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Introduction

Neuromuscular disease is a term for a group of diseases that affect the 
functioning of your muscles. This may either be due to a problem with 
the muscles themselves, or a problem with the nerves that control your 
muscles.

While neuromuscular diseases do not affect the lungs themselves, they 
can affect the muscles involved in breathing and coughing. This can lead 
to symptoms such as fatigue and breathlessness. It can also increase the 
risk of chest infections.

It is therefore important that your breathing is monitored regularly so 
that any weakness in these muscles can be recognised early. If it is 
found there is weakening of these muscles; there are therapies and 
treatments that can help manage your symptoms. 

This information will explain how your breathing might be affected, 
what symptoms you should look out for, how your breathing will be 
monitored, and what treatment is available to help manage your 
symptoms.

If you have any questions after reading this information you should 
speak to the team in charge of your care - contact details are on the 
back page. 
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What happens when I breathe?

When you breathe, air moves in and out of your lungs. Oxygen is taken 
from this air, into your bloodstream and is carried around your body.

As this happens your body produces carbon dioxide as a waste product. 
This is carried in the blood back to your lungs and removed by breathing 
out. It is important to keep the right balance of both oxygen and carbon 
dioxide in your blood.
 

 

You use a number of muscles to breathe, mainly the diaphragm and the 
intercostal muscles. 

As part of your condition, these muscles can become weak. This can 
make your breathing more shallow; less oxygen is then absorbed and it 
is harder to get rid of carbon dioxide.

This could make you feel more breathless and/or affect your sleeping. 
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How will my breathing be monitored?

Problems with your breathing muscles can cause a number of different 
symptoms. It is important that you are aware of these symptoms.

Signs and Symptoms of respiratory impairment

If you start to notice any of these symptoms or notice a worsening in 
any of these symptoms please contact the team looking after you (see 
contact details on the back page):

• Breathlessness
• Recurrent chest infections 
• Disturbed sleep   
• Non-refreshing sleep
• Nightmares
• Poor concentration and/or memory
• Difficulty lying flat to sleep
• Confusion
• Hallucinations
• Morning headaches
• Fatigue
• Poor appetite

These symptoms can be caused by other conditions and none are 
specific to neuromuscular weakness.

It is also possible to develop respiratory weakness without having any 
symptoms.

Depending on the neuromuscular disease that you have you might also 
be offered regular assessment of your breathing muscles. This is so that 
any weakness in these muscles can be identified early.
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What tests will I have?

You might be offered one or more of the following tests:
 

Pulse oximetry
 

• Pulse oximetry is used to measure the oxygen level in your blood 
using a sensor clipped on your finger.
 

Breathing tests
 

• Spirometry
A breathing test carried out to measure the size of breath that you 
are able to take – vital capacity (VC). This usually involves you 
taking a big breath in, and then breathing out through a 
mouthpiece or face mask.
 

• Peak cough flow
A breathing test carried out to measure the strength of your 
cough. This involves taking a big breath in and then coughing as 
hard as you can into a face mask.

 
• Blood gas

A blood gas is used to measure the levels of oxygen and carbon 
dioxide in your blood, using a blood sample taken from your ear 
lobe, or sometimes an artery in your wrist.



page 7 of 12

What can be done to help my breathing?

The results of these tests and the symptoms that you are experiencing 
will tell us if your respiratory function is effected. 

You may be referred to the Northern General Hospital for further 
assessment. You will see a specialist Respiratory Physiotherapist who 
can: 

• Offer a thorough assessment to assess your breathing
• Identify therapy and treatment options that are suitable for you
• Provide information to help make informed choices according to 

your wishes
• Help you plan ahead to ensure you are happy with 

future treatments 

What are the treatment and management options?

After assessment, the team will explain the available options.

Depending on your needs these may include support for:

• Your breathing
• A weakened cough
• The clearing of mucus, especially if you have repeated chest 

infections
• Management of excess saliva 

You may want to take time to think about the following options so you 
can make an informed choice. It is good to think about your preferences 
for future care early and discuss this with your family and care team. 

You may be offered one or more of the following depending on your 
needs.
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Non-invasive ventilation (NIV)

This is a machine that supports your breathing by increasing the amount 
of air that you breath in. This is done through a mask that fits over your 
nose, or nose and mouth.

It provides extra pressure meaning it supports your weaker breathing 
muscles to take a deeper breath than you can manage yourself. It is not 
the same as an oxygen mask. 

Ventilation is usually needed overnight at first, but as your breathing 
muscles get weaker you may need it during the day too. 

Using ventilation may not be suitable for everyone. If appropriate, it may 
help to relieve breathing problems, improve sleep and reduce fatigue, 
but it will not prevent the progression of the disease.
 

Suction machine

Sometimes it may be difficult to clear mucous or saliva from your 
mouth. You may be provided with a suction device that can be used to 
clear secretions from your mouth.
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Cough assist

If your cough is weak and you are struggling to clear your chest, a 
machine called a Cough Assist may be given to you. This can increase 
the strength of your cough.

If used every day this might help prevent you from getting chest 
infections.

More information will be given to you if this is needed.

Medication

The doctors may prescribe you with medication that can loosen your 
mucus to make it easier to clear. There is also medication to help dry 
your saliva if you find this is an issue. 

Oxygen

Oxygen will not stop you from feeling short of breath and is not usually 
recommended in patients with neuromuscular conditions. If it is not 
used correctly, it can upset the balance of oxygen and carbon dioxide.

If it is felt that you need oxygen, it will be prescribed and you will be 
monitored closely.
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Contact details

If you are concerned with any of the above information, or you notice a 
change to your symptoms, either contact us via the details below or 
contact the consultant in charge of your care.

Neuromuscular Respiratory Physiotherapy Team

• 07787 836775  
You can text or phone this number. Messages will be picked up 
within working hours (Monday to Friday 8:30am until 4:30pm)
 

• sth.neuromuscularrespiratoryphysio@nhs.net
 

If you are acutely unwell, please attend the nearest Emergency 
Department or ring 999.

 

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