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*I don’t have a simple answer



Aim
 

To develop and test a web-based patient decision 
aid to support people with MND to decide 
whether to have a gastrostomy tube fitted

Last year…





www.mndassociation.org/support
-and-information/living-with-
mnd/eating-and-drinking/

Link for patients

www.mndassociation.org/professionals/
management-of-mnd/management-by-
symptoms/dysphagia/

Link for health care professionals (HCPs)

gastrostomychoice.co.uk

Direct linkAcademic paper in Amyotrophic 
Lateral Sclerosis and Frontotemporal 
Degeneration1

https://www.gastrostomychoice.co.uk/


Weight loss
Aspiration risk
Procedure risk
Mealtime burden

Compensating

They say make sure it’s 
done sooner rather than 
later but what is sooner 

rather than later? 

I’ll have it 
when I need it



When should HCPs start talking about 
gastrostomy tubes? The patient view

…there’s never a good 
time to be honest



When should HCPs start talking about 
gastrostomy tubes? The carer’s view

So it’s really a judgement as to when it is that 
you are telling somebody. Early enough so we 
don’t have the hassle that we went through 
but you are not doing it too early that you 
create psychological worry too soon. 

I think for the first six months you are in 
shock … the amount of information you get 
at the very beginning when you are still 
trying to process somebody having a 
progressive terminal condition. You really 
want the information in bite size pieces 
rather than all at once. 

The earlier that anybody makes 
mention of this the better 



When should HCPs start talking about 
gastrostomy tubes? The HCP view

I want to give people information 
early enough that they can make a 
slow decision but not so early that 
I’ve scared them, overwhelmed 
them or misread their need for 
information 

I think the easiest thing would just to be give 
them that information once they have a couple 
of consultations after their diagnosis but this 
disorder makes that tricky because some people 
might have a weak foot and not be troubled by 
symptoms of swallowing and eating… So I think 
it’s patient tailored, it’s patient individualised, I 
think you’ll find it’s not going to be a standard 
protocol in my book

…the more information you 
have the more it kills the fear 
that comes from uncertainty

We tend to find that in the early stages people 
are just shell-shocked and it’s difficult to get 
them to think about the longer-term impacts 
particularly if they’re not experiencing any 
swallowing issues at the time. So I suspect at the 
start for most patients they’re probably not that 
interested, there’s much bigger things on their 
mind like finance and family and stuff like that. 

… they’re not necessarily under 
pressure or expected to make that 
decision any earlier but I think that 
they are aware that that decision 
is there and waiting to be made 
from an earlier stage, which makes 
discussing it at regular reviews just 
that little bit easier, it’s not a new 
topic for people. 

So my personal opinion is that I’d like 
to get in there relatively early, 
certainly within, even if they are 
asymptomatic within maybe three to 
four months of diagnosis… My 
consultant would probably say later 
on and we would wait until someone 
was symptomatic



From the literature

On average, discussion 
held around 7 months 

after diagnosis
(US2, Australia3)

50:50 split between HCPs 
who introduced the topic 
very soon after diagnosis 

and those who waited 
until there was an 

indication for gastrostomy
(The Netherlands4)

Stepwise approach to 
providing information. 

Detailed information only 
welcomed if it fitted with 

own experience
(The Netherlands5)



From the literature (2)

Providing information too 
early has a detrimental 

effect on QoL for some but 
for others, allowed more 
time for quality decision 

making
(Australia6)

More medical HCPs (76%) 
compared with allied 

health professionals (52%) 
were in favour of early 

discussion of gastrostomy
(UK7)

Some HCPs in favour of 
early discussion, others 

thought factors like 
disease progression, social 
factors, emotional coping 

and acceptance  should be 
taken into consideration

(UK8)



Summary

Time for quality 
decision making
Planning
Reduces anxiety-
provoking 
uncertainty

Too shellshocked
Impacts hope
Information not 
viewed as 
relevant
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MND is “perfect storm” for decision making

Delayed diagnosis Diagnosis 
bombshell

Average survival 
time 2-4 years

No cure
Limited evidence-
based treatment 

options

May progress 
rapidly

Communication 
may be affected

Cognitive decline 
possible Uncertainty



Ethically focused clinical cost benefit analysis

Knowledge of 
patient

Evidence of 
clinical 

intervention 

Patient ready to 
make best 

decision for them



Some challenges

HCPs aware of issues that 
need to be considered ahead 
of plwMND raising them or 

even wanting to know

Conversations around 
advance care planning can be 

difficult for all

How can this be mitigated so that there can be an 
opening conversation at the right time?



Reframing the idea of early and late 
discussions

Well-timed 
conversations

Mis-timed 
conversations



Well-timed conversations

Provides opportunity to share knowledge & 
understanding,  and to correct misunderstandings

Allows service delivery 
to be planned effectively

Occurs before pressing need 
to start enteral feeding



Mis-timed conversations

Too soon
• plwMND may not be ready to 

hear information
• Threat to ‘here and now’ coping 

strategy
• Loss of hope
• Damage the caring relationship

Too late
• May not be possible to care for 

plwMND because wishes are unknown
• May be too late to arrange a 

gastrostomy
• May not gain significant benefit from 

feeding tube
• Missed opportunities to initiate 

advance care planning



Four summary points and a question
The DiAMoND patient decision aid is freely available at 
gastrostomychoice.co.uk

Gastrostomy decision making is a process, rather than 
an event

Getting the timing right on when to start the 
conversation is difficult 

Having gastrostomy conversations may be difficult, but 
it is an essential component of shared decision making

Would more 
communication 
skills training 
be helpful?
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Student project survey

Please consider completing this anonymous survey which asks for your 
view on whether a gastrostomy patient decision aid for people with 
other neurodegenerative conditions would be useful.

https://forms.office.com/e/Z29u2cME33

It takes less than 5 minutes.

Please share with colleagues.

https://forms.office.com/e/Z29u2cME33
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