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Respiratory Emergency Care Plan for Patients with
Neuromuscular Disease

Most people with neuromuscular problems who develop breathing problems will receive the care that 
they need either at planned hospital outpatient appointments or at home. There may be times, 
however, where you need urgent help and advice for a breathing problem. This may involve going 
into hospital, if this is what you want.

You should familiarise yourself with the information in this booklet so that you know what to do in 
case you become unwell. It is also a good idea to ask your family and other people who are involved 
in your care to read through this information so that they are able to help you if needed.
 

 Have I got a chest infection?

A chest infection is the most common cause of a sudden deterioration in breathing in patients with 
neuromuscular disease.

The common symptoms associated with a chest infection are:

• A new persistent chesty cough

• Coughing up green or yellow phlegm

• New shortness of breath / rapid breathing

• Wheezing

• A high temperature

• Chest pain or discomfort
 

 Do I need to go to hospital?

 

Most chest infections can be managed safely at home.

However, if you are experiencing any of the following symptoms you should get 
urgent medical advice, either through your GP, by phoning 999, or by attending your 
nearest Emergency Department (A&E):
 

• You are experiencing very rapid breathing that is significantly increased 
compared to normal

• You are unable to catch your breath

• You have blue fingers or lips

• You are very sleepy and have difficulty staying awake or are unresponsive

• You are confused

• You are choking on your phlegm and are unable to clear it with coughing or your 
normal sputum clearance methods (e.g. cough assist)
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What happens if I have decided that I don’t want to go to hospital?

You should discuss what you want to happen in the event that you become suddenly unwell with the 
health professionals looking after you, and with your family and those people involved in your care.

This is important so that people know what you want to happen if you become unwell. You may have 
formally documented this already. 

Some people decide that they do not want to go to hospital, even if they become very unwell.

It is important that you think about this in advance so that the support that you might need at home 
can be planned.

 

How do I manage a chest infection at home?

If you think that you have a chest infection and you don’t have any of the symptoms above, you 
should contact your GP. Your GP will assess you and can decide if they think you need any treatment, 
including antibiotics. They may also ask you to collect some phlegm for testing.

What else can I do at home?

• If you have a supply of emergency antibiotics at home you should start taking them.

• If you use a non-invasive ventilator you will probably find that you need to use it more often. 
You should use it more often if you feel more short of breath. People who normally use 
non-invasive ventilation at night often find that they need to use it during the day as well while 
they have a chest infection.

• If you are using the non-invasive ventilation more often, you should contact the health 
professionals who look after your breathing to let them know so they can help support you. You 
should also contact them if you still feel breathless when you are on the non-invasive 
ventilation. 

• If you use a cough assist device, you will probably find that you need to use it more frequently. 
You should use it as often as you need to help remove phlegm from your chest. When people 
have a chest infection they often find that they have more phlegm, and the phlegm is often 
thicker than usual. This increase in phlegm may last for several weeks after the chest infection.

• If you are using the cough assist more often you should, contact the health professionals who 
look after your breathing to let them know, so that they can help support you. You should also 
contact them if you are finding the cough assist is not as effective in helping remove the 
phlegm.

• Try to drink plenty of water (or continue with fluids via you feeding tube) to help keep your 
phlegm lose.

• Use a saline nebuliser, if you already have one, to loosen thick phlegm.

• Use suction if you have it

• Get plenty of rest

• Sleep propped up on extra pillows

• Use painkillers to bring down a fever if you have one
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What happens if I need to go to hospital?

Will I be given oxygen?

Oxygen can be harmful in some situations. It can cause a build-up of the waste gas carbon dioxide, 
which can be dangerous. Make sure that you tell any health professionals looking after you that you 
have a neuromuscular disease. You can take this booklet with you and show them the information 
on the back page. 

If you are assessed as needing oxygen in hospital, you should be closely monitored using a probe on 
your finger. You might also require a blood test from your wrist or ear to check the oxygen levels and 
carbon dioxide levels in your blood.

 

Should I take anything with me?

Yes – if you have a non-invasive ventilator and/or a cough assist device you 
should take these with you if you can. The staff looking after you in hospital might 
use these machines to help support your breathing, or might use them to find out what 
settings you normally use. If you can’t take them with you, make sure that you tell the 
staff that you normally use them.
 
If you have an Advance Decision to Refuse Treatment, RESPECT form, or Advanced 
Care Plan you should take these documents with you to help the hospital staff 
understand what treatments you do and don’t want.
 
If you have a list of the medications that you are taking you should take this with you.
 
You can take this booklet with you to help the hospital staff understand your condition 
and let them know how to contact the people who are involved in your care.
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 How should I manage choking caused by a mucus build-up or problems 
 swallowing food, water or saliva?

Some people with neuromuscular disease experience problems with choking. This might be because 
they produce too much saliva, or because their phlegm is very thick. It may also be because the 
muscles used to swallow have become weak.

Choking can be very frightening to experience, and to witness. Although it may not feel this way at 
the time, choking does not mean that someone is dying, the sensation will pass.

What can my family and carers do to help me if I am choking?

There are a number of things that you can do if you are choking. It is a good idea to discuss this with 
your family and carers, so that they can help you in the event that you are choking.

• Try to remain calm

• Try to focus on slow and steady breathing

• Open a window to give the feeling of air on your face

• Try to get into as upright a position as possible

• Try to cough and then swallow your saliva if you can

• If you have a cough assist device, use it

• If you have been prescribed medication to help manage choking episodes, use it

• If you have a suction machine, use it

 

 What should I to do if choking continues?
 

 

What should I do if I am choking more often?

If you find that you are choking more often, you should speak to your Respiratory Physiotherapist 
and/or Speech and Language Therapist.

 

If the choking episode continues for longer than usual, medication is not working, or you become 
very distressed, you can call 999.

It is important to ensure that the ambulance controller knows that you have a 
neuromuscular disease.
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Equipment issues

What should I do if my respiratory equipment is damaged or broken?

If you have a problem with your non-invasive ventilator or cough assist machine you should speak to 
the Pulmonary Function Department on:

• 0114 226 9605
Monday to Thursday 7:30am - 6.00pm
Friday 8:00am - 4.00pm 

They will be able to arrange replacement masks, circuits, or machines.

If your respiratory equipment is broken at an evening or weekend and needs replacing urgently and 
you cannot wait until the next working day, please contact Robert Hadfield 5 Ward at the Northern 
General Hospital on:

• 0114 266 9575 and ask to speak to the nurse in charge.

 

How will I cope if there is a problem with my respiratory equipment?

If you need non-invasive ventilation for more than 16 hours per day, you will be offered a second 
machine with a battery so that you have a back-up in case of any problems.

If you feel that you are becoming more reliant on your non-invasive ventilation or cough assist, and 
are worried about how you would manage if there is a problem with the masks, tubing or machines, 
you should contact the health professionals who look after your breathing to discuss this.

You should make sure that your non-invasive ventilator and cough assist are accessible at all times, 
including when you are out of the house, in case of a sudden increase in your symptoms, such as 
breathlessness or choking. 

 

How will I manage during a power cut?

You should let your electricity supplier know that you rely on medical equipment that requires 
electricity. This means that you will receive additional services in case of a power cut.

If you have a metered electricity supply you should also contact your electricity company to let them 
know that you rely on a non-invasive ventilator.

If you live in Yorkshire you should contact Northern Powergrid Priority Services Membership on:

• 0800 169 2996

• or register on the Northern Powergrid website: www.northernpowergrid.com/care

http://www.northernpowergrid.com/care
https://www.northernpowergrid.com/care
https://www.northernpowergrid.com/care
https://www.northernpowergrid.com/care
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Note for health professions: Up to date respiratory test results and NIV / cough assist settings can 
be accessed via the ‘Respiratory Physiology Results’ page on the STH intranet (STH staff only) or 
by contacting the staff below.

 

Useful contact details

 

 You should seek urgent medical advice, either through your GP, by
 phoning 999, or by attending your nearest Emergency Department (A&E)

          if you are unwell with any of the following:

• You are experiencing very rapid breathing that is significantly increased compared 
to normal

• You are unable to catch your breath

• You have blue fingers or lips

• You are very sleepy and have difficulty staying awake or are unresponsive

• You are confused

• You are choking on your phlegm and are unable to clear it with coughing or your 
normal sputum clearance methods (e.g. cough assist)

Oxygen Alert

This patient has a chronic neuromuscular condition and is at risk of having a raised 
carbon dioxide level during acute events such as chest infection.

Please give controlled oxygen to achieve an oxygen saturation of 88-92%

Check oxygen saturations regularly.

My Neurology Consultant is:

 

My Respiratory Consultant is:

 

My Respiratory Physiotherapist is:

 

Alternative formats can be available on request. Email: sth.alternativeformats@nhs.net
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