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Respiratory pathway for  
Motor Neurone Disease 

Motor Neurone Disease (MND) results from the progressive loss of motor neurones 
in the brain and spinal cord. These are the nerve cells that control movement.  
It leads to muscle weakness and can cause difficulties with movement, breathing, 
swallowing and speaking.

This respiratory pathway has been developed to support health and social care 
professionals involved in the care of people with MND. It provides an overview of key 
points for assessment, referral and management across the disease trajectory, from 
diagnosis through to end of life. 

The pathway is based on the NICE guideline on MND (NG42), and is intended to 
support coordinated, multidisciplinary care.

Information to share with people with or affected by MND:

Information sheet 8A – Support for breathing problems 
Information sheet 8B – Ventilation for motor neurone disease 
Information sheet 8C – Withdrawal of ventilation with MND 
Information sheet 8D – Air travel and ventilation for motor neurone disease
Information for professionals: 

Information sheet P6 – Managing respiratory symptoms in MND 

�See page 26 to order publications.
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Secretion management
Consider early 
referral to respiratory 
physiotherapist.  
Consider:

	— secretion 
management 
including oral suction

	— cough augmentation.
Find out more

Gastrostomy
Referral to 
gastroenterology to 
discuss gastrostomy.  
 
Timing and method is 
dependent on weight loss 
and respiratory function.  
Find out more 

Anticipatory prescribing
Provision of a local ‘just in 
case’ kit with medications 
for symptoms of 
breathlessness, choking 
and anxiety/panic. 
Find out more

Advance care planning
Sensitive discussions of 
options, including: 

	— withdrawal of NIV
	— ADRT
	— end of life care. 

Find out more

Managing breathlessness 
A physiotherapist or 
occupational therapist 
may be able to discuss 
different approaches 
to coping with 
breathlessness.   
Find out more

Assisted ventilation
Discuss possible use of ventilation at key points 
such as diagnosis, during testing and when 
respiratory function changes. 
Find out more 
 
Non-invasive ventilation (NIV): If appropriate, 
refer for NIV trial. Discuss benefits, limitations 
and likely progression of NIV use. Prepare 
a comprehensive care plan with 24-hour 
emergency support and maintenance. 
 
Tracheostomy: Considered for some patients 
following discussion with the specialist MDT. 
Discussions will include increased care needs 
and impact on family and carers. Occasionally it 
is used in an emergency.

Palliation of symptoms
Referral to specialist palliative care 
services.
Medications include 

	— antimuscarinics to reduce saliva 
and lung secretions

	— anxiolytics to reduce anxiety and 
terminal restlessness

	— ��mucolytics to aid with thick 
secretions.

	— opioid analgesics to reduce 
pain, cough reflex, dyspnoea 
and the feeling of effortful 
breathing and anxiety. 

Find out more 

Respiratory assessment
Soon after diagnosis and appropriate to the person’s 
needs, refer for baseline  respiratory function tests 
including SpO2, FVC/VC, SNIP and PCF.   
Find out more

Repeat tests every 3-6 months  
 
The multidisciplinary team should continually monitor 
signs and symptoms of respiratory impairment.  
Find out more 
 
In the presence of dementia, consider ability to 
consent and level of understanding.  
Find out more

MND Respiratory Pathway1 
The MND Respiratory Pathway below is not intended to be exhaustive, but to provide  
a quick reference to support professionals to ensure they have considered all areas  
of need. This pathway is interactive: if you’re viewing online, click ‘find out more’  
to view further details.

http://mndassociation.org/professionals
http://mndassociation.org/professionals
https://www.bma.org.uk/advice-and-support/gp-practices/prescribing/anticipatory-prescribing-for-end-of-life-care
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How we can support you and your team

Our MND Connect helpline offers practical and emotional support, information 
and signposting to people with MND, carers, family and professionals. They can 
also provide further information about our services mentioned below. 
Email: mndconnect@mndassociation.org 
Phone: 0808 802 6262

MND Association website

Our website offers supporting 
information on MND, our work, 
services, and how to get involved. 
mndassociation.org/professionals

Stay updated on events, publications 
and opportunities for professionals. 
mndassociation.org/educationupdate 
X: mndeducation 
Bluesky: mndeducation.bsky.social 

Local support
We offer online and local peer support, 
plus trained volunteers who provide 
practical help by phone, email or visits. 
mndassociation.org/local-support

We fund and develop specialist care 
centres and networks across England, 
Wales and Northern Ireland, offering 
multidisciplinary care. 
mndassociation.org/care-centres

Information resources
We produce high quality information 
for people with MND, carers, families 
and professionals, available in multiple 
formats and languages. 
mndassociation.org/pro-info-finder 
mndassociation.org/careinfofinder 

Financial support
We offer a range of grants to support 
people living with MND, their families 
and unpaid carers. These are not in 
place of any statutory funding that 
should be available. 
mndassociation.org/getting-support

Education
Our education programme aims to 
improve standards of care and quality 
of life. Opportunities include webinars 
and face to face equipment training. 
mndassociation.org/education

MND register
The Register aims to collect 
information about everyone with MND 
in England, Wales and Northern Ireland 
to support care planning and research. 
mndregister.ac.uk

MND Professionals’ Community of 
Practice
A peer led group supporting cross 
disciplinary learning in MND care. 
Membership can contribute to CPD and 
offers access to networking and 
learning events. 
mndassociation.org/cop

Research into MND
We fund and promote research that 
leads to new understanding and 
treatments, and brings us closer  
to a cure for MND. We also produce 
information sheets on MND research 
for people with or affected by MND. 
mndassociation.org/research

mailto:mndconnect%40mndassociation.org?subject=
http://mndassociation.org/professionals
http://mndassociation.org/educationupdate
https://x.com/mndeducation
https://bsky.app/profile/mndeducation.bsky.social
http://mndassociation.org/local-support
http://mndassociation.org/care-centres
http://mndassociation.org/pro-info-finder
http://mndassociation.org/careinfofinder
http://mndassociation.org/getting-support
http://mndassociation.org/education
http://mndregister.ac.uk
http://mndassociation.org/cop
http://mndassociation.org/research
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We value your feedback
Your feedback helps improve our information for the benefit of people living with MND 
and those who care for them. Visit smartsurvey.co.uk/s/mndprofessionals or email 
your comments to education@mndassociation.org.

If you would like to help us by reviewing future versions of our information resources, 
please email us at education@mndassociation.org.

How to order our publications
Our publications are free for anyone with or affected by MND or Kennedy’s disease, 
including professionals. Health and social care professionals can also order items  
on behalf of someone with or affected by MND or Kennedy’s disease.

Download from mndassociation.org/publications or contact MND Connect to order 
hard copies. Call 0808 802 6262 or email mndconnect@mndassociation.org.

http://smartsurvey.co.uk/s/mndprofessionals
http://www.mndassociation.org/publications
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