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Objectives

1. List the symptom burden for people with Parkinson 
disease (PWP)

2. What is palliative care and is it for me?
3. Advance Care Directives – and why you should have 

them



The North American Narrative

Individualistic
Strong, independent
Meritocracy –
“Just work harder if things aren’t going well, if things don’t 

go well, it’s because you didn’t work hard enough”



When you only have a hammer in 
your toolbox, everything is a nail



Getting a Better Toolbox

Be informed
Bring a spouse/relative to visits
Write down questions
Write down the answers
Ask for clarification
Be “out there” – engaged, social, frank



https://www.parkinsons.org.uk/professionals/resources/non-
motor-symptoms-questionnaire

Consider bringing Nonmotor Questionnaire to 
your visit - completed





Palliative 
Care

Hospice 
Care

6 month life expectancy



What Can Palliative Care Provide?

Provides relief from pain and other distressing symptoms
Affirms life and regards dying as a normal process
Intends neither to hasten or postpone death
Integrates psychological and spiritual aspects of pt care
Offers support to help the family cope
Uses a team approach to address needs
Will enhance quality of life and may positively influence the 

course of illness
Is applicable early in the course of illness



End-of-Life

Cancer focused

Applicable throughout a 
disease trajectory

Chronic Illness

Original Palliative Care/Hospice 
Movement

21st Century Palliative Care



Palliative Care for Parkinson and 
Related Disorders

Program began in 2007 at University of Toronto
Restarted in 2015 at University of Alberta
Follows the principles of palliative medicine
In collaboration with Palliative Care, Spiritual Care and 

Neurology





Edmonton Symptom Assessment System - rPD



Why so much paper?

If your doctor don’t ask, your doctor doesn’t know what’s 
happening to you

It’s hard for PWP and families to know what is related to PD 
and what isn’t



Pain

1. Try levodopa particularly in Multiple System Atrophy, 
some Progressive Supranuclear Palsy, some with 
Corticobasal syndrome

2. Range of motion exercises if able
3. If not able, passive range of motion
4. Ask about botulinum toxin
5. Ask about pain medication



Active or Passive Range of Motion 
Exercises



Mild
ASA, 

Acetaminophen, 
NSAIDs

Moderate
Codeine,  
Tramadol

Severe
Morphine, 

Hydromorphone, 
Methadone

Heat or cold



Use of Opioids in Neurodegenerative 
Illnesses

1. Most patients underuse their prescription
2. Drowsiness and thinking problems may limit dose and 

therefore pain control
3. Pain medication for chronic pain should be used 

routinely with breakthrough doses 
4. Pain medication prior to exercise may improve ability to 

move





Signs of Constipation

Bloating
Stomach pain, Back pain
Hurts to poo
Poo like rocks
Hemorrhoids
Your pills don’t work
Appetite is lost



Good Things About a Daily Poo

Pills work better – you can move better
Easy to poo – and it isn’t a chore
Diet is probably better
Appetite improves
Reduce your cancer risk



Dietary Treatment

Drink enough water – 8 eight ounce glasses/day
Watery fruit
Raw veg (cucumbers, tomatoes (yes, I know it’s a fruit))
Less meat, more beans
No white bread, rice or pasta
Whole grain break, brown rice, whole grain pasta
Dried fruit:  figs, dates



Constipation treatment

Exercise!
Abdominal massage

10-20 minutes/day



Medication Treatment for Constipation

PEG 3350, Laxaday, Miralax

NOT absorbed
NOT “addictive”

You can take up to 4 doses a day

Tasteless, odorless
Put in any drink or on top of food

Senokot to stimulate the bowels



Existential Distress

Why has this happened to me?
How can I go on?
How can I find meaning in life?



Existential Distress

Is different from depression
Stems from an event/s that shake one’s faith in the logic of 

the world
“I am a good person, why do I have this @#!! Illness?”
“I’ve led a healthy life, why is this happening to me?”
“What’s the point?”



Dealing with Existential Distress

Speak to a Spiritual Care practitioner
Speak to your pastor/priest/rabbi/Imam
Psychologist with experience in chronic illness
If your local palliative care team is open to neurologic 

patients, seek a referral



Coda Alliance.org

http://www.gowish.org/gowish/gowish.html





Advanced Care Planning:  Wishes and Reality

What people want

90% think its important to talk 
about their loved ones’ and 
their own wishes for the end of 
life

60% don’t want their family 
burdened by tough decisions 
for them

70% prefer to die at home
80% want to talk their doctor 

about end of life care
82% think its important to have 

their wishes in writing

What is

Less than 30% have done so for 
themselves and their family

56% have not communicated their 
end of life wishes

70% die in hospital, nursing home 
or long term care facility

7% have discussed end of life 
with their doctor

23% have actually done it



Richard, Richard, Johnston, Miyasaki CMAJOpen 2018

Approved Forms Don’t Make it Easy to do 
Advance Care Planning



20/50 had impaired decision making despite having 
“normal” cognition

Capacity requires 
Understanding and Appreciation
Reasoning
Expressing a choice



Advance Care Directives

Who should have them?  
Everyone over the age of 18 or consent in your State
Forms:  Five Wishes – it is a legal document in the State of 

Maryland (fivewishes.org)



Five Wishes

1. The person I want to make care decisions for me when I 
can’t

2. The kind of medical treatment I want or don’t want
3. How comfortable I want to be
4. How I want people to treat me
5. What I want my loves ones to know



Conclusions

1. Think of non-medication approaches first
2. Use medications as prescribed
3. Movement helps a lot of symptoms!
4. Thinking about your values can help cope with 

Existential Distress
5. Advance care plans should be completed by everyone
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REGISTER NOW! 
Parkinson.org/Summit
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Resources

Fact Sheets and Publications
Get the resources and 
information you need to start 
living a better life with 
Parkinson’s.

Available at 
1-800-4PD-INFO or 
Helpline@Parkinson.org
Mon- Friday 9 am to 8 pm ET

National Helpline Podcast: Substantial Matters  
New episodes every other 
Tuesday featuring 
Parkinson’s experts 
highlighting treatments, 
techniques and research.
Parkinson.org/Podcast

Includes tools and information 
for people with PD to share with 
hospital staff during a planned 
or emergency hospital stay. 
Parkinson.org/Awareincare

Aware in Care Kit

http://helpline@parkinson.org
http://parkinson.org/podcast
http://parkinson.org/awareincare

