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Learning Goals & Objectives

Describe Vermont’s legal and ethical framework to support 
patient self determination

Appreciate the essential terminology and best practice strategies 
to have advance care planning conversations

Implement communication strategies to support individuals to 
complete effective advance directives



Role & Responsibilities

Remain Value Neutral

Complete your own AD & Register it

Know Your Scope

Recognize When To Refer For Further Information/Support



Legal Framework 

Patient Self-Determination Act (PSDA) – Enacted in 1991

•Every competent adult as the fundamental right to self-determination regarding 
decisions pertaining to their own health, including the right to accept or refuse 
medical treatment. 

Vermont Advance Directive Statute – 18 V.S.A. § 9700

•Vermont law recognizes the fundamental right of an adult to determine the extent 
of health care the individual will receive, including treatment provided during 
periods of incapacity and at the end of life.

•This chapter enables adults to retain control over their own health care through 
the use of advance directives, including appointment of an agent, directions 
regarding health care, DNR/COLST orders and disposition of remains.

Vermont Guardianship Statute – 14 V.S.A. § 3075

•A person whose right to make medical decisions has been restricted via 
guardianship but who has the capacity to make a specific medical decision, retains 
the right to make that decision.



Capacity 
Fundamentals
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Ethics Framework

• Respect for Patient Autonomy
• Support individuals to make as many decisions as their 

capacity allows (Autonomy)

• Respect a capacitated adult’s right to accept or refuse medical 
recommendations/interventions consistent with their goals 
and values—even when:

• decisions may be unwise, 

• contrary to medical advice/standards of care,  

• may lead to a poor outcome (including death).

• Respecting the right of a person with impaired decision-
making capacity to refuse (exception emergency/prior Ulysses 
Clause). Respect for Persons

• Promote & Protect the Health-Related 
Interests of the Patient (Beneficence)

• Tell the truth

• Make recommendations consistent with standards of care and 
evidence-based best practice

• Engage in shared decision-making 

• Avoid avoidable and/or disproportionate 
burdens and harms (nonmaleficence).

• Be Fair (Justice)
• Commitment to moral neutrality and non-judgmental regard
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Shared Decision-Making 

Clinicians and patients (or 
their surrogates) work together 
to make health care decisions

Clinician is the expert on 
medical information, treatment 
options and prognosis

Patient is the expert on their 
goals values, preferences and 
what quality of life is for them

Operates on a continuum



Framework for Decision-Making

AUTONOMOUS

• Decisions made voluntarily by an individual who has the capacity & the 
ability to make decisions on their own behalf

SURROGATE

• Decisions made by someone who is not the patient

• Agent

• Guardian

• Family/Friend



Confusing 
Terminology

Health Care Agent – person assigned by the 
patient in an advance directive to make 
medical decisions if the patient lacks capacity/is 
unable.

Durable Power of Attorney for Health Care -
prior terminology for what we now call a 
Health Care Agent. 

Emergency Contact - person to be notified in 
the event of an emergency.  No authority to 
make medical decisions. Not equivalent to a 
health care agent. 



Standards for  Decision-Making

Autonomous Decisions
◦ Decisions made by an adult with capacity

Substituted Judgment
◦ knowledge of wishes, goals, values, preferences and priorities; instructions in 

the advance directive; prior statements, etc. 

Best Interest
◦ Proportionality - balancing benefits and burdens

◦ What most people would say in similar circumstances
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How Decisions Often 
Get Made

During times of crisis – wait until a sudden illness/medical crisis
◦ Patient

◦ Surrogate decision-maker(s)

Why this is NOT the best time?
◦ Patients

◦ Stress of hospitalization, Delirium

◦ Illness may be severe, not fixable

◦ Surrogates

◦ Acuity of illness

◦ Increased anxiety, PTSD, burden of decision-making, uncertainty of 
illness/prognosis

Azoulay, E. Am J Resp Crit Care Med 2005;171(9);987-994

Siegel, K. Cancer 1991;68(5):1131-40



Advance Care 
Planning (ACP)

⮚ Defined:  
• A process that supports an adult at any age or stage 

of health in understanding and sharing their 
personal values, life goals and preferences regarding 
future medical care.

⮚Goal:
• To empower individuals to prepare and plan for 

unexpected illness and end-of-life if they were to 
lose decisional capacity.

• Generally considered as means of facilitating care 
and treatment that aligns with patient preferences

Malhotra C, et al. BMJ Open 2022;12:e060201. doi:10.1136/bmjopen-2021-060201



Advance Care Planning

Original Goal

Better Quality of 
Life

Reduced Use of Non-
beneficial Treatments 

Enhanced Goal-
Consistent Care

Positive Family 
Outcomes

Reduced Costs



Recent Studies



Take-Away From Studies

1. Biggest value of ACP:  improving communication-- improved physician-patient 
communication, improved patient-caregiver congruence in preferences, and reduced 
decisional conflict.

2. NOT a magic bullet to guarantee goal-concordant care.  ACP is a means of facilitating 
shared understanding between patients, surrogates and health are providers, and preparing 
patients/caregivers to make difficult, real time, in the moment and/or end of life decisions.

3. EOL care goals and preferences are not static. Changes in health status, emotional states 
and prognostic understanding are key drivers of changes in patients’ goals and preferences. 
ACP alone does not necessarily reduce this instability.



ACP Continuum

Name a Health Care Agent

Complete Advance Directive

Revisit Conversations about 
Goals & Priorities

Discuss DNR/COLST

EOL Decision

Making

Shigeko Izumi, PhD, RN, FPCN1 and Erik K. Fromme, MD, MCR, FPCN. Journal of Palliative Medicine. Vol 20; No.7, 2017



ADVANCE DIRECTIVE

Preference-based document 
completed by a capacitated patient to 
guide future medical decisions, in non-
emergent situations. 
⮚Typically nuanced document 

requiring discussion, context and 
interpretation.

⮚Only a person with decisional 
capacity can complete/update their 
own document.

DNR/COLST

Medical order completed by a clinician,
requires informed consent, the outcome 
of shared a decision-making process and 
intended to guide current decisions, 
including emergent treatment. 
⮚Based on patient’s current medical 

condition and their goals and values. 

⮚Consent can be provided by someone 
other than the patient.

Advance Directive vs DNR/COLST



Having Meaningful Conversations & 
Facilitating Effective ACP Documents

Why?

Who?

When?

How?



Common 
Barriers to 
ACP

Time Fear

Knowledge 
Gap

Perceived 
Burden

In the chat, what are some 
common reasons you hear 

for NOT having ACP 
conversations?



WHY?

If you are ill and temporarily or permanently unable to speak for 
yourself information and documents are easily available to assure 

that you and your values are central to any care provided.

What reasoning would you give if someone asked 
why they need to do advance care planning / have an 

advance directive?



WHO?

Anyone 18 or older with the capacity to make 
medical decisions who is not under medical 
guardianship.

Capacity is presumed.



When?
NOW

It’s always too soon, until it’s too late

Expect the unexpected

Much easier AND more effective when 
completed at a time of calm



How?

Normalize the 
need/benefit

Normalize the 
conversations

Understand 
the 

Documents

Inform and 
Empower

Use patient 
centered 
language

One step at a 
time 



Health Care Agent: Role

If you are ill and temporarily unable to 
speak for yourself, WHO knows you and 
your values well

AND

Can speak on your behalf by advocating 
with the medical system



Helping Someone Choose A Health Care Agent 

Is there someone who helps you with medical care 
(appointments, medications, decisions)?

If you have questions or concerns about your medical care, who 
among your family and friends would you turn to for advice?

Are you comfortable discussing your values with this person? 

Are you confident that this person respects and understands 
your values? 

Are you confident that this person is comfortable 
communicating your values with the medical system?



Conversation Topics

What does Quality of Life mean to you? 

What are your strengths?

What are your biggest worries?

What activities do you enjoy doing? 

How would you describe a good/bad day?

How do you like to receive medical information?

What experiences have you had with serious illness?

How did this experience effect you?

Would you consider living in Assisted Living or a 
Nursing Home?



Letter to My 
Children



Setting Realistic Expectations

Shared 
Decision 
Making

Patient 
Values

Disease 
Process

Medical 
System



Next steps will depend 
on…

The person’s medical condition

The person’s goals and values

The person’s understanding of need/benefit

The “success” of previous conversations



Resources

Find these and more conversation tools at vtethicsnetwork.org/helpful-tools-for-

decision-making

https://vtethicsnetwork.org/helpful-tools-for-decision-making
https://vtethicsnetwork.org/helpful-tools-for-decision-making
https://vtethicsnetwork.org/helpful-tools-for-decision-making
https://vtethicsnetwork.org/helpful-tools-for-decision-making
https://vtethicsnetwork.org/helpful-tools-for-decision-making
https://vtethicsnetwork.org/helpful-tools-for-decision-making
https://vtethicsnetwork.org/helpful-tools-for-decision-making
https://vtethicsnetwork.org/helpful-tools-for-decision-making
https://vtethicsnetwork.org/helpful-tools-for-decision-making
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