PLEASE TAKE A
MOMENT TO
PROVIDE US
WITH YOUR
ANSWER TO THE
FOLLOWING
QUESTION

(use the Q&A tab
to share your
response, please)

Tell me, what do you plan to
do with your one wild and
precious life?

Mar
the

h

--Mary Oliver*

Jane Oliver was a Pulitzer Prize winning American poet. Her work is inspired by nature, rather than
uman world, stemming from her lifelong passion for solitary walks in the wild.
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ARKING BE HER
LOT NOW

Before we get started please take out a piece of paper. Draw a line down the center.
On the left side write Parking Lot. On the right side write Be Here Now.
On the Parking Lot side write down all the things swirling in your mind that you need to remember to do but not right now
(shopping list, friends to reach out to). On the Be Here Now side write down the things that are on your mind about tonight’s class
(topics of interest, questions you have, ideas to share).

Take this moment to come into this learning space.



THE SERIES

Week 1 Week 2 Week 3 Week 4

Death and Dying: The Trifecta: Grief The Toolbox Leading the Way
The Good Death Loss and Trauma (For Supervisors)
Session 1: An Session 1: An Overview

Overview Session 2: Practical

Session 2: Models of Application

Care
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Death and Dying - the Good Death

COURSE OBJECTIVES

To understand the dynamics of death in the US and what
the research says about “The Good Death.”

To understand the psychosocial and spiritual factors of
the dying process and how that impacts us as providers
of care.

To develop a working knowledge of EOL care models.

To understand the tools available for EOL decision-
making.
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Major Tenets

We live in a death
phobic society.

Everyone in the
equation
experiences the
death differently.

Individuals with
terminal illness are
still living human
beings.

The death
experience is highly
nuanced, rarely
black and white.

Dying is very
individual.




Death Averse Society

Western cultures often
see death as an enemy
to be defeated with the
weapons of medical
technology and modern
medicine.

This type of death
aversion “estranges us
from an integral aspect
of human life.”

(Despelder & Strickland, 2011)

“Of all of our human
experiences, hone is
more overwhelming in
its implications than
death.” ipespelder & strickiand, 2011)

Research shows the more
we talk about death the
more comfortable we are
with it.

It's important that we get
comfortable with the
uncomfortable.




Ageism and End of Life (EOL)

Elders experience ageism

and discrimination Approximately 75% of all

throggh ozl aiiludes, Death is no exception. deaths occur past the age
media portrayal and of 65

employment, among
others.

This connection to death:

* Drives fears

* |s reminder of individual
mortality

 Often drives psychological
distancing from older adults
and resulting ageism.

(Martens, et al., 2004, Martens, et al., 2005, Murphy, et al., 2021, U.S.Census Bureau quickfacts, )






Euphemisms for death can be both useful

and detrimental.

* Protective quality, modulate emotion

d * Reflect belief system i.e. “crossed over”
Wor S * May keep an individual in denial
M atter * May create a false picture of patient status

Using euphemisms can cause issues in
the health care setting.

Important that healthcare providers use

clear, direct language.

(Corr & Corr, 2013, DeSpelder & Strickland, 2011)



The unexamined life is not worth living.

Socrates




The unexamined death is not worth dying.

Anonymous




1. Have you given serious thought or
“examined” your own death?

2. Do you avoid even thinking about it?

PO LL Yes, | avoid thinking about it.
dNo, | don't avoid thinking about it.
I probably avoid thinking about it
but want to believe | remain open.



They are still alive and often have “unfinished
business” they want and need to address.

Why Is It
We need to listen actively to them in order to ImpO rtant
to “pay

identify with them their tasks and needs so
that we can be effective providers of care.

attention”

They have much to teach us about our shared o the
humanity and the final stages of life with all of - ~
it's anxieties, fears and hopes. dylng '

(Klbler-Ross, E. 1969)




The Ethical Principle of Autonomy

Autonomy — self-determination; “An individual’s
ethical right to receive care consistent with their

Being Normal preferences.” (Houska & Loucka, 2018)
Taking Charge

Autonomy has a deeper, more contextualized meaning
with terminally ill individuals.

Review of literature reveals the need to view autonomy
not just as the ability to make one’s own treatment

choices but to be supported in the process of living
through a terminal illness.




Whe

IS death?



Death
IS a
spiritual process with medical implications
rather than a
medical process with spiritual implications.




Death Is
Multi-dimensional

~

The Physical: The natural
process of shutting down

The Psychosocial/Spiritual:
The “spirit" releasing the
natural body.



The Process

Natural process of emotional,
spiritual, mental release

Release of the body and
environmental attachments

Prepares spirit to move from
this existence to the next

Requires support and
encouragement




Death iS a Shared Individual with life-
Expe ri e n Ce limiting illness

Family/Loved ones

Providers




POLL

How do you see your role as a
stakeholder in a client’s end of
life experience?

1) | don't think | am a stakeholder

2) | do what | can to support a client
at end of life but don't think it
really makes a difference

3) | am instrumental in the end of life
process for my clients.



Death brings out cultural, religious, ethnic, social, spiritual and
economic variations that may be neglected or hidden in other

health-care settings.

Families often revert to the customs of their ancestors to provide a
sense of continuity during times of less and grief. They may. call
upon their personal beliefs and familiar rituals te help them through

the tough times surrounding a death.

(Clarkson, Lovvorn, 2014)
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“Care at the end of life should recognize, assess, and
address the psychological, social, spiritual/religious issues
and cultural norms realizing that different cultures may
require significantly different approaches.”

American Academy of Family Physicians



What Is
Culture?

Common set of ideas, values and
expected ways of behavior shared
by a people group.

Often passed down through the
generations, provides a sense of
Identification

Most commonly is racial or ethnic in
nature but can also include
geographic location, faith practices,
family patterns, social class, sexual
orientation, etc.

(Corr & Corr, 2013, DeSpelder & Strickland, 2011)




Culture is the lens through
which we navigate our life...
and our death.




The Context of Culture

our views on both * |s the standard ¢ valuable to one
life and death to define and group/unfamiliar
conduct lives. or challenging to
(Benchmark another

even if having
decided to reject
the standard)

(Corr & Corr, 2013, DeSpelder & Strickland, 2011)



United States ... a More Diverse Nation

Ethnic and cultural make-up of US population is changing

Non-Hispanic Whites 60.1%
Hispanic & Latino 18.5%
African American 13.4%
Asian 5.9%

By 2040, 50% of Americans will be non-white.
One out of two patients will come from a non-white background.

(U.S. Census Bureau Quickfacts)



Cultural
Influence

at EOL

(Corr & Corr, 2013, DeSpelder & Strickland, 2011, Giver, 2022)



Be aware and sensitive to the attitudes, practices and beliefs of a culture group.

Never assume.

Wide range of individual diversity within cultural groups
May not adhere to cultural norms.

The world we see Is only the world as we see it. Others see differently.

Albert Einstein




The Good Death



A good death?

How would you define
a good life?



Ars moriendi ("The Art of Dying'') are two related Latin texts dating from 1400s, offering
advice on the protocols and procedures of a good death, explaining how to "die well"
according to Christian precepts of the late Middle Ages.

It was written within the historical context of the effects of the Black Death 60 years
earlier and consequent social upheavals of the 15th century.

The earliest versions were most likely composed in southern Germany. It was very
popular, translated into most West European languages, and was the first in a western
literary tradition of guides to death and dying. About 50,000 copies were printed before
1501 and further editions were printed after 1501.

Its popularity reduced as Erasmus's treatise on preparing for death (De praeparatione ad
mortem, 1533) became more popular.



According to the
Institute of Medicine, a
"good death” is:

“Free from avoidable distress and suffer
family and caregivers in general accord
family’s wishes and reasonably consist
cultural and ethical standards.”

(Meier, Gallegos, Montross-Thomas, 2015)



Psychological Evaluative Process

Dying individuals go through a unique psychosocial process to
the extent that their emotional, cognitive, physical abilities

allow.
Opportunity for personal growth and even joy.

Consistent with empirical studies of “a good death” and
theories such as:

Sudnow: Four Types of Death
Tornstam: Gerotranscendence
Corr: Task Model

(Corr & Corr, 2013, DeSpelder & Strickland, 2011, Meier et al., 2015)



The Notion of a “"Good Death”

(Meier et al., 2015)




Pain-Free Status
Feeling No Pain

More concern about suffering during the
process of dying than death itself.

Symptom control is not just about physical
comfort.

Alignment with overall value systems, such
as balancing pain control and cognitive
alertness to allow meaningful interaction
with loved ones.

Psychosocial and spiritual issues can
manifest in biological symptoms.

(Corr & Corr, 2013, DeSpelder & Strickland, 2011, Meier et ¢



Life
Completion
Looking Back

Developmental task of “Maturity” or
“Completion,” inner sense of
wholeness.

Reframing of past conflicts into new
meaning (Often, where regrets are
expressed.)

Attained by introspection and self-
reflection that facilitates reconciling
one's life choices and achievement.

Closure with loved ones — goodbyes,
reconciliation/repair of relationships

(Corr & Corr, 2013, DeSpelder & Strickland, 2011, Meier et al., 2015)



Emotional Well-being
Peace of Mind

Emotionally and psychologically supported
Finding & maintaining inner peace
Maintaining and improving close relationships
Addressing fear of abandonment.

May narrow focus to most valued relationships
and activities.

Ability to explore meaning of death

(Corr & Corr, 2013, DeSpelder & Strickland, 2011, Meier et al., 2015)



Dignity
A Sense of Worth

Desire to maintain personal dignity “disease process” or
“dying individual.”

Ageism and age-related losses devalue perception of
worth.

Life-threatening iliness feelings of loss, lack of value and
self-worth.

Loss of social and familial roles, loss of future goals and
plans.

Focus importance of role within the family, sharing of
tangible (i.e. money, heirlooms) and intangible gifts (i.e.,
concern for others, sharing life lessons).

(Corr & Corr, 2013, DeSpelder & Strickland, 2011, Meier et ¢



Quality of Life
A Life Worth Living

“Palatable quality of life” even if limited

Requires adaptation and redefinition of
quality of life

Combination of symptom management,
psychosocial as well as practical support.

As disease progresses, illness-related losse:
and dependence on others increase




Family
Who Do You Love?

Broad definition of family — blood relatives &
loved ones

Maintaining and improving relationships and
Interpersonal connections.

Concerns regarding burden to those left
behind.

Affairs in order.

Leaving no “unfinished business” with loved
ones. Two-Way

=

| love you.
Forgive me.

| forgive you.
Thank you.

)

2004,Corr & Corr, 2013, DeSpelder & Strickland, 2011, Meier et al., 2015)




Spirituality & Religion
Looking Forward

Something inside of each of us that
we define and express as spiritual.

A variety of meanings and
expressions.

Spirituality and religion complex
overlapping concepts

(Corr & Corr, 2013, DeSpelder & Strickland, 2011, Meier et al., 2015)



* Ways individuals search for * Focuses on a relationship
and define meaning and with God and others.
experience connectedness. e Centers around a specific set

* Connectedness of doctrines which are
encompasses: idea of God practiced by a faith
or a higher power, self, community
others, nature  Usually involves preparation

for and focus on an afterlife.

(Corr & Corr, 2013, DeSpelder & Strickland, 2011)



Spirituality

& Religion

Source of transforming hopelessness into hope,
meaning and gratitude.

Significant source of coping, strength, comfort
and community

Assurance of being loved

Involves the outcome for the “self:” connected to
the unknown and afterlife

Questions around forgiveness, reward or
punishment, passage to another life

Individual'’s spiritual struggle and re-examination
of belief systems can look like unbelief






“The tricky part of illness is that, as you go
through it, your values are constantly changing....
You may decide you want to spend your time
working as a neurosurgeon, but two months later,
you may want to learn to play the saxophone or
devote yourself to the church. Death may be a
one-time event, but living with terminal illness is a
process.”

— Paul Kalanithi, When Breath Becomes Air




Broadly defined as life dreams or visions when death is
near.

Often misinterpreted as delirium or hallucinations.

Usually comforting and reported with clarity

* Presence of someone who has passed

e Preparing for change (i.e. completing a task, travel)
e Vision of a different realm

e Knowing time of death

Death bed visions have been occurring since the
beginning of time.

(Corr & Corr, 2013, DeSpelder & Strickland, 2011, Giver, 2022)
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