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End-of-Life Planning

Our shared commitment and responsibility

to radically improve end-of-life care for Arizonans
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Male 77.17 76.3
EXpectancy Female 82.12 81.3
Both 79.86 79.64
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Death Trajectories
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often, self-care death usually seems
becomes difficult - “sudden”
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The Hard Facts

« Nearly 20 million baby boomers are expected to die in
the next 15 years
— An average of 1.3 million annually
— Most suffering from multiple chronic conditions
— %\.’Ifust find balance between quality and quantity of
ife
 We need to make more informed choices about
living longer and living well
— WGYLM
— Balance longevity with dignity

— Not “What’s the matter with Dad” but “What
matters to Dad”

— The “right care” at the end of life is what a well-
informed patient genuinely wants

Life Conversations
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The Hard Facts

« Between 12% and 24% of those who lost
someone close to them report the patient’s
wishes were not carried out

* Between 25% - 38% said that
family/friends experienced needless pain
rating the quality of end of life care “fair” to
“poor”

* By 2020 40% of Americans are expected to
die alone in nursing homes

AzmHA Thibault, S. (2017, May 10). A better way to care for the dying . Retrieved May 10, 2017, from

http://www.economist.com/news/inter at ion aI/21721375 Life Conversations
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Evidence About End Of Life

90% of people
7 say that talking
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Evidence About End Of Life

60% of people say that
making sure their

— S~ family is not burdened
- — by tough decisions is
What’s W / "extremely important."
il Important

( to People

at End of S
\\ Life? N But 56% hav
| — not

ommunicate
their EOI
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Source: The Conversation Project National Survey 2013. 0 TRoughigicl



What’s Important?

80% of people say that if seriously ill, they
would want to talk to their doctor about end of
life care...

Only 1% report having an end of life
conversation with their doctor.

—

Source: Survey of Californians by the California HealthCare Foundation (2012)

Lif



What’s Important?

10% of people say they prefer to die at
home...

16% die in an institution (hospital, nursing
home or LTX), and receive more aggressive,
invasive, poorer quality of care than they
would at home..

Source: National Center for Health Statistics 2010, www.cdc.gov/nchs/data/hus/hus10.pdf

Teno JM, Clarridge BR, Casey V et al. Family perspectives on end-of-life care at the last place
of care. JAMA 2016;291:88-93.

Life Canwersations



National Physician Survey 2016

16% report
they feel
— - , unsure of what
Physici .
il | to say.
( Views on \
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familie HUL
care 3 Toughegict

Source: Poll- The Conversation Stopper 2016



Arizona Physician Survey

Late 2017
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il are/doctors \ patients.
( talking to
their 57% iscuss with

\\ patients \\ rminal
| > =¥
| about EOLZ diagnosis
ONLY 46% discus:
hen death is
Source: Survey by ArMA/AOMA Joint Physician Task Force 0 PRoughigicl

on End of Life Care 2017



Did You Know?
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CPR Facts?

Op‘e who CPR was designed to save
- . troops on the battlefield. It was
have CPR live never intended to be used with

the frail and elderly or those

through it. . of with end stage disease.
Your chance g 30% wi
hrough CPR ° Will haV& brain

living t ) dama e .
ina hospital Q nev9r9 that wijj
Known complications from get better

0 .
CPR that should be part of 97% will have
every informed consent b roke n ribs

99% will have
brulsing to the chest

Who is least likely to live
aftex CPR?
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What Americans Want

Care To be in the
Todieat  coordination presence of
homeN~_ f 7 loved ones
Freedom _, | , —
from pain Not to be a
burden
Time to Spiritual

reflect well being

Planning
around
\ their
Understanding // / -\ wishes
Choices  Honest dialogue Compassion

from healthcare
providers

Life Conversations



About End Of Life....

* We don’t plan
ﬁ for it!

WhyDon’t

We Get
What We
Want?
Hope
is Not
A Plan'



Advance Care Planning: A Process That Includes

si'

‘ ‘ Reflect: What’s Important to Me?

l I Discuss Options — Doctor & Loved Ones

‘ ‘ Complete your Documents
‘ f‘ Share copies & talk to your loved ones

Review & Update Periodically




How to bridge the gap between what
people want and what they get?

At some point in life, the only thing worse
than dying is being kept alive.

S Bowron, MD St Paul, MN



— -

The question is
do you want to have a say in how you die?



Too many Americans fail to plan for end-of-life care

Originally published May 28, 2018 at 12:01 pm | Updated May 29, 2018 ot 4:04 pm
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John McCain has not
announced a decision to
stop treatment for his
brain tumor, but his
public actions indicate
that he has transitioned
from “being sick” and
hoping for a cure, to
“dying” and hoping for
the best possible quality
of life in the time
remaining.

This March 18 photo shows Meghan McCain with her dad, U.S. Sen. John McCain, in Sedona, Arizona.
(Meghan McCain via AP)

Life Conversations

There are personal barriers to dying well, largely fueled by fear and lack

of information, which can be addressed now. _




The Problem: “The Big Gap”

What People Want What They Get
Be at home with family, Recycled through the hospital
friends

. Often unwanted, ineffective
Have pain managed

treatment
Have spiritual needs Often die in hospital, in pain
addressed and isolation
Avoid impoverishing At great cost to families and the

families/being a burden nation.



Thoughtful Life Conversations

WISHES WISHES WISHES
EXPLORED EXPRESSED HONORED

Al »
£ Life Conversations




R‘/ Life Conversations

Preferences Priorities

Az{3JHA
Az{{JHA =S

il »
(/ Life Conversations
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Key Strategies & Activities

@

Professional Education for
Healthcare Providers and
Healthcare Systems
Improving provider
competencies in advance
care planning and end-of-
life care

Thoughtful Life Conversations is at
the center of policy reform in
Arizona for improved payment and
legislation supporting needed
changes, such as payer reform for
advance care planning, and
adoption of standardized advance
care planning for the seriously ill.

ele2s
(.a.)
T2

Community Outreach

Expanding opportunities
for Arizonans to have
their end-of-life wishes
known and honored

o

Communication

Developing a
communication network
at the individual, the
community and the
societal level for
knowledge dissemination
and innovation diffusion.

Az{{JHA

L Life Conversations
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Community Outreach

This 2-hour workshop helps people begin the conversation
and outlines a clear process for them to ensure that their
priorities and preferences for end-of-life care are known,
documented and honored. Objectives are to reduce fear
and stigma around talking about dying and to allow people
to consider what’s important to them; learn how to talk to
others about their wishes; review healthcare planning
decisions, resources and documents; learn with whom to
share their healthcare planning documentss disc
when to review and update these doc%W
A5 hour train the trainer class is avall[gFgIgonversations




Policy & Advocacy

Policies and Payment Systems that Support Quality End-of-Life Care
Integrating national quality standards of end-of-life care into Arizona’s
policies and payment system




@Arizona END OF LIFE
CARE PARTNERSHIP

YOUR JOURNEY. YOUR CHOICES. YOUR DECISIONS.

United Way of Tucson and Southern Arizona
Arizona Hospital and Healthcare Association Southwest Folklife Alliance

Casa de la Luz Foundation Tohono O'Odham Nursing Care Authority
Interfaith Community Services Tucson Medical Center Foundation

Our Family Services Tu Nidito Children and Family Services
Pima Council on Aging University of Arizona Center on Aging

As the backbone organization for EOLCP, the United Way of Tucson and Southern Arizona
(UWTSA) leads this effort to create a collective impact model for End of Life Care through
its mission to build a thriving community by uniting people, ideas, and resources.

www.azendoflifecare.org | 520.903.3911 | eolcp@unitedwaytucson.org

Funded by the following foundations.

: Legacy Foundatiorv ] . COMMUNITY
N et Co 0 1ol o rieiaicn FOUNDATION

for SOUTHERN ARIZONA



Community Engagement

HONORING A LIFE
Core —
Curriculum == R Train the
Developed & Trainer Classes
Adopted Deployed

Hired Honoring A Life:

Program Advance Care Planning Conversations
Director

Spreading to
targeted
communities &
stakeholders

Az JHA 2

Ariaona 1aapitallard Hiralihrare Assoriation

Trainers are
holding
community
ACP sessions

Life Conversations



Advance Care Planning

ACP is a process that unfolds over a life span

Al »
£ Life Conversations




Advance Care Planning

Prognosis: Prognosis:
1-2 Years Weeks to Months
\ A
| | |
D 18+, Healthy D D D Seriously Il Crises & Decline End of Life

1)

» Condition worsening

* Progression of Serious or . .
9 « Revisit Serious lliness

» Poor Prognosis

* Identify Health Care Diagnosis Chronic lliness(es) Conversation * Reuvisit Serious lliness
Proxy (HCP) of Serious * Have Serious lliness (MOST/POLST) Conversation / Goals
» Conversation about or Chronic Conversation . Goals of Care of Care Discussion
care preferences lliness(es) * Begin MOST / POLST . . . * Revisit MOST /
Conversations D'SC.U.SS'On (If clinical POLST
decision)
Advance Directive MOST / POLST
e Planning for Serious lliness Conversations begin - planning in the context
future care of progression of serious illness

Goals of Care Discussion = Decision making in context of
clinical progression/crisis/poor prognosis

Az{{JHA

ariens SEFIOUSHIRESSCake Program, Ariadne Labs v Life Conversations
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Where To Start?

» Reflect: What’s Important To Me

» Discuss Options & Wishes with your
Doctors & Loved Ones

« Complete your Healthcare Directive
documents

 Communicate Your Wishes & Give
Copies to Your Representative,
Loved Ones, and Providers

» Review and Update Periodically

Azﬂ]HA L Toughghl

Life Conversa tions




Why is it important to understand
and talk about end of life?

LET'S TALK ABOUT IT




Why is it important to understand
and talk about end of life?

/—

* Dying is not a medical event | ‘
 Knowledge reduces fear “

| FT'S TAI K AROLIT IT




What is dying?

« Everything between birth &
death is LIVING.
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Arizona State Documents

» Living Will
» Health Care Power of Attorney

« Mental Health Care Power of
Attorney

 Prehospital Medical Care Directive
(DNR= Do Not Resuscitate)




e
Most Important Issues at End of Life

« Making sure family is not burdened
financially by my care — 67%

» Being comfortable and without pain — 66%
» Being at peace spiritually — 61%

Making sure my family is not burdened by
tough decisions about my care — 60%




“I know this is difficult but I would
like to talk to you about something
that is really important to me.”

P
—

“I care about you and want to tell h

you some things that I hope would

make it easier for you if I couldn’t =

make decisions for myself.”

“It’'s OK if you feel uncomfortable
with this topic but please, just listen JR =
to me right now.” o

“Please, do this for me.”

L Life Conversations
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What Matters to Me....

Finish the sentence, “What matters to me at the
end of my life is o

You’ll see that this isn’t really about dying—it’s
about figuring out how you want to live, till the

very end.

The Conversation Project
Institute of Healthcare Improvement (IHI)
http://theconversationproject.org/

Al »
{ Life Conversations



http://theconversationproject.org/

Many Options Available

Arizona Advance
Health Care Directive

This form lets you have a say about how you
want to be cared for If you cannot speak for yourself.

This form has 3 parts:

530 choose a medical decision maker, Page 3

A medical decision maker is a person who can make health care
decisions for you if you are not able 1o make them yourself.

They are also called a health care agent, proxy, of sumogate.

[EZTTE3 Make your own health care cholces, Page 6

This form lets you choose the kind of health care you want.
This way, those who care for you will not have to guess what
you want if you are not able to 12l them yourself.

EZTE] sion the form, Page 11

The form must be signed before it can be used.

You can fill cut Part 1, Part 2, or both.
Fill out only the parts you want. Always sign the form in Part 3.

1 witness needs to sign on Page 12, or a notary on Page 13.

PREPARE"

O €1 Tr Sagunty f Fs Ly of CHIETIA 08 we Snpartr o oy

Your Mame

Az{{JHA
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Life Care Planning Packet
Advance Directives for Health Care Planning

Mail completed forms to:
_Arizona Secretary of State

FIVE

MY WISH FOR:

The Person | Want to Make Care Decisions fior Me When [ Can't
The Kind of Medical Treatment | Want or Don't Want
How Comfortable | Want to Be

How | Want People to Treat Me

‘What | Want My Loved Chnes o Know

HEALTH CARE DIRECTIVE (LIVING WILL)

Want Bveryons who canes for me to kniow what health cars | want,

I
‘when | cannot et others know what | want.

SECTION 1:

I'want my docior to try treatments that may get me back %0 an aceeptabi qualty of Ife. Howevar, f my quaiity of ife
becomes Lnaccaptabée to me and my condltion wil ot Improve (Is Imeversible), | divect Mat al treatments that exiend
my 52 be withrawn.

A qualty of Ife tat ls unageaptabie to me means (check all that apply;
O uUnconscious (Shronic Cma or persisent vegetatve state)
O uUnabie to communicats my nesds.
O uUnabie to recogize tamily or Sends
O Total or near total dependence on DHhers 5or cans
O omer,

Check only one:
O Even I have the quality of e descrived above, | 531 wish to be freated with food and water by tubse of

Intravenously (IV).
O ¥1have the qualfty of IN2 descrioed above, | do MOT wish 10 be freated with food and water by tube or
Intravenously (V).
SECTION 2: {You may leave this section blank.)
Some people do not want certain treatments under any dreumstance, even T ihey might reovar.
Check Me treatmenis Delow Mal you J0 not want under Ay Ceumstancss:
O Cardopuimanary Resusditation (CPR)
O ventiiation {breathing maching)
O Fesding ube
O Dialysls
O other

ICTION 3:
Wihen | am near geath, It ks Important to me hat:

[SUCN 38 NOEpICE cane, Place Of DRt TUNeral ATangEments, Camation or bunal preferences |
BE SURE TO SIGN PAGE TWO OF THIS FORM

If you only want a Heath Care (Medical] Power of Attomay, draw a Large X through this page.
Talk about Tiis Torm with the parson you have chosen to make decislons for you, your doctorfs), your family and
friends. Give each of tham 3 copy of this form.

Taks a copy of this with you whenever you go to the hospital or on a trip.

You should review this fom often.

You can cancel or change this form at any me.

FOR MORE INFORMATION CONTACT HEALTH CARE DECI3S0NS, (802) 2222298 OR WWW.HCDECIZIONS ORG
Page f2i2 SWDEIE UL

{ Life Conversations




Professional Education Progress To Date

Core
Curriculum

_ —.I‘
Developed &  ppD|F|[ ABS

Adopted
@ ERIGHAMAND E HARVARD TH.CHAN
WOMENS HOSPITAL ' | iewode of bl widire

Director

Medical Communication in

Spreading to

4

\L Life Conversatlons

wdme«A e Associatio

Ariaona 1ksapitallardd Bleahbrarr Assoriaton

entities and
specialties

Train the
Trainer
Classes
Deployed

Trainers are

Hired Serious Illness A training their

stakeholders
ol
f P 4
Life Conversations




Communications in
Serious Illness

* Education and resources to help your
healthcare team talk to you about what’s
important to you if you are seriously ill or
frail

 The healthcare team includes:

— Physicians, Physician Assistants, Nurse
Practitioners, Nurses, Social Workers, Clergy,
others in their offices

Azﬂ]HA 5 Thoagheul

Life Conversa tions
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The Golden Questions

 What’s your understanding of where you are
with your illness?

* When you think about the future, what do
you hope for?

* When you think about what lies ahead, what
worries you the most?

 What are your most important goals if your
health situation worsens?

AZ{JHA R Foughigid

Life Conversa tions




|
The Golden Questions

* What gives you strength as you think about
the future with your illness?

 What abilities are so critical to your life that
you can’t imagine living without them?

* |f you become sicker how much are you willing

to go through for the possibility of having
more time?

* How much does your family know about your
priorities and wishes?

AzﬂﬂHA 8 Thoughpiet

Life Conversa tions




Policy Focus:

Arizona
Medical
Orders for
Scope of
Treatment




Thoughtful Life Conversations

“Estate Planning of the Heart”

They are a gift to family members and a
way to ensure our wishes are honored.

Az{{JHA L Toughgicl
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The future depends on what we do
in the present.

-Mahatma Gandhi

Az{{JHA L Toughgicl
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Life Conversations

P Aoupbigsl

Questions?

http://www.thoughtfullifeconversations.org/



http://www.thoughtfullifeconversations.org/

