CONVERSATIONS ABOUT DYING

Lucia D. Wocial, PhD, RN, FAAN

Nurse Ethicist, Fairbanks Center for Medical Ethics
Indiana University Health

Adjunct Assistant Professor

Indiana University School of Nursing


Presenter
Presentation Notes
Conversations About Dying
We are all going to die and each of us probably has a good idea if not what a good death would be, certainly the kind of death we would like to avoid.  Outside of health care professionals few people routinely talk about death.  Until we confront the death of a family member or close friend, having a conversation about death seems morbid and well, creepy.  Even after a close encounter with death, many people are reluctant to talk about their own death.  
This talk will explore the impact of modern medicine on how people think and talk about death and dying.  Based on her experience doing ethics consultation in a busy academic health center, Dr. Wocial will comment on the impact of NOT thinking or talking about death and dying.  She will engage the audience in a lively discussion about what is the right thing to do when it comes to conversations about dying.



OBJECTIVES

1. Identify barriers to conversations about
dying.

2.Discuss consequences for failing to discuss
end of life preferences.

3.ldentify resources for initiating
conversations.

4.Discuss resources for documenting end-of-
life preferences.



marshmallows and weaners optional
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http://www.springhillrec.org/267/April-May-June
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WHERE WE ARE

* 30% of Medicare beneficiaries die at
home

* 17% of adults talk with MD about ACP
« <30% of adults have advance directives



WHERE WE WANT TO BE

* 90% of people want to receive EOL care
at home

* 41% want to talk with doctors about
ACP

* 100% should participate in ACP
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Kaiser Family Health Foundation
Communication needs to be viewed as a procedure that requires skill and training
Basic (primary palliative care)
Advanced (trained palliative care)
Key providers need to be trained or know how to refer


BARRIERS

e Timing

e Previous experience with health care
e Individual attitudes

e Health care professional’s skill

e Advance Directives
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Identify barriers to conversations about dying.
Hard to be around death, shun the messy side of death and suffering.
Based on the clinicians' observations, researchers found that discussions about end-of-life care are most often hampered by patients and their family members. The most common reasons cited were: both patients and their families' difficulty accepting a poor prognosis, limited understanding of life-sustaining treatment options, disagreement among family members about care goals, and patients' inability to make decisions about their own care.




Presenter
Presentation Notes
What for you is a good death?


ADVANCES IN MEDICINE

e HIV Cocktalls
e Targeted Cancer Therapies
e Miracles

—Babies

—Mothers

—Survivors
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March of Technology:  HIV cocktails, targeted cancer therapies, Hepatitis C medication:

This was a banner year for miracle babies. Conjoined twins survived and thrived in Dallas, a rare “Ghost Baby” born without 80 percent of her blood was saved by a breakthrough stem cell treatment 
Ruby Graupera-Cassimiro says she's "just a normal girl," but her doctors say she's a miracle. Her heart stopped beating for 45 minutes. Just as doctors were about to call her time of death, they spotted a blip on the monitor. 
"I was dead," Graupera-Cassimiro told ABC News. "My husband tells me, 'You were gray. You were cold as ice, and you were dead. You had no color in your lips.'" 



Chronically Critically Il
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Patients who require prolonged mechanical ventilation and expensive ICU stays are generally more than 60 years old, have more than a single comorbid condition (eg, coronary artery disease, chronic pulmonary disease), and have high in-hospital mortality rates (35%-50%).6-8 These patients have a high cost of care as well as poor outcomes and have been called “chronically critically ill.”8-10 Poor outcomes include poor quality of life, high mortality, need for individualized rehabilitation, high readmission rates, and high cost of care.8-10
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http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&ved=0ahUKEwjZ5-avpcPKAhWC8j4KHf5BCkgQjRwIBw&url=http%3A%2F%2Fwww.dailymail.co.uk%2Fnews%2Farticle-2221672%2FCare-Pathway-condemned-senior-doctors-medical-treatment-hastens-death.html&bvm=bv.112454388,d.cWw&psig=AFQjCNENgQGkc1gay_krNvmdk6WrfcGC1A&ust=1453753808770485

- s Flash:
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Ian Morrison
Scots think it is imminent
Canadians think it is eventual
Americans think it is optional


FACT OR FICTION

e Television CPR survival 1s >75%

e General public predicts 54% survival to
discharge for in-hospital CPR

e Overall, survival for victims of cardiac
arrest to hospital discharge has been
estimated between 0% and 10%.



TAKING CHANCES

 Roughly 2.5 million people die each year.

e Nearly 50% of hospitalized older adults
need a surrogate to make decisions for
them.

e >30 % of these patients are on life support.

e Decision making falls to surrogates,
usually family members.
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Discuss consequences for failing to discuss end of life preferences.
Torke AM, Sachs GA, Helft PR, et al. Scope and outcomes of surrogate decision making among hospitalized older adults. JAMA Intern Med. Mar 1 2014;174(3):370-377.
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Just so you know
I never want to live in a vegetative state, depended on some machine
If that ever happens just unplug me OK?
Hey!
CHOOSE WISELY



IMPACT

* Surrogates report problems with
communication and decision making

—delays 1n hospital decision such as
DNR orders

—high levels of unwanted care

* Surrogates also report high levels of
posttraumatic stress, anxiety and
depression.
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CHANGING OUR APPROACH

e Go Wish

e Caring Conversations

e PREPARE

 The Conversation Project
e Death Cafes

My Gift of Grace
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Actively engage in conversation
Training Health Care Providers
Respecting Choices
Common Practice (My Gift of Grace)
Abba et al.  Interventions to engage people in EOL discussion.


Imagine...
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If you could plan it today, what would you like your last day on earth to be like?
Where would you be?
What would you be doing?
What music would you like to listen to?
Do you know what kind of health care you want to receive or where you want to be during this time?


A GREAT GIFT

LISTEN AND SILENT
Think about it.
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Same letters…
Father must make a difficult decision for his young adult daughter.
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PLAN

e Attendants

e Amenities

* Interventions
e Pain relief

e Feeding

A
000%\
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This is a process.
Think about your own experiences with death.
It is never too soon.
Where would you be?  What would you be doing?
What would you eat? What music would you listen to?
What would be your final words, final acts?




ETHICAL TENSION

Primary Use
obligation to <-------- , healthcare
patients resources

responsibly

19
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Policy implications of the tension between autonomy and justice
Don’t expect individual physicians to ration healthcare at the bedside
Futility is an on-going problem


DOCUMENTING PREFERENCES

e National Health Decisions Day

( )

 |SDH Brochure on Advance Directives
e Living Will
« DPOAHC/HCR
e POST



http://www.nhdd.org/

ETHICS SPEAK

The expected utility for each option is the
expected benefit minus the cost or harm
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Discuss consequences for failing to discuss end of life preferences.


PLAIN LANGUAGE

Would a reasonable, rational person prefer
to end such a life in order to end its pain and
suffering, even though this means the end of
all pleasures and projects as well?
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Discuss consequences for failing to discuss end of life preferences.
“is the life worth living?” 
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TALK ABOUT IT
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April 15-17, 2016
Indianapolis, IN
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 Sponsored by the IUPUI School of Nursing, the festival is an event for the living about the dying.  The goal of this event will be to encourage conversation and help participants reflect on how we manage death and dying, by providing space and opportunities to talk and discuss end-of-life issues as individuals and as a society.  
More than 20 events, close to 800 participants, we will do follow up with people who gave us contact information and find out if attending an event made a difference (talking with important people in their lives about preferences)


VALUE PROPOSITION

* Support meaningful dialogue about EOL
preferences

* Promote seamless coordinated care
* Support patient centered medical care
» Foster responsible resource utilization

* Improve quality of life for people with
multiple co-morbid conditions
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1. Which stakeholders gain value? Patients, employers, insurers, health systems, just allocation of resources
2. What value do they gain? Quality of life, dollars to spend with greater impact on health
3. What are the considerations regarding development of an IT solution?  
4. What strategies should be employed to drive provider use?
Can’t honor preference if you do not know what they are
Long term care, more in a paper world





Comments”?
Questions?

lwocial@iuhealth.org



mailto:lwocial@iuhealth.org

	Conversations about dying
	Objectives
	Slide Number 3
	Where we Are
	Where we want to be
	Barriers
	Slide Number 7
	Advances in medicine
	Slide Number 9
	Slide Number 10
	Fact or fiction
	Taking chances
	conversations
	IMPACT
	Changing our approach
	Slide Number 16
	A great gift
	Plan
	Ethical TENSION
	Documenting preferences
	Ethics speak
	Plain language
	Slide Number 23
	Slide Number 24
	Value proposition
	Slide Number 26

