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Objectives

Demonstrate importance of advance care planning and
communication skills in the care of patients with
neurodegenerative disease
Provide tools to improve delivery of this care
Review practical implementation
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Identifying the Need
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A Familiar Story

 75-year-old with 15-year history of Parkinson’s Disease (PD)
Hospitalized with aspiration pneumonia, intubated
 Ileus with subsequent poor absorption of dopaminergic agents

Palliative Care consulted
 Family shares that they were told patient’s PD was “treatable” and

he would “die of something else first”
 Family distressed by needing to make sudden decisions without

patient’s input
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Historical Perspective

Novak et al
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Do Patients Want to Talk About This?

Tuck et al
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Does Presence of Neurologic Disease Affect
Treatment Preference?

Li et al
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Li et al
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Shared Decision Making

General Consensus – “Shared Decision Making”

Defined by Charles et al as:
 At least two participants – physician and a patient
 Both parties share information
 Both parties take steps to build a consensus
 An agreement is reached on the treatment to implement
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Patient and Clinician Perspective Vastly Different

Walsh et al
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Unique Challenges in Neurological Diseases

Cognitive impairment is seen in the majority of progressive
neurologic diseases
Decision making capacity can be affected prior to a diagnosis of

dementia

Advanced age can equate to multiple medical comorbidities
Acute decline to critical illness can occur

Abu et al
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What Should We Be Doing?

Early introduction of conversations regarding values and medical
decision making

Early establishment of surrogate decision maker
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Limitations to Practical Implication

 Time

Provider comfort/training
Cultural expectations/differences
Stigma
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Communication Tools
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Normalize Conversations Early

Start by asking permission!

 “I ask all of my patients this – if you couldn’t talk to me and I
needed to make a decision about your health care, who should I
talk to?”

 “Have you ever thought about things you might not want if you
were to become very ill? For example, some patients are ok with
the ICU and want us to ‘do everything,’ but others are not ok with
certain things.”
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Focus on Values

What defines “quality of life” for this patient? Their family unit?

Spiritual history can be valuable

Recognize your own biases!
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Recognize Emotions/Explore

NURSE acronym
 Name
 Understand
 Respect
 Support
 Explore

 “Tell me more….”

Smith RC
Back AL et al
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Revisit Longitudinally

Priorities change overtime

 Interventions may play a different role as disease progresses

Healthy people underestimate quality of life in patients with ALS –
this can be true of patients early in disease as well

Lulé et al



20

SPIKE

Setting up the interview
Assessing the patient’s perception
Obtaining the patient’s invitation
Giving knowledge and information
Addressing the patient’s emotions with empathetic responses

Baile et al
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REMAP

Reframe
Explore emotion
Map values
Align with values
Propose a plan

Childers et al
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Practical Implications
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What if a MPOA is Not Available?

Know your state laws and institutional rules

Spouse
Majority of Adult Children
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”Do I need to talk to a lawyer about…”

Medical Power of Attorney and Advance Directive to Physicians
readily available online
 Two witnesses
 Notarize if taking across state lines

Out of Hospital DNR also available – requires physician
certification

Many patients (and even health care providers) confuse in
hospital DNR and OOHDNR
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MOST/POLST

Physician order that is portable between facilities
 “Order set” – not legal document
Has been in existence in multiple other states
 Not widely adapted in Texas

Advance directives take precedence if conflict

Can be a guide to conversations



26

Take Home Points

Normalize conversations early.

Ask your patients about their communication preferences and
their values.

 Learn structured tools to improve communication

 Individualize conversations and revisit as indicated.
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