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Parkinson’s



Current care
Fragmented & 

silo’ed

Fails to recognise 
important symptoms  

Under-represents the 
population 

Disempowers PwP

Not individualised

Reactive



PRIME-EPI

“Who is at risk”? 



PRIME-XS

“Who are we trying to reach? 



PRIME-EPI PRIME-XS

PRIME-RCT



This call means the world 
to me. I used to lie on my 
sofa crying as I couldn't 
get help from anyone.



• 72yo retired music teacher

• PD for last 17 years

• “Advanced disease”
– Walking with frame

– Apomorphine pump

– Cognitive impairment

– Hallucinations

– Dysphagia

• Medications felt to be optimised

• Ongoing significant symptom burden

Shared with permission



A high palliative care need population

Lack of access 
to effective 

palliative care
Timing PD Features

“Ongoing optimisation
of Parkinson’s disease 
management is a 
cornerstone of excellent 
palliation”

“HCPs reluctant to initiate 
discussions due to an 
understandable fear of 
destroying hope or 
causing distress”

PwP and CGs recognise 
that best time to have 
discussions is when well 
and able to voice 
opinion

“This frees the referrer 
from having to be sure that 
the patient should now stop 
disease management and 
change to palliation alone”

What should 
trigger 
palliative care 
initiation?

• Anxiety, depression, 
difficulty communicating 
are prominent

• Majority unable to make 
decisions re. care in last 
months of life

• Unpredictability in disease 
trajectory

• Fluctuating course

• Poor knowledge of 
palliative care support 
available

• Lack of preparedness 
for death

• Carers report difficulty 
initiating discussions

• Less likely to be referred 
for SPC or hospice care

Palliative care for Parkinson’s disease: A summary of the evidence and future directions. Richfield et al 2013
Kluger et al. Defining Palliative Care Needs in Parkinson's Disease. Mov Disord Clin Pract. 2018 Nov 16;6(2):125-131.



Palliative care for Parkinson’s disease: A summary of the evidence and future directions. 
Richfield et al 2013



POS-S PD
ICECAP-O 2

Individual clinic review of 
palliative care needs
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