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What is Palliative 
Care?

• Specialized medical care for people 
living with a serious illness. This type 
of care is focused on providing relief 
from the symptoms and stress of a 
serious illness. The goal is to improve 
quality of life for both the patient 
and the family.

• Palliative care is provided by a 
specially trained team of palliative 
care physicians, nurses, and other 
specialists who work together with a 
patient’s other doctors to provide an 
extra layer of support. It is 
appropriate at any age and at any 
stage in a serious illness, and it can 
be provided along with curative 
treatment.



So what 
does that 
look like?

Care Decisions: including open discussion 
about treatment choices and Advanced 
Care Planning

Overwhelming Symptoms: For example, 
pain, shortness of breath, fatigue, nausea, 
loss of appetite, and difficulty sleeping

Psychosocial Distress: that may include 
anxiety, depression, fears, and spiritual 
tension

Examining Support: uncovering what 
systems of support give you strength, and 
what values drive your preferences in care
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Parkinson’s Disease and SPC

JAMA. 
2020;324(15):15
79



Living with 
Parkinson’s 
Disease



But we know there 
is this side too
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Natural History of PD

Kalia L, et al.  Parkinson’s disease.  
Lancet, 4/19/15.  386:896-912
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Why now?  What is the evidence?



Evidence for palliative 
care in PD has been 

limited

• Few studies

• Limited information in clinical 
practice

• Palliative care is the “new specialty 
on the block”

• But it makes sense, lots of parallels 
in care and care needs.





Study 
Results

• Parkinson’s disease and related 
disorders have consequences for 
quality of life

• Despite growing interest, there are 
few studies of PD and PC

• JAMA study integrated primary PC 
interventions by the PD team, with 
guidance and involvement with a PC 
specialist

• Patients who had the PC intervention 
had better quality of life.  
– Also completed advance directives, 

addressed caregiver anxiety and burden, 
and motor and non-motor symptom 
burden.





PD Care 
Team

• Amazing care model!

• Specialized multidisciplinary 
teams

• Long term continuity of care

• Goals:

– Maintain health

– Disease specific education

– Symptom management



What does this look like?



Patient Case
• Patient is an 83 y/o gentleman with past medical history of a traumatic brain injury and subdural 

hematoma s/p a fall in 12 years ago, Parkinson's Disease diagnosed 10 years ago

• He has had a mental and functional decline over the past few months. Patient was hospitalized in 
for worsening confusion and hallucinations, after which, he transitioned to a rehabilitation facility 
due to his increased needs. 

• The family has been questioning what happened, and why he worsened so much with the 
hospitalization/rehab stay. He has been on carbidopa/levodopa, this was discontinued in the 
hospital and restarted in during SNF stay.  During the past few months he had been in rehab and 
has not yet followed up with neurology.

• Patient has received physical therapy since home (has been home a few weeks) and was 
discharged due to not being able to obtain further goals.  

• Family has met with a hospice agency for information. They have questions regarding next steps
and were referred by their PCP to our team to discuss all options

• Patient has an advance directive. His wife is his POA and his living will states he is a DNR.



Patient Case
• Discussed the patient’s baseline mental and functional status, and the decline experience over 

the past few months. 

• Her goal is to improve his quality of life, if that is possible. If there are no options available, he 
and his wife would like to change the focus of care to comfort. “We don't want him to suffer 
and linger in a state he doesn't want to be in“. 

• Collaborated with the patient’s neurologist and PCP to identify options for his care and 
medications.  Neurology recommended some medication changes that may make PT more 
successful

• Patient sometimes wakes up at night agitated. Recommended standing Tylenol at bedtime to 
assist with discomfort. Added a bowel regimen for his constipation.

• Discussed hospice services, the patient and family’s goals, and indications for when  hospice 
may be the right choice for him.

• Patient improved some with PT and new medications, and after more discussion we decided 
to consider hospice again if his quality of life declines despite being on the right medications, 
or his condition worsens.



What is an Advance Directive

• An advance directive is a legal document that 
goes into effect only if one is incapacitated 
and unable to speak for themselves

• For patients:  This could be the result of 
disease or severe injury—no matter how old 
you are. 

• Examples:
– A living will

– A durable POA for Health Care

https://www.nia.nih.gov/health/publication/advance-care-planning#what



Advance 
Care 

Planning

• Learning about the types of decisions 
that might need to be made for medical 
care, considering those decisions ahead 
of time, and then letting others know 
about your preferences



Why fill 
out an 

advance 
directive?

It helps others know what type of 
medical care you want. It also 
allows you to express your values 
and desires related to end of life 
care. 

You might think of an advance 
directive as a living document—
one that you can adjust as your 
situation changes because of new 
information or a change in your 
health.



Barriers to Patients Engaging in ACP?

• Reluctance to plan

• Fear, denial, about death

• Plans change over time

• Lack of awareness of ACP 

• Lack of understanding about illness

• Time

• Cognitive impairment/lack of decision maker 
present



Documents Available

• DE State Document

• Five Wishes

• DMOST

• DPOA







Delaware’s Advance Health Directive 
Form

Delaware’s Advance Health 
Directive Form
http://www.dhss.delaware.gov/
dsaapd/advance1.html





What can I expect in End-Stage 
Parkinson’s Disease

Regardless of how long it takes to get there, when patients reach stage 4 
symptoms can become debilitating

Later symptoms include visible bradykinesia and rigidity

Need assistance to walk, stand, and move

Stage 5 is the final state- severe posture issues in back, neck, hips, require 
wheelchair, often bedriddern

Also increase in non-motor symptoms including incontinence, insomnia 
and dementia



What is Hospice?

A program designed to improve 
quality of life through focusing 
on comfort and quality of life

Indicated at the transition from 
curative care to comfort based 

care

The goal is to provide quality of 
life and a peaceful death, 

support the patient and family 
with nursing, physician, home 

health aide, spiritual, and 
psychosocial support.  

Can provide bereavement 
services after death

Covered by insurance, pays all 
equipment, meds relating 
comfort based care of the 

“terminal condition”

On average can be instituted 
when expected prognosis is 6 
months- but many people live 

longer

Earlier hospice enrollment 
often provides better outcomes 

and quality of life.



When do I consider Hospice in 
neurodegenerative disease?

Difficulty breathing 
including dyspnea at 

rest or Oxygen need at 
rest

Rapid progression to 
wheelchair or 

bedbound
Unintelligible speech

Inability to perform 
ADL without 

assistance

Inability to eat or drink 
sufficiently

Complications arise 
including pneumonia, 
sepsis, pyelonephritis, 

pressure ulcers

Additional 
comorbidities



Thanks!

• Thanks to the ChristianaCare Parkinson’s Disease Team for 
inviting us today!

• Thank you to all of the wonderful individuals with PD and 
their family and friends who have allowed us to participate in 
their care and share with us what matters most



Referrals

• Patients can call 302-320-1912

• For Providers:  
– Cerner – eComm Palliative OR message to 

Palliative Care Referral and Authorizations Pool

– Curbside me any time!

– New Vocera:  Outpatient Palliative Care

• Linsey O'Donnell, DO
– Office: 302-320-1912

– Fax: 302-325-5874


