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End-of-Life Planning  
 
 
 
 

Our shared commitment and responsibility  
 

to radically improve end-of-life care for Arizonans 



Good News, Bad News 



Life 
Expectancy 

Center for Disease Control  
Atlanta, GA: National Centers for Health Statistics 
http://www.cdc.gov/nchs/  

Arizona US 

1. Heart Disease 1. Heart Disease  

2. Alzheimer's 2. Stroke 

3. Lung Disease 3. Alzheimer's 

4. Stroke 4. Lung Disease 

5. Lung Cancers 5. Lung Cancers 

Arizona US 

Male 77.17 76.3 

Female 82.12 81.3 

Both 79.86 79.64 

Causes of  
Death by  

Rank Order 



Death Trajectories 

7 of 10 
Americans 

die from 
chronic 
disease  

 

 
9 of 10 deaths in 
Medicare 
population are  
associated with 
chronic illnesses 

 



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 
– Must find balance between quality and quantity of 

life 

• 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  

Vizient, 2017 



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  

 Thibault, S. (2017, May 10). A better way to care for the dying . Retrieved May 10, 2017, from 
http://www.economist.com/news/international/21721375 
 





Only 27% 
have actually 

done so 
 

90% of people 

say that talking 

with their loved 

ones about end 

of life care is 

important. 
 

Do you think 

talking with 

your loved 

ones about 

end of life 

care is 

important?  

 



But 56% have 
not 

communicated 
their EOL 

wishes 
 

What’s 

Important 

to People 

at End of 

Life? 

 

60% of people say that 

making sure their 

family is not burdened 

by tough decisions is 

"extremely important."  



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

 



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.   
  

 



Less than 1/3 
(29%) report 

having any formal 
education on 

talking to their 
patients and their 
families on EOL 

care   
 

Physicians 

Personal 

Views on 

Talking To 

Their Patients 

on End-of-life 

care 

 

46% report 

they feel 

unsure of what 

to say.  



57% discuss with 
terminal 
diagnosis 

ONLY 46% discuss 
when death is 

imminent.  
 

How often 

are doctors 

talking to 

their 

patients 

about EOL? 

37% routinely 

discuss EOL 

with elderly 

patients.  



Knowing this, if 

you had a 

choice…how 

would you want 

to die?  



CPR was designed to save 

troops on the battlefield.  It was 

never intended to be used with 

the frail and elderly or those 

with end stage disease.  

Known complications from 

CPR that should be part of 

every informed consent 

Who is least likely to live 

after CPR? 



Do you and your 

loved ones know 

this?  



To be in the 

presence of 

loved ones 

Care 

coordination 

What We 

Want 

To die at 

home 

Not to be a 

burden 

Spiritual  

well being 

Freedom 

from pain 

Time to  

reflect 

Planning 

around 

their 

wishes Understanding 

Compassion Honest dialogue 

from healthcare 

providers 

Choices 



Hope  
is Not  

A Plan!  
 

We don’t plan 

for it!  
 

Why Don’t 

We Get 

What We 

Want? 
 



Reflect: What’s Important to Me? 

Discuss Options – Doctor & Loved Ones 

Complete your Documents  

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 





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. 





Thoughtful Life Conversations 

WISHES 
EXPLORED 

WISHES 
EXPRESSED 

WISHES 
HONORED 



    
Values  

    
Preferences 

    
Priorities 



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

Communication 

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.  
 

Policy & Advocacy 

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

Community Outreach 

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

Professional Education  

Thoughtful Life Conversations  

Key Strategies & Activities 



    

    

Communication in Serious Illness 
 

This 2.5-hour didactic sessions reviews the 
need for a systematic approach to having more, 
better and earlier conversations about patient 

values and priorities in serious illness, defines a 
population with serious illness who may benefit 

from the serious illness conversation, and 
teaches how to improve communication in 

patients with serious illness with a structured 
communication tool.  

A 5 hour train the trainer class is available. 
 

PROFESSIONAL EDUCATION 

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 documents; and discuss 

when to review and update these documents.  

A 5 hour train the trainer class is available. 

Community Outreach 



    
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 

Policy & Advocacy 





Honoring A Life:  
Advance Care Planning Conversations  

Community Engagement  

Hired  
Program  
Director 

Core 
Curriculum 
Developed & 
Adopted 
  

Trainers are 
holding 
community 
ACP sessions  
 

Spreading to 
targeted 

communities & 
stakeholders  

 

Train the 
Trainer Classes 
Deployed  
 



Advance Care Planning 

ACP is a process that unfolds over a life span 



Advance Care Planning 

• Identify Health Care 

Proxy (HCP) 

• Conversation about 

care preferences 

Diagnosis 

of Serious 

or Chronic 

Illness(es) 

• Progression of Serious or 

Chronic Illness(es) 

• Have Serious Illness 

Conversation 

• Begin MOST / POLST 

Conversations 

• Condition worsening 

• Revisit Serious Illness 

Conversation 

(MOST/POLST)  

• Goals of Care 

Discussion (If clinical 

decision) 

• Poor Prognosis 

• Revisit Serious  Illness 

Conversation / Goals 

of Care Discussion 

• Revisit MOST / 

POLST  

18+, Healthy Seriously Ill Crises & Decline  End of Life 

Prognosis:  

1-2 Years 

Prognosis:  

Weeks to Months 

Advance Directive 
• Planning for 

future care 

MOST / POLST  
Serious Illness Conversations begin - planning in the context 
of progression of serious illness  
Goals of Care Discussion = Decision making in context of 
clinical progression/crisis/poor prognosis 

Serious Illness Care Program, Ariadne Labs  



Where To Start?  

33 

 

 

• 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 





• Dying is not a medical event 
• Knowledge reduces fear 



What is dying?  



Arizona State Documents 

• Living Will 

• Health Care Power of Attorney 

• Mental Health Care Power of 
Attorney 

• Prehospital Medical Care Directive 
(DNR= Do Not Resuscitate) 

 

 
37 



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% 

• Living as long as possible – 36% 

 

 

 



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

 
“I care about you and want to tell 
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 
to me right now.” 

 
“Please, do this for me.” 

 



What Matters to Me…. 
Finish the sentence, “What matters to me at the 
end of my life is_______” 

 

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/  

http://theconversationproject.org/


Many Options Available 



Communication in  
Serious Illness  

Professional Education Progress To Date  

Medical 
Director  
Hired 

Core 
Curriculum 
Developed & 
Adopted 
  

Trainers are 
training their 
stakeholders 
 

Spreading to 
targeted 

entities and 
specialties  

 

Train the 
Trainer 
Classes 
Deployed  
 



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 



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?   

 



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? 

• If 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? 

 



Policy Focus: 
 

 Arizona 
Medical 

Orders for 
Scope of 

Treatment 



“Estate Planning of the Heart” 

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

Thoughtful Life Conversations 



The future depends on what we do 
in the present.  

 
–Mahatma Gandhi 



http://www.thoughtfullifeconversations.org/ 

 

Questions? 

http://www.thoughtfullifeconversations.org/

