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INTRODUCTION

o Neurologist

o Palliative Care Physician

o Vice President of International Neuropalliative 
Care Society

o 18 years working in late stage neurologic 
illness

o Vice President of International Neuropalliative 
Care Society

o 2nd degree family caregiver 2012-2014



RISKS OF AN 
UNINTENTIONAL PATH

• Care not consistent with values

• Getting stuck in the diagnostic process

• Unaddressed emotional needs hitting a wall in the 
medical system

• Spending time, money, and energy on one issue 
while a different issue runs wild

• Unaddressed caregiver stress leading to burnout and 
crisis



INTENTIONAL AND EMPOWERED

Intentional = done on purpose, 
deliberate

Empowered = stronger and more 
confident, with authority to take action



BENEFITS OF AN 
INTENTIONAL PATH

o Care consistent with values and priorities

o Clear idea of the purpose of different tests and 
appointments

o Intentional decision to spend time on the things that 
are of value to you

o A team involved to address medical and emotional 
needs in coordination

o A balanced approach to life adaptations over time

o Sustainable caregiving in a way that is authentic to 
the relationship
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BALANCING 
TODAY &
TOMORROW

Value Present Well-being

Focusing on enjoying life today

Prepare for the Future

Setting clear goals and planning ahead.



TODAY                        &           TOMORROW

• Beginning Stage
• Clarify underlying cause (testing)
• Consider second opinions
• Explore involvement in research
• Improve diet, exercise, and social connections

• Middle Stage
• Seek and engage additional support for care
• Collaborate with physical, occupational, and 

speech therapists
• Seek and engage a counselor

• Late Stage
• Adapt to limited mobility
• Obtain assistance with hands-on care
• Evaluate professional care versus home care 

options

• End Stage
• Arrange and engage hospice services
• Access grief support resources
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TODAY                              &      TOMORROW

• Beginning Stage
• Clarify underlying cause (testing)
• Consider second opinions
• Explore involvement in research
• Improve diet, exercise, and social connections
• Take some trips, do important things
• Build a support team, find a counselor

• Middle Stage
• Put support team into action
• Collaborate with physical, occupational, and 

speech therapists
• Work with your counselor
• Get familiar with home care and 

professional care resources

• Late Stage
• Adapt to limited mobility
• Obtain assistance with hands-on care
• Act on plan for professional or home care
• Check local hospice resources, feel 

confident that you know when to engage

• End Stage
• Engage hospice services
• Access grief support resources
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IN THE RECIPE FOR EMPOWERMENT, 
KNOWLEDGE IS A KEY INGREDIENT.



DEMENTIA 

memory loss + dysfunction in at least 1 other cognitive domain



CAUSES OF DEMENTIA

Infections

Ex. HIV, syphilis

Structural Abnormalities

Ex.  Brain tumors, Enlarged fluid spaces

Vascular problems

Ex. Large strokes or small accumulated strokes

Nutritional and Genetic Factors

Ex. Vitamin B12 deficiency, Huntington’s disease

Degenerative Diseases

Ex. Alzheimer’s, Parkinson’s disease, Frontotemporal Dementia, Posterior Cortical Atrophy 
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COMPARING MAJOR DEMENTIAS
Safety 
Concerns

Early 
Symptoms

Starting 
Location

Dementia type

WanderingMemory loss
Trouble with 
locations/space

HippocampusAlzheimers

Impulsive
Disinhibitions
Poor judgement

Behavior and 
personality 
change
Language

Frontal lobe
Temporal lobs

Frontotemporal

Blindness
Fear

Impaired visual 
processing

Occipital LobePosterior 
Cortical



COMPARING MAJOR DEMENTIAS

Safety 
Concerns

Early 
Symptoms

Starting 
Location

Dementia type

FallsHallucinations
Fluctuations
Movement

Central White 
matter and 
basal ganglia

Lewy Body

Falls
Impulsivity

Movement
Hallucinations
Freezing

Basal Ganglia 
and central 
white matter

Parkinsons 
related

Abrupt change 
in function

VariesThroughoutVascular 



PROGRESSION 
TOWARD A 
COMMON 
PATHWAY
Independent Origins

Early symptoms of the illness are 
related to the part of the brain 
that is most affected

Pathway Integration

As more of the brain is involved, 
the symptoms can become more 
similar over time

Unified Outcome

All types progress to affecting 
basic functions such as talking, 
walking, using the bathroom



WHAT WILL MY MEDICAL JOURNEY LOOK LIKE?

● There is no single path or trajectory that someone’s health will take
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KNOW YOUR STYLE

I get overwhelmed but 
can change with 
support

I create strong routines and 
have a hard time with 
change

I adapt easily to changeAdaptability

I have a tendency to 
shut down

I prefer to distract myself 
with other things, let the 
future take care of itself

I lean into sources of 
support & face it directly

Dealing with 
stress or 
sadness

I like company but don’t 
have much connection 
now

I prefer to keep to myself I have strong social 
connections and bring new 
people in easily

Socialization
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WE KNOW HOW TO CUSTOMIZE

Bread Bonanza:

◆ Soft & fluffy White

◆ Nutty & wholesome Wheat

◆ Heart-healthy Multigrain

Cheese Choices:

◆ Sharp & creamy Cheddar

◆ Smooth & nutty Swiss

◆ Melty & rich Provolone

Meat Marvels:

◆ Tender Turkey

◆ Classic Ham

◆ Juicy Roast Beef

Tasty Toppings:

◆ Crisp Lettuce

◆ Juicy Tomato

◆ Tangy Onions

Saucy Selections:

◆ A variety of flavorful sauces to jazz up your sandwich!



YOU ALREADY 
HAVE AN 
ADVANCE CARE 
PLAN, BUT IS IT 
CUSTOMIZED 
FOR YOU?



GENERIC (STATE 
APPOINTED) 

DECISIONMAKER

• Guardian or Committee (appointed by a Court)

• Spouse (unless divorce action filed)

• Adult children (equal authority to all those in 
the class)

• Parents (equal authority to all those in the class)

• Adult siblings (equal authority to all those in the 
class)

• Any other blood relative in descending order 
(equal authority to all those in the class)

• Non-family member for non-end-of-life 
decisions

Virginia Code § 32.1-2986 



ADVANCE CARE PLANNING

1:  Surrogate decisionmaker / proxy

Who makes decisions for you when you can not?

Do you have a custom decisionmaker or a generic decisionmaker?

2:  Description of your general or specific ideas about care in the 
future.  This is guidance for your surrogate decisionmaker.  



ACP - BASIC



https://commons.wikimedia.org/wiki/File:Inferior_mirage_phases_of_sunset-fr.svg

Basic Advance Care Plan leaves a big gap!



MEDICAL ACP – BASIC / BETTER / BEST

• Basic – write down some of your values and wishes on a state-
specific ACP form.  

• Better – consider your own health and think about most likely 
future problems.  Write down expanded ideas.

• Best – all of the above, plus conversations with your 
decisionmaker



WHAT DRIVES YOUR 
PREFERENCES FOR 

HEALTH CARE?

Values

Priorities

Surrounding situation

Other people’s needs

Likes/dislikes related to body

Prior trauma



QUESTION THAT IS 
OFTEN ASKED:

DO YOU WANT . . . 

• Better questions are:

• What are your hopes?

• What are your worries?

• What is the hardest part of your day?

• What is the best part of your day?

• What is your biggest fear?



WHY IS ADVANCE 
CARE PLANNING 

IMPORTANT?

A person is more 
likely to have care 
consistent with 

their wishes if ACP 
has been discussed 

with a physician 
(Mack, 2010)

Less stress, anxiety, 
and depression in 
surviving relatives 
(Detering 2010)

Less emotional 
distress at the end 
of life (Vandeboort 

2014) 

Family members of 
people with 

dementia predicted 
different choices 
up to 1/3 of the 
time (Dening, 

2016)



THE 5 C’S OF CAPACITY

• Capacity refers to specific issues, e.g. complex 
finances vs. assigning power of attorneyContext

• AnosognosiaCondition

• Understand what choices they haveChoices

• Understand the consequences of their choicesConsequences

• Consistent answers over timeConsistency

Use 
“Teach Back” to 
ensure patient  
understanding



www.waitingroomrevolution.com



IMPACT OF DEMENTIA: 
CAREGIVER

• Distress

• Anxiety and depression

• Physical Exhaustion

• Medical health / chronic stress

• Social isolation



RESOURCES AND STRATEGIES FOR 
CAREGIVER WELL-BEING

Educational Resources

Providing caregivers with education improves their skills and confidence in patient 
care.

Support Groups

Support groups offer emotional encouragement and a sense of community for 
caregivers.

Respite Care Services

Respite care provides caregivers with necessary breaks to reduce stress and burnout.

Counseling and Mental Health

Counseling supports caregiver mental health and promotes resilience.



CAREGIVER RESOURCES
Training and Online Support

The Conversation Project

- Guide to being a healthcare proxy

- Guide for caregivers of people with dementia

Family Caregiver Alliance

Virginia Caregiver Coalition

Local Education and Support Services

- Insight Memory Care Center

- Memory Café

1:1 support

- Counseling with expertise in grief and/or 
caregiving

- Dementia consultants or coaches (local or 
online)

- Aging Life Care Managers

Advocacy opportunities

- International Neuropalliative Care Society



TOP 3 TIPS:

1. Build a team before you need it

2. Embrace the idea that your 
health is just as important

3. Know that there is not one “right” 
way to be a caregiver
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NONREVERSIBLE CAUSES OF DEMENTIA

• Alzheimer’s disease (AD)

• Single most common cause

• Prominent memory loss

• Vascular disease

• Mixed (Both vascular and AD pathology) 

• Dementia with Lewy Bodies (DLB)

• Parkinson’s disease dementia (PDD)

• Frontotemporal dementia (FTD)

• Behavioral Variant

• Primary Progressive Aphasia



Whole 
Person 
Model

Timely diagnosis, 
advice and 

medicine for 
brain health

Management of 
difficult 

symptoms

Coaching to 
make a 

sustainable 
lifestyle or care 

system

Guidance for the 
future, advance 
care planning

Social, Emotional, 
and Spiritual 

support

Appropriate 
involvement of 

community 
supports 

including hospice
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make a 

sustainable 
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system

Guidance for the 
future, advance 
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Appropriate 
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community 
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Improve comfort

Caregiver education, 
and support

Proactive planning

Healthy coping

Team of resources
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CU LT I VAT IN G
A N

I NTE NT I ONA L  &  E M P OWE RE D  
C A RE PATH

• “Thank you for talking with 
me, not as a doctor talking 
with a patient, but as a 
human being talking with 
another human being.”

• Farrah N Daly, MD MBA

• EvenBeam Neuropalliative Care, LLC


