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Why does it seem so complicated?
Challenges for PALS and service

e Qutcomes

* Processes

* Difficult decision
(Vesey, Leslie, Exley 2008)



Aims of audit

1. Compare pre and introduction of a
dedicated Nutrition Clinic

2. Evidence PALS and carers’ perspectives,
decision-making process
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Methods: Pre + comparison using
King’s guidelines

1. Gastrostomy feeding may prolong life but it will not halt ALS
2. Oral feeding whether it is safe to continue to do this

3. Psychological and QOL issues

4. The need for carers to be involved and training for pts and carers
5. Risk of aspiration with continued oral feeding

6. How the procedure is carried out

7. Surgical risks and morbidity related to the procedure

8. Community/hospital support following discharge

9. Pump and bolus feeding methods

10. Practical issues

11. Window of opportunity

12. Length of hospital stay for insertion of PEG/RIG
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ALS BO
ALS BO
ALS BO
ALS BO

PLS

ALS BO

Time
between
onset

of

symptoms +
diagnosis
(months)

Known
Cognitive
Impairmen
t

Time Attended
between | MND
diagnosis | Nutrition

+ Clinic +
insertion | comments
of

PEG/RIG




Pre-Nutrition clinic

* General comments positive regarding
explanations of EN given

BUT...



Pre-Nutrition clinic
Psychological + QOL issues

* 3/6 PALS:




Pre-Nutrition clinic
The need for carers to be involved

4/6 PALS/carers




Pre-Nutrition clinic
How the procedure is carried out and
Surgical risks + morbidity related to the procedure

4/6 PALS unexpected severe abdominal pain




Pre-Nutrition clinic
Community/hospital support
following discharge

4/6 PALS




Pre-Nutrition clinic Pump and bolus
feeding methods




Pre-Nutrition clinic

Window of opportunity

Length of hospital stay




The Nutrition clinic
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MDT Nutrition clinic: ‘effective communication requires
time, a commodity often in short supply’

Speech
and Clinic

Language Coordinator
therapist
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: information complete for 8/12

topics

Topic

1. Gastrostomy feeding may prolong life but it will not halt ALS

2. Oral feeding whether it is safe to continue to do this

3. Psychological and QOL issues

4. The need for carers to be involved and training for pts and carers
5. Risk of aspiration with continued oral feeding

6. How the procedure is carried out

7. Surgical risks and morbidity related to the procedure

8. Community/hospital support following discharge

9. Pump and bolus feeding methods

10. Practical issues

11. Window of opportunity

12. Length of hospital stay for insertion of PEG/RIG

Pre-nutrition clinic

Post nutrition clinic




Room for improvement on 4/12 topics

The need for carers to be involved and training
for pts and carers




Surgical risks and morbidity related to
the procedure

e only the ‘breathing risks” (H)

* 5/7 took Buscopan




Community/hospital support
following discharge




Pump and bolus feeding methods




Audit results 2.
PALS and carers’ decision-making

Necessity Vs. body image

Influences ‘they guided us but it felt right’
Opportunity for discussion

Reflection: satisfied with choice

Carers - reduced anxiety




Audit results 2.
PALS and carers’ decision-making

Declining insertion/reluctance to use
gastrostomy

‘I didn’t fancy the intrusion, the daily care’

‘when | can’t enjoy my food orally it gets to the
stage then you think well what’s the point?’



Limitations

Small sample ?generalisable

Researcher effect ?limited criticisms

1 snapshot in time only

Cognitive impairments not formally assessed

Resources to deliver?



Conclusions

Consider dedicated MDT nutrition clinic
Time and open discussion for decision-making

PALS and carers feel more prepared and in
control

Responsive service shaped by PALS experience



Thank you!

Any questions?
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