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Objectives

• Describe the current state of end-of-life care in the United 

States

• Discuss the origins of societal attitudes towards death and 

dying and how these affect the care of seriously ill patients

• Explore effective approaches to the care of seriously ill and 

dying patients
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Our death rate remains 100%! 

Slide adapted from S. Pantilat



End-of-Life Landmarks

• 1967: Dame Cicely Saunders opens the 1st hospice in London

• Relief from physical pain and suffering

• Preservation of dignity

• Help with spiritual and psychosocial pain of death

• 1982: Medicare Hospice Benefit established

• 1983-1990: Nancy Cruzan case

• 1991: Patient Self Determination Act (PSDA)

• Written information about the right to make

decisions about care



End-of-Life Care, Then & Now
Then

SUPPORT study – 1995

Study to Understand Prognoses and 

Preferences for Outcomes and Risks of 

Treatment

“Substantial shortcomings in care for 

seriously ill hospitalized patients”

Now
Institute of Medicine (IOM) published 

Dying in America – 2014

Seriously ill patients continue to receive 

care that is poor quality & high cost

Patients are not informed of likely 

treatment outcomes that would allow for 

decision-making based on their values 

The SUPPORT Principal Investigators.  A controlled trial to 

improve care for seriously ill  hospitalized patients: the Study to 

Understand Prognoses and Preferences for Outcomes and Risks 

of Treatments (SUPPORT). JAMA. 1995;274(20):1591-1598.

IOM. 2015. Dying in America: Improving quality and honoring individual preferences near 

the end of life. Washington, DC: The National Academies Press



Disconnect

cc: micagoto - https://www.flickr.com/photos/94448655@N00



Survey of Californians by the California HealthCare Foundation (2012) and 

Kaiser Family Foundation Serious Illness in Late Life Survey

18% report 

having had an 

end-of-life 

conversation 

with their doctor

80% of people say that 

if seriously ill, they 

would want to talk to 

their doctor about 

end-of-life care



The Conversation Project National Survey (2018)

32% have 

actually done so

92% of people say that 

talking with their 

loved ones about end-

of-life care is 

important. 



Survey of Californians by the California HealthCare Foundation (2012)

56% have not 

communicated 

their end-of-life 

wishes.  

60% of people say that 

making sure their 

family is not burdened 

by tough decisions is 

extremely important. 



70% of Americans 

would prefer to 

die at home30% die in

acute care hospitals

20% die in nursing homes 30% die at home

CDC data: values are approximate and based on all ages, 2016

8% die in a hospice facility

12% die in other places



cc: Robert Couse-Baker - https://www.flickr.com/photos/29233640@N07



“If you come into our hospital, 
we’re not going to let you die.”

UCLA Medical Center CEO David T. Feinberg, 2009



How Did We Get Here?

•Medicine

•Movement

•Media

•(hu)Manity

•Metaphor



Medicine: Milestones

• 1928: The Iron Lung

• 1931: Minimally Invasive 

Surgery

• 1936: The Pacemaker

• 1943: Dialysis

• 1947: Cardiac Defibrillation

• 1953: Heart-Lung Bypass 

Machine

• 1954: First Successful Organ 

Transplant (kidney)

• 1971: CT Scanner

• 1982: Successful Implantation 

of an Artificial Heart

• 2011: First immunotherapy 

approved



Movement: Changing Households

In 1850, 70% of white elderly 

parents lived with their children

In 2016, 20% of the population 

lived in multigenerational homes 

Pew Research Center 2018



Media



In What Percent of Cases is CPR Successful?

Values are approximate



(Hu)manity

•Lack of training

•Time

•Compensation

•Discomfort

•Role confusion



The Doctor Patient Relationship

Paternalism The “buffet option”
Shared Decision Making



“Arriving at an 
acceptance of 

one’s mortality 
is a process, 

not an 
epiphany.”

-Atul Gawande



Prognostic Awareness

Less realistic hopes More realistic hopes



Metaphor: 
How Do We Talk About Illness?















Where Does This Leave Us?



Emotion Overwhelms Cognition

Emotion

Cognition



Empathy

• Words matter

• So does silence

• Sit with patient hopes 

AND worries

• Plan for the worst, hope 

for the best

• Magic phrases



Words Matter





HOPE

HOPE

HOPE

HOPE

HOPE



Sit with Hopes and Worries

• Deepening

• Broadening

• I hope…I fear

• I hear you’re hoping for x,y,x AND I worry the decline we have 

seen is going to continue/something serious is going to 

happen in the next few (days/weeks/months/years)

• I wish…



NURSE:
Responding to Emotion with Empathy

WHAT YOU SAY OR DO COMMENTS

N - Name “You sound frustrated.” Acknowledges the emotion. Be careful to suggest only. 

In general, turn down the intensity (scared -> 

concerned)

U - Understand “I can’t imagine what you are going

through.”

“I could imagine many people in your 

situation might feel…”

Acknowledges or normalizes the emotion or situation.

Avoid suggesting you understand or relate to their 

experience, because we often can’t.

R - Respect “I can see you really care about your 

mother.”

Expression of praise or gratitude about the things they 

are doing. This can be especially helpful when there is 

conflict.

S - Support “We will do everything we can

to support you through this

process.”

Expression of what you can do for them and a good 

way to express non-abandonment.  Making this kind of 

commitment can be a powerful statement.

E - Explore

©Adapted with permission from VitalTalk by Caroline J. Hurd

churd@uw.edu

“Can you tell me more about…” Emotion cues can be expressions of underlying 

concerns or meaning. Combining this with another 

NURSE statement can be very effective and help you 

understand their reasoning or actions. Make sure to 

avoid judgment and come from a place of curiosity.



COVID-19: Admitting

VitalTalk.org, CAPC.org



COVID-19: Notifying

VitalTalk.org, CAPC.org



COVID-19 (& other times…) : 
Anticipating

VitalTalk.org, CAPC.org



Racism

VitalTalk.org, CAPC.org



A Final Word

• You must refill your own 

empathy tank 

• Have compassion for 

yourself and your team

• Find those moments that 

bring you connection and 

joy



Resources

• CAPC.org

• VitalTalk.org

(see VitalTips app)



egundersen@health.fau.edu

@top_gundersen


