/EndOfLife  
or to order from www.blf.org.uk/publications

It covers what you can expect if the person you care for is reaching the end of their life, and what you 
might need to do. This includes planning end of life care and putting affairs in order.

Coping with the final stages
Your caring role may change if the person you care for moves into permanent residential care or a hospice, 
or has full-time care at home. If you lived together, but their circumstances or health mean that you no 
longer do, 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 health care professionals. If you still fall into the definition of ‘carer’ you may be entitled to  
help and benefits. 

If the person you care for moves into residential care or a hospice, you should discuss with them and  
staff how often you can visit. If you visit regularly, you may want to become a volunteer, helping out  
at events and activities. 

It can be hard to adjust to life when your caring role alters or comes to an end. 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.  
You may find that the exhaustion of having been a carer for a long time catches up with you.

Whatever you do, there are practical issues you should deal with promptly:

•  Central government and local authority support – if you claim carer’s allowance, or had a carer’s 
assessment or any other financial help towards your caring role, you must inform the relevant 
authorities that you are no longer a carer. If you lived with someone whose housing was subsidised or 
provided by the state, and you no longer live with them, the local authority needs to know.

• GP – if you told your doctor about your caring role, tell them changes

Carers UK has advice and suggestions about what you can do and how to cope when you caring role 
changes or ends. Visit www.carersuk.org/help-and-advice/practical-support/when-caring-ends

Death 
When the person you care for dies, you will probably feel a range of emotions. As a carer, your role at this 
time will depend on the relationship you had and the arrangements made before 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,  
register the death and contact a funeral director. 

Carers UK provides a comprehensive list of practical things you may need to address, as well 
as information about coping after someone dies. Visit www.carersuk.org/help-and-advice/
practical-support/when-caring-ends/bereavement
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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.

Bereavement
You are likely to have had a very special relationship with the person you cared for. You may feel a great 
sense of loss when they pass away. 

It might be when the practical arrangements have been made and the funeral has passed that you start 
to grieve. However, some people experience strong feelings such as loss, grief and mourning before the 
person has died. 

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?
Death can be a very difficult thing to deal with. To speak to someone who cares, call our helpline  
on 03000 030 555.
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Helpline: 03000 030 555
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Other contacts
The organisations below provide support and advice about end of life care and beyond.

Age UK
Produces a range of information about the end of life.
0800 169 2081 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
Provide support for bereaved people.
0844 477 9400 www.cruse.org.uk 

Hospice UK
Provides information about hospice care in your area.
020 7520 8200 www.hospiceuk.org 

National Council for Palliative Care
Promotes the improvement of palliative care.
020 7697 1520  www.ncpc.org.uk 

Natural Death Centre 
Provides support for those dying at home.
01962 712690  www.naturaldeath.org.uk


