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Reference no.:CG-GASTRO/2018/021 

 

1. Introduction 

Motor neurone disease (MND) is a characterised by progressive muscle wasting and 

weakness due to loss of upper and lower motor neurones.  This leads to difficulty with 

speech, swallowing, breathing, mobility and activities of daily living.  MND is a terminal 

disease, with death usually attributed to respiratory failure.  Median survival is 3 years, with 

10% surviving over 8 years (Simon, Huynh et al. 2015). The management of MND is focused 

on symptom control and maintenance of quality of life.  Weight loss is associated with more 

rapid disease progression and shorter survival (Marin, Desport et al. 2011, Shimizu, 

Nagaoka et al. 2012, Marin, Arcuti et al. 2016).  Enteral nutrition support, including 

gastrostomy, is associated with variably improved survival (Spataro, Ficano et al. 2011, 

Wills, Hubbard et al. 2014).  Although gastrostomy feeding only prevented further weight 

loss in approximately half of patients in a prospective study(2015).  Discussions regarding 

gastrostomy insertion should be instituted early in the disease before significant dysphagia 

and weight loss occurs.  33% of people are likely to die within 100 days of gastrostomy 

placement if >10% of their diagnostic weight is lost (2015).  In people who have not lost 

significant weight, median survival is still only 12 months.     

2. Aim and Purpose 

The aim of this document is to guide the safe placement of gastrostomy tubes in this high 

risk group of patients.   

3. Definitions, Keywords 

MND – motor neurone disease 

PEG – percutaneous endoscopic gastrostomy 

RIG – radiologically guided insertion of gastrostomy 

EPU – elective procedures unit 

NIV – non-invasive ventilation 

 

4. Guidelines 

Insertion of gastrostomy should be discussed early in the disease course with an information 

sheet given and signposting to MND association website and http://mytube.mymnd.org.uk/.  

At diagnosis and at multidisciplinary team assessments, or if there are any concerns, the 

person’s weight, diet, nutritional intake, fluid intake, hydration, oral health, feeding, drinking 

and swallowing should be assessed (NICE 2016).  Early referral should be made to dietetics. 

http://mytube.mymnd.org.uk/
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The benefits of early placement of a gastrostomy and the possible risks of a late 

gastrostomy should be explained to the patients, including for example low critical body 

mass, respiratory complications, risk of dehydration, higher risk of mortality and procedural 

complications and with an adverse risk benefit leading to the gastrostomy not being placed 

as there is too great a risk of harm.   Indications for gastrostomy include: prolonged or 

effortful meal times, 5% weight loss at diagnosis, recurrent chest infections and difficulty 

maintaining hydration.  It should be noted that a gastrostomy will not prevent aspiration of 

upper airway and mouth secretions or prevent aspiration pneumonia.  A gastrostomy 

maintains nutritional status, it rarely in this situation improves nutritional status.  By the 

maintenance of a good nutritional status, the ability to overcome infections successfully is 

improved. 

Once the person has agreed to discuss the placement of a gastrostomy tube a risk 

assessment should be made.  Pulmonary function testing should be requested as a 

minimum, a recent sitting FVC measurement should be available (within 1 month of the 

proposed procedure) for all patients in whom gastrostomy is considered and a referral 

should be made to the nutrition nurses for formal discussion regarding tube placement, 

The risk of gastrostomy placement should be graded according to a number of parameters: 

(complete risk assessment form appendix) 

Low risk: PEG may be able to go ahead on a routine list, with sedation and booked into 

EPU.  Re-evaluate if delay between referral and procedure >1 month 

No respiratory symptoms; breathlessness particularly on lying flat, excessive daytime 

sleepiness, morning headaches, or fatigue, poor appetite or poor speech volume 

With less than 5% weight loss 

If any of the above apply, then referral should be made for respiratory function testing, 

including lying and siting vital capacity, capillary blood gas, oxygen saturations on air and 

overnight oximetry, to be carried out within 1 month.   

Moderate risk: if one or more apply; PEG without sedation or RIG.  This must be discussed 

with the gastroenterologist performing PEG and respiratory.  To be admitted for their 

procedure to a respiratory ward. 

Vital capacity <50% predicted (Radunovic, Mitsumoto et al. 2007) 

Does vital capacity fall by 15% or more on lying flat 

High risk: If one or more apply: NIV must be available for use peri-or during the procedure 

via a nasal mask. PEG without sedation or RIG.  This must be discussed with the 

gastroenterologist performing PEG and respiratory.  To be admitted for their procedure to a 

respiratory ward. 

On a blood gas is PaCO2 >6kPa and bicarbonate >27mM/L 

Person is already on NIV 

Person is unable to lie flat for 20 mins 
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If graded as low risk, then the person will be booked onto a routine slot by the nutrition 

nurses.  If moderate risk, then this will be discussed with one of the Gastroenterology 

Nutrition Consultants (Dr Raj Krishnamoorthy, Dr Catherine Fraser, Dr Stephen Hearing or 

Dr Andy Cole) and with a Respiratory Consultant (Dr James Donaldson or Dr John 

Anderson), and may be booked for either a PEG without sedation or RIG if necessary with a 

bed post procedure on the respiratory ward. 

If high risk, then this must be discussed with a Respiratory Consultant (Dr James Donaldson 

or Dr John Anderson) AND one of the Gastroenterology Nutrition Consultants (Dr Raj 

Krishnamoorthy, Dr Catherine Fraser, Dr Stephen Hearing or Dr Andy Cole).  NIV must be 

available for use peri-or during the procedure via a nasal mask.  To be admitted before their 

procedure to a respiratory ward. 
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7. Appendices 

Gastrostomy risk assessment document 
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Gastrostomy placement risk assessment for patients with potential 

respiratory muscle weakness 
 

 

Low risk – Must be no to all If yes to any refer for respiratory function testing 

Respiratory symptoms  

(breathlessness particularly on lying flat, poor swallow, cough, 
recurrent chest infections, morning headaches, excessive daytime 
sleepiness) 

Yes/No 

Fatigue Yes/No 

Poor appetite Yes/No 

More than 5% weight loss Yes/No 

Poor speech volume Yes/No 

PEG may be able to go ahead on a routine list, with sedation and booked into EPU.  Re-

evaluate if delay between referral and procedure >1 month 

Moderate risk – if one or more apply 

Sitting/standing vital capacity < 50% predicted Yes/No 

Vital capacity falls by  greater than 15% on lying flat Yes/No 

More than 5% weight loss Yes/No 

Oxygen saturations on air <94% without known lung disease or 

<92% with known lung disease 

Yes/No 

PEG without sedation or RIG.  This must be discussed with the gastroenterologist 

performing the PEG and with the respiratory team. May need to be admitted for their 

procedure to a respiratory ward. This will depend on results of lung function and discussion 

with Respiratory Consultant 

High risk – if one or more apply 

On a blood gas PaCO2 >6kPa and bicarbonate >27mM/L Yes/No 

Already on NIV Yes/No 

Unable to lie flat for 20 mins Yes/No 

>10% weight loss and respiratory symptoms Yes/No 

NIV must be available for use peri-or during the procedure via a nasal mask.  PEG without 

sedation or RIG 

This must be discussed with the gastroenterologist inserting the PEG and respiratory.  To be 

admitted for their procedure to a respiratory ward 

 


