
My Life My Wishes
Advance Care Planning

in Parkinson’s

Jane Price
Parkinson’s Nurse Advanced Practitioner

BGS BRITMODIS 20
20



Session objectives

 Consider what advanced care planning (ACP) means in the context of 
Parkinson’s disease.
 Increase awareness of the importance of starting conversations 

around ACP for people living with Parkinson’s disease. 
 Identify the real and perceived barriers that impact on when and 

how these conversations take place. 
 Identify how the clinician can introduce and promote ongoing ACP 

conversations
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“Advance Care Planning is a voluntary process of 
discussion between an individual and their care providers 

irrespective of discipline”

“It is to make clear a person’s wishes in anticipation of a 
deterioration in the individual’s condition in the future, 

with attendant loss of capacity to make decisions and/or 
ability to communicate wishes to others”

National End of Life Care Programme. (2007)
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“Advance Care Planning is a process that 
supports adults at any age or stage of health in 

understanding and sharing their personal 
values, life goals, and preferences regarding 

future medical care”

International Consensus Definition of Advance Care Planning (Sudore, et al. 2017)

BGS BRITMODIS 20
20



• Currently no best practice standards on how to incorporate ACP into 
PD care

• ACP may be influenced by patient and partner perceptions and 
misperceptions

• Motor and non motor symptoms in PD  influence decision making
• Optimal engagement with patients and carers needed to facilitate a 

patient and care partner framework
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Emotional  
impact 
around 

diagnosis

Change of 
social role 

and financial 
difficulties
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Communication 
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Support with 
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and advanced 
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Carer burden 
and lack of 

preparedness

• Limited evidence for timing of palliative 
interventions

• “Information Tension”
• Need for sustainable integrated palliative 

services for PD BGS BRITMODIS 20
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Triggers to completing an ACP
 A new diagnosis of a life changing condition.
 A change/ progression in an existing disorder.
New treatment options or change in treatment aims to consider.
 A need to consider a different care setting. 
 The death of a significant other.
 A change in personal circumstances.
 Changes within the family dynamics.
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Most patients expect the clinician will raise the subject

SO

Most patients wait for the clinician to start the conversation

BUT

Most clinicians wait for cues from the patient

SO

Risk that the conversation doesn’t take place
Barclay et al (2011)BGS BRITMODIS 20
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• 75% of participants felt they themselves should broach the topic of 
ACP

• 94% wanted information on prognosis and treatment early on
• 50% wanted communication about documentation for ACP
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• Challenge of when is the right time to discuss ACP
• Fewer than 10% of neurologists surveyed initiate ACP discussion at 

time of diagnosis
• Reasons for delay included concern about causing a perception of 

abandonment, causing distress or threatening any sense of hope
• Almost half delayed conversation until onset of significant physical or 

cognitive decline
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Barriers to ACP…..

Environment Time Constraints

Busy
Lack of 
Training

Documentation

Support

Confidence

Consistency Culture

Legal Aspects

Maintaining Hope

Practicalities

Cause distress 
and strong 
emotions
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• PD is progressive and associated with dementia in up to 80% pts in 
advanced stages

• One study showed that a substantial subset of patients with PD with 
mean disease duration of 9.8years and MoCA 24.5 (n=>26) showed 
impaired decisional capacity in domains of understanding, 
appreciating and reasoning (Abu Snineh et al 2017)
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Key Recommendations
• Asking patients if they would like 

to have the conversation and how 
much information they would 
want.

• Initiate shared decision making 
including advance care planning in 
line with patient preferences

• A process not a tick box and can 
and should be initiated at any 
point.

• Be aware of language used and 
involve all relevant
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• How have you been coping recently?
• Do you think about/ plan for the future?
• Thinking of the future, what do you hope for?
• What worries you the most?
• Have you given any thought to what kinds of treatment you would or 
wouldn’t want?
• Have you made your wishes known?
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Closing the conversation

• Summarise to check mutual understanding
• Involvement of significant others, such as family, carers, 

community team, general practitioner or specialists.
• Leave with a plan- what is the agreement to continue or review at 

later date
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Making it everyone's business
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Key features of document       

• Person held
• Accessible and plain language
• ACP for everyone - do not need to be unwell to complete!
• Available in both Welsh and English
• Prompts to explore and discuss other ACP measures            

e.g. LPOA, DNACPR, Making a will, ADRT
• Not legally binding and can be altered
• Can be empowering

BGS BRITMODIS 20
20



Section 1
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• Thoughts regarding CPR
• LPA for Health and Welfare and/or Legal and Financial matters
• After my Death
• Will
• Organ donation
• Wishes regarding burial/ cremation
• Funeral wishes, plans or policies held
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I never thought 
about internet 

passwords before, 
now my family 

would now where 
my book is

I picked up extra 
copies and have given 

them out to friends

I liked the way my 
husband also got 
one, it made me 
feel less targeted

I feel it’s a weight lifted 
knowing its there in black and 
white, I wouldn’t want them 

all arguing  

I have been able to put 
things in here that if I  
spoke to my daughter 
about she would say it 

was bad luck 

We’ve been able to 
talk about brain 

donation, they know 
its what I want

Its made it so 
much easier 

for me to bring 
the subject up 
with my family

I was worried what 
would happen if I lost 

my memory
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• Education for public and professionals
• Review of how data is stored and shared
• Challenges in sharing established wishes
• Concerns about paper copies and call for a central electronic repository
• Shared electronic patient records that enable direct input from patients
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So, why have an ACP?...

Supporting conversations ahead of a crisis, 
before individuals and/or families are 
overtaken by circumstances and events they 
didn’t expect or have the opportunity to 
consider. 
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