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Figure 3 Advance Care Planning Template

OBJECTIVE

ADVANCE CARE PLANNING IN PARKINSON’S DISEASE

Dear Dr

Advance Care Planning (ACP) in Parkinson’s enables patients to articulate their
preferences for holistic medical and social care when treatment becomes

I have discussed the following in the context of Advance Care planning for Mr/Mrs …………… . I have
also uploaded this letter on ADASTRA , I would be grateful if you can update any other details that
may be required.

ineffective and dementia progresses. We wanted to:

DISCUSSION WITH PATIENT/FAMILY/NOK
DNACPR

•

review ACP completion in Parkinson’s patients who had passed away in 2017

Location of care

at the Royal Berkshire Hospital

Advance directive to refuse treatment

•

develop a referral pathway for ACP in complex Parkinson’s

•

record discussions in a template and share with paramedics and GPs via

Infection management ( eg oral vs
intravenous vs none)

LPA

ADASTRA (electronic patient record system)
•

Artificial feeding

Anticipatory medications

improve end of life care in Parkinson’s.

Medicine optimisation
Anything else (e.g Hospital admission)

INTERVENTION
Please do let me know if you would like to discuss further .

We did the following;

















Kind regards

a retrospective audit to review hospital deaths in Parkinson’s in 2017 and Figure 5 Completed ACP Figures 2019-2021
whether ACP was completed (Figure 1).
organised an Advanced Parkinson’s study day on December 18th, 2018 where
a Neurologist, Parkinson’s Nurse, Geriatricians and Palliative care shared
their views on ACP
conducted a GP survey on management of ‘complex stage’ of Parkinson’s and
ACP
developed a Trust guideline for referral of Parkinson’s patients for ACP.
This was communicated TRUST wide via teaching sessions ,screen savers
and Posters
developed a new referral for ACP on electronic patient record (Figure 2).
developed a template for ACP letter for GPs which was dictated
on the M Modal system (Figure 3).
conducted a patient survey on ACP in Parkinson’s (Figure 4).
analysed data in patients following ACP completion (Figure 5)

Figure 1 Retrospective Audit Results
Documented Information

Percentage
completed

OUTCOME
•

ACP wasn’t completed in any of the 38 patients who had passed away in hospital in
2017. 87% had reduced mobility,45% had dementia and swallowing was impaired in
42% .

•

19 GPs responded to our survey and 100% were in favour of ACP completion in
patients with advanced disease.79% felt this should be completed by a Specialist
doctor or nurse.
34 patients and carers responded to the survey.41% had prior knowledge of ACP in
complex Parkinson’s.62% were interested to discuss end of life care in advanced
stages.
68% were in favour of involving palliative care team in their future care.
Following our successful interventions in 2019, 40 ACP have been completed till now
(despite the COVID 19 pandemic).60% of these patients have passed away. 83% of
them have passed away at home/care home whilst only 17% passed away in hospital
as they were undecided about their ‘preferred place of care’. As per the wishes of the
patients ‘tube feeding’ was not considered in any of the patients.
We have presented our project at the UK Parkinson’s Excellence Network Regional
meeting (Thames Valley) on the 29th of June. Abstracts were published at the
International Movements disorders meeting in 2020.We are planning to meet
primary care colleagues and paramedics to improve the ACP pathway to consolidate
holistic care for patients with Parkinson’s.

•

Discussion about disease progression

20/38(52%)

Discussion about side effects of medications

19/38(50%)

Information about support services

33/38(87%)

Advance Care Planning

0/38(0%)

Decisions on refusing treatment

0/38(0%)

Figure 2 EPR Referral for ACP

•
•

•

Figure 4 Comments from Patients Survey

