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“Palliative care means patient and 
family-centered care that optimizes 
quality of life by anticipating, 
preventing, and treating suffering…”

National Consensus Project



“Suffering is experienced by 
persons, not merely bodies, and has 
its source in challenges that threaten 
the intactness of the person as a 
complex social and psychological 
entity…”   

Cassel, NEJM (1982)



Context

www.npr.org



“…failure to understand the nature 
of suffering can result in medical 
intervention that (though technically 
adequate) not only fails to relieve 
suffering but becomes a source of 
suffering itself.”   

Cassel, NEJM (1982)



“Goals of Care”

Journal of Palliative Medicine, 2016



Next 75 minutes

• State of the Science (Brief)

• How We are Learning (~10 min)

• How We are Disseminating (~40 min)

• Our Conversation (~20 min)



State of the Science

• Palliative care improves QOL & promotes goal-
concordant treatment in serious illness

• GOC conversations = primary procedure

• We know little empirically about the content, 
processes and contexts of conversations that 
prevent & reduce suffering



Disseminate / Scale



MISSION: To understand and 
disseminate high quality conversations 
in serious illness

onversation
Lab

C Vermont



6 months

Observe & Record

Interview Patients (HCP) & Clinicians

Health Services & Mortality

363 “goals of care” conversations
240 hospitalized patients with advanced cancer

54 palliative care clinicians

Palliative care visits



onversation
Lab

C Vermont



Over the past two days, how much have you felt heard and 
understood by the doctors, nurses and hospital staff?

onversation
Lab

C Vermont



Roshi Halifax (2012)  

“Compassion can thus be described as having 
two main components: the affective feeling of 
caring for one who is suffering, and the 
motivation to relieve suffering.”



Roshi Halifax (2012)  

“Compassion can thus be described as having 
two main components: the affective feeling of 
caring for one who is suffering, and the 
motivation to relieve suffering.”

1) Expression of caring awareness of suffering

2) Motivation to relieve that suffering



71 year-old person with 
Stage D heart failure

Alexander	et	al.	JPM.	2014.

“One of my jobs here, while we are getting the 
chance to know each other, however long that 
time is, is to help make sure all of your energies 
and all your fight is going in the direction you 
want them to go in. As your doctor, I am here 
for you. From what you told me, I know your 
struggle has been hard and I want to help in 
whatever way I can for you.” 

-PC Physician



Compassion in Palliative Care

Alexander	et	al.	JPM.	2014.



72 year-old person with 
metastatic lung cancerAlexander	et	al.	JPM.	2014.

Patient: My fellow Christians come (to visit) and 
they see me.

Physician: You speak about it so beautifully. 
Thank you for sharing with me.

Patient: It is a warm feeling…

~15 minute decision-making conversation in which the patient makes many subtle efforts to 
convince the doctor to be “saved” by Jesus Christ. The doctor does not share the same religion. 



“Turning toward means recognizing 
suffering, becoming curious about the 
patient’s experience, and intentionally 
becoming more present and engaged.”

Epstein & Back, JAMA (2015)



Coaching

Model

Discover

Map

Practice



Model



Discover

”What to Expect” / Prognosis

Death Terror / Existential

Humor

Touch

EOL “Air Hunger” Fears



Turning toward means recognizing suffering, becoming 
curious about the patient’s experience, and intentionally 

becoming more present and engaged.

1) (Demonstrating) Awareness of Suffering

2) Curious about the Person’s Experience

3) Present & Engaged

MapEpstein & Back, JAMA (2015)



Vivian Jordan
-Actor, UVM Clinical Simulation Lab 

Bailey Fay
- UVM Medical Student

Practice
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Generalists & Specialists

n engl j med 368;13 nejm.org march 28, 2013

PERSPECTIVE

1173

Pediatric Research on Medical Countermeasures

anyone injured by research; and 
provisions must be made to en-
gage communities throughout the 
course of research.

Routine preexposure prophy-
laxis in military personnel has 
resulted in observational studies 
of AVA in young adults, but ad-
ditional data from adult popula-
tions — from dose-sparing stud-
ies, for example — are needed 
before pediatric testing can be 
ethically considered. With addi-
tional safety data, the level of 
risk to young adults could be in-
ferred with increased statistical 
confidence. Such an inference, 
in turn, would influence a possi-
ble minimal-risk design of a series 
of age-deescalating safety and im-
munogenicity studies.

Sound science must always re-
spect our ethical obligations to 
protect children from unnecessary 
risks. Medical countermeasure re-
search warrants an ongoing na-
tional conversation to ensure an 
unwavering commitment to safe-
guard all children both from un-
acceptable risks in research and 
through research promoting their 
health and well-being.

Disclosure forms provided by the author 
are available with the full text of this article 
at NEJM.org.

From the Presidential Commission for the 
Study of Bioethical Issues, Washington, 
DC, and the Office of the President and De-
partment of Political Science, University of 
Pennsylvania, Philadelphia.

This article was published on March 19, 2013, 
at NEJM.org.
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Generalist plus Specialist Palliative Care — Creating a More 
Sustainable Model
Timothy E. Quill, M.D., and Amy P. Abernethy, M.D.

Palliative care, a medical field 
that has been practiced infor-

mally for centuries, was recently 
granted formal specialty status 
by the American Board of Medi-
cal Specialties. The demand for 
palliative care specialists is grow-
ing rapidly, since timely palliative 
care consultations have been 
shown to improve the quality of 
care, reduce overall costs, and 
sometimes even increase longev-
ity.1,2 The field grew out of a hos-
pice tradition in which palliative 
treatment was delivered only at 
the end of life, but its role has 
expanded so that palliative care 
specialists now also provide palli-
ative treatment in the earlier stag-
es of disease alongside disease-
directed medical care, improving 
quality of care and medical deci-
sion making regardless of the 
stage of illness. In an era when 

health care organizations may 
soon receive capitated payments 
for all services that patients re-
ceive, many are investing in palli-
ative care to improve overall value.

Although this trend has fos-
tered rapid growth of the palliative 
care specialty, the current model 
adds another layer of specialized 
care for seriously ill patients on 
top of an already complex, expen-
sive health care environment. As 
in any medical discipline, some 
core elements of palliative care, 
such as aligning treatment with 
a patient’s goals and basic symp-
tom management, should be rou-
tine aspects of care delivered by 
any practitioner. Other skills are 
more complex and take years of 
training to learn and apply, such 
as negotiating a difficult family 
meeting, addressing veiled exis-
tential distress, and managing re-

fractory symptoms. Now that the 
value of palliative care has been 
recognized, specialists are some-
times called on for all palliative 
needs, regardless of complexity.

Although it may theoretically 
seem optimal for palliative medi-
cine specialists to take on all pal-
liative aspects of care, this model 
has negative consequences. First, 
the increasing demand for pallia-
tive care will soon outstrip the 
supply of providers. Second, many 
elements of palliative care can be 
provided by existing specialist or 
generalist clinicians regardless of 
discipline; adding another spe-
cialty team to address all suffering 
may unintentionally undermine 
existing therapeutic relationships. 
Third, if palliative care special-
ists take on all palliative care 
tasks, primary care clinicians and 
other specialists may begin to be-

The New England Journal of Medicine 
Downloaded from nejm.org at UNIVERSITY OF VERMONT on June 13, 2016. For personal use only. No other uses without permission. 

 Copyright © 2013 Massachusetts Medical Society. All rights reserved. 

New	England	Journal	of	Medicine,	2013

Generalist Palliative Care

Basic Discussions
Prognosis

Goals of Treatment
Suffering

Basic Management
Pain & Physical Sxs

Depression & Anxiety

Specialist Palliative Care

Complex Discussions 
pt-family-clinician(s) conflict about 

goals or methods of treatment

Complex Management
Refractory symptoms

Existential distress



Culture Change

”Mastering Tough Conversations” Workshop

Train & Certify 30 UVMHN Faculty Coaches

-Specialist & Generalist Palliative Care
-UVMMC, CVMC, CVPH, Porter, Alice Hyde
-Multidisciplinary Teams

Medicine 
Nursing
Advanced Practice Nursing
Social Work
Chaplaincy



Coach Specialty Coach Specialty
Laurel Audy, RN Palliative Care Myrna Sanchez, MD Palliative Care
Kacey Boyle, RN Palliative Care Alicia Calacci, DNP Palliative Care

Lindsay Gagnon, NP Palliative Care Sharon Shannon, NP Palliative Care
Ann Laramee, NP Palliative Care Jaina Clough, MD Hospice
Lauren Bailey, NP Palliative Care Matt Wilson, MD Palliative Care

Elise Tarbi, NP Palliative Care Tony Williams, MD Family Medicine
Patty Whitney, MD Palliative Care Laura McCray, MD Family Medicine
Maj Eisinger, MD Palliative Care Iris Toedt-Pingel, MD Pediatric ICU

Bob Gramling, MD, DSc Palliative Care Prema Menon, MD, PhD Adult ICU

Tara Pacy, RN Palliative Care Kat Cheung, MD, PhD Nephrology
Steve Berns, MD Palliative Care Janet Ely, NP Oncology / PC

Diana Barnard, MD Palliative Care Zail Berry, MD Geriatrics / PC
Jonna Goulding, MD Palliative Care David Rand, MD Internal Medicine

Priscilla Minkin, M.Div. Palliative Care Naomi Hodde, MD Internal Medicine
Abbey Rouleau, RN Palliative Care Jen Hauptman, MSW Social Work



30	Faculty	Training

Culture Change



Systems Change

”Serious Illness Care Program”

Systems Re-Design

“Serious Illness Conversation Guide” 
Train Clinicians & Staff
Office Procedures
Documentation Templates
Identify Appropriate Patients
Triggers / Reminders
Specialty PC Support



24	Faculty	Training

Culture | Systems Change



Measure Quality



Machine Learning
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Maggie Eppstein PhD & Donna Rizzo, PhD (UVM Complex Systems)



“Turning toward means recognizing 
suffering, becoming curious about the 
patient’s experience, and intentionally 
becoming more present and engaged.”

Quality Indicator



Silence



Silence

Viktoria Manukyan, UVM Complex Systems & Data Science Master’s Student 



Silence

Viktoria Manukyan, UVM Complex Systems & Data Science Master’s Student 



Imagine…

“Some of the right 
things for some

seriously ill people 
some of the time…”

Where we want to beWhere we are

“All of the right 
things for all

seriously ill people 
all of the time…”

-Susan Block, MD
Ariadne Labs
Harvard School of Public Health



Conversations

Absent / Chronic Illness
• Health Care Proxy (HCP)
• Conversation about care preferences 

with HCP and loved ones

Survival Prognosis: 
1-2 Years

Early	Illness

Advanced Illness
• Revisit Serious Illness Conversation
• Current Treatment Tradeoffs
• Decision Conversation

Advance Care Planning = Planning in Advance of Serious Illness
Serious Illness Conversation(s) = Planning in the context of progression of 
serious illness, may or may not include clinical decisions, revisit when needed
Decisions Conversation(s) = Revisit serious illness conversation and make 
treatment decisions in context of clinical progression / crisis / poor prognosis

Illness Progression

• Serious Illness Conversation

Crises,	Decline,	and	End-of-Life	Serious	Illness(es)

Survival Prognosis: 
Weeks to Months


