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What Happens as MND 
Progresses?

• What changes have you 
encountered or what might you 
anticipate?



• 05_06 Case Study Motor Neurone Disease

• The aim of this session is to help you identify 
the main clinical and practical issues that 
patients with motor neurone disease face, so 
that you can better support them and their 
families in whatever setting you are working. 

https://portal.e-lfh.org.uk/Component/Details/524782


What can affect discussions and 
decision making?

• Communication impairment

• Cognitive impairment

• Fatigue

• Preference to avoid

• Our reluctance



Physical changes

• Limbs

• Trunk

• Breathing

• Swallowing

• Speaking



Cognitive changes



Communication difficulties

MND can affect communication in a number of ways through 
bulbar muscle impairment. Conversations may take a 
considerable amount of time for even just a few sentences
• Increased muscle tone affects the vocal cords leading to a 

high-pitched voice. 
• Slow tongue movements means vocalising words is slowed 

down and speech is hard to interpret. 
• Weak facial muscles mean that expressions are more 

difficult to project and lip reading is less easy to understand
• The use of assisted communication devices to overcome 

these problems can also be limited, due to the loss of 
function or limited function in the patient's arms.



@intheenditwasok

Joe Hammond
Writing as I say goodbye 
to my body and those I 
love

• Head Hoovering

Questions and answers
•  How did you choose my name?
•  What advice do you have for 
dating and going through puberty?
•  Do you have any favourite
sayings/recipes?
•  How do you handle anger?
•  What is your favourite after-
shave/perfume?
•  Can you speak about your 
favourite books?
•  What was my birth like?
•  What advice can you give me to 
help me grieve for you?
•  What do you wish for me?

https://twitter.com/i/status/1065542550969348096


Dying from MND

• Sudden and unexpected

• Infection 14%

• Respiratory failure 58%

• PE 2%

• Foreign body 3%

• Other causes 10%

• Undertermined 13%

• 302 patients 2006-7

• 16 ALS centres

• 63% died in medical 
facility

• 33% NIV

• 3% TV

• 37% gastrostomy



@drkathrynmannix

"I have come to 
appreciate that patience, 
compassion and skill must 
go hand in hand with 
honesty and realism. 

When chances of survival 
are waning, the hope for 
dying well is hugely 
important.”



















The last part of life and dying

It is now 12 months since Amanda received her 
diagnosis.

She is unable to move, her speech is unintelligible 
and she can only communicate via eye blink 
responses of 'yes' and 'no' to closed questions.

She can no longer eat or drink, and receives full 
enteral feeding via a PEG.

Over the last three weeks, Amanda has become 
more drowsy during the day - despite using non-
invasive ventilation (NIV) - and she has been 
complaining of feeling breathless. She has become 
increasingly distressed.

Amanda has not felt able to discuss much about this 
stage of her illness other than saying she wants to 
remain at home where she can see and hear her son 
playing in the background.
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