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• NIV in MND

• Legal aspects

• Ethical aspects

• Practical considerations

Objectives
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• Respiratory muscle function will worsen 

& if untreated respiratory complications 

eventually can cause death

• Assisted ventilation is a MEDICAL 

TREATMENT that can improve quality of 

life, symptoms and survival in selected 

patients and NICE supports its use 1,2,3

• Assisted ventilation- NIV and TV

Assisted ventilation 

in MND
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• For the majority of such patients, NIV does not 
complicate the dying process; if its benefit has 
been lost, then those using NIV only at night may 
simply choose not to put it back on. 

• For others, NIV may continue to provide benefit 
throughout the dying process

• It is a patient decision as to whether they chose to 
have assisted ventilation and they have a legal 
right to discontinue this treatment

• Discontinuation of ventilation appears to generate 
more concern than withdrawing other forms of life 
prolonging treatments

Stopping ventilation
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• Professionals may fear that they will not 
be able to provide adequate symptom 
management and that the patient will 
have a distressing death. They may also 
be concerned that withdrawal may be 
seen as actively ending the person’s life.

• There may be conflicts within teams as 
team members have their own ethical 
positions

Challenges in NIV 

withdrawal
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Challenges from 2013 

scoping study
• Care teams and families found 

both the decision making and the 
withdrawal itself very difficult

• Withdrawing ventilation at the 
request of patient with MND was 
often an emotionally intense 
experience which left a profound 
mark, particularly for those 
leading the withdrawal

• There was a wide variation in 
practice

• Both family and professionals 
may feel very isolated

• This can have an impact on future 
practice

6







• In UK law a refusal of a medical treatment 
by a patient who has capacity for that 
decision, must be respected and complied 
with. 

• To continue to give treatment without 
consent constitutes an offence. 

• A patient with capacity may either refuse 
ventilation or ask that it be withdrawn, 
either at the time or by an advance decision 
to refuse treatment (ADRT).

Legal aspects
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• Ideally patients who become ventilator 
dependent would have an ADRT

• In the absence of an ADRT but where there is 
a LPA (health and welfare) requesting 
withdrawal, the MDT must agree that it is in 
the ‘best interest’ of the patient (Mental 
Capacity Act 2005)

• In the absence of ADRT and LPA, withdrawal 
decisions must be based on patient’s best 
medical interest this may require a court 
appointed deputy.

Patient who lacks 

capacity
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• Autonomy

• Beneficence

• Non-maleficence

• Justice

Ethical considerations
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• A statement of wishes and preferences is a written, 
recorded or narrative document that states the 
patient’s values in both clinical and non-clinical 
circumstances. While it is not legally binding it can 
be used as an account of the person’s wishes 
when a person loses capacity and best interests 
need to be established.

• The Mental Capacity Act (MCA) for England and 
Wales (2005) underpins advance care planning 
and sets the legal context for such conversations 
and patient directions.

Advance care planning
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• Patients make settled decisions about the withdrawal of 
assisted ventilation over time and many factors support 
and influence this. Key to such decision-making is the 
availability of timely and accurate information for the 
patient. This requires the patient has the necessary 
facts, the opportunity to ask questions and a skilled 
professional to enquire and prompt thinking about future 
potential scenarios.

• Whilst most patients want to continue their non-invasive 
assisted ventilation until they die, professionals need to 
proactively and sensitively enquire about their thinking 
about the tolerability of their situation now and in the 
future. 

ACP (cont)
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Is this suicide?

• Action of killing oneself 

intentionally

• Ventilation has 

prevented death from 

MND and prolonged life

• Stopping ventilation 

merely re-establishes 

the chain of causality- it 

isn’t an action to cause 

death

• Patient is NOT 

committing suicide the 

MND is causing their 

death

Is this Euthanasia?

• Euthanasia is the 

painless killing of a 

patient suffering an 

incurable & painful 

disease or in a 

irreversible coma- intent 

is to cause death



• Withdrawal of ventilation may lead to:

- Rapidly and severely increased 
breathlessness

- Death in short period of time 

• “Relieving a patient of discomfort and distress 
is a fundamental medical responsibility and 
parallels the use of both local and general 
anaesthesia or sedation prior to invasive 
interventions.” APM

In a ventilator 

dependent patient:
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• Standard 1:

Patients should be made aware that they have the 
right to ask to stop ventilation. They should be in 
no doubt that this is legal and that healthcare 
teams will support them

• Standard 2:

A senior clinician should lead the planning and 
coordination of the withdrawal

• Standard 3:

Withdrawal should be undertaken within a few 
days of an affirmed request -

Standards 

recommended in APM 

guidelines
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• Standard 4:

Symptoms of breathlessness and distress 

should be anticipated and effectively 

managed

• Standard 5:

Family members should have appropriate 

support and opportunities to discuss the 

events with the professionals involved

Standards 

recommended in APM 

guidelines (cont)
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• Multi-disciplinary team approach (seek guidance 
from APM)

• Discussion with patient and family
– Acknowledging difficulty and impact of decision, 

concerns and expectations explored

– Reassurance around the ethical and legal position, the 
distinction between assisted death and stopping life-
prolonging treatment

• Professionals including paid carers
– Discussion with MDT involved in person’s care

– Do not underestimate time needed

• Detailed plan

• Symptom management

Practical considerations
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• Medication- access to 

• Who will give it

• How the ventilator will be managed

• Who will be altering the ventilator/ 

removing the mask

• Ensuring support is available for family

• Consider shift changes

Detailed plan
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• Family support

• Staff support- debrief session

• An opportunity for families to come back 

later and ask questions

Post withdrawal
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https://portal.e-lfh.org.uk/LearningContent/Launch/722481

https://portal.e-lfh.org.uk/LearningContent/Launch/722481


Questions and discussion
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