
Planning Your Final Journey  
– End of Life Decisions 

1 



“He said over and over, when I die I want my obituary to just say ‘Doug Died,'” says Janet Stoll, Legler’s 
daughter. “(Other people’s obituaries) would say ‘he was the president of this, a director of this’ and Dad 
would say, ‘What, couldn’t they hold down a job?'” 
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1.Learn about your choices 
2.Decide 
3.Complete the necessary legal & other documents 
4.Tell significant others - again and again 
5.In other words…PLAN 

 
This is what we’ll be covering in rest of course. 
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Items to Decide/Plan for: Checklist 

• Helpful resources 
– Online resources including places 

    to store your data 

• Be sure to keep updated, perhaps 

    on your birthday 

    **Include REVISION DATES 

• Passwords especially 

• Let key people know where 

    to find your record 
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“Being Mortal” Dr. Atul Gawande  

• “We’ve been wrong about what our job is in 
medicine. We think it is to ensure health & 
survival. But really it is larger than that. It is to 
enable well-being” 

• Books, videos including PBS Frontline episode 
that can be viewed online – see “Resouces” 
handout 

• Introduction to next session on Medical 
Decisions 
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Aging, Dying &Being Mortal 
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How DRs Tell Patients They are Dying 
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When should patients stop treatment? 
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The Quality of Life Movement 

• “Niagara Falls trajectory” — maintaining a 
high quality of life for as long as possible, 
followed by a mercifully rapid end. 

•  Dr. Gillick - Medicare “shapes the way we die” 
by funneling us toward a high-tech hospital 
death. 

• Medicare “either or” provision 

• Medicare Part “Q” – an alternative 

• Veterans Admn - Home Based Primary Care  
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How Do Doctors Die? 

• Usually with far less Heroic care than the rest 
of us 

• Few choose CPR – only 8% who get CPR 
survive > 1 month; only 3% of that group lead 
mostly normal lives.  

• Twice as many have advanced directives 

• Dr. Murray’s friend Jack 
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Advanced Directive & Making Sure its 
Followed 

• Perhaps most important 
document 

• “My Directive Regarding 
Healthcare Institutions Refusing 
to Honor My Healthcare Choices 
“(Compassion & Choices 
website) 

• Dementia Provision (same) 

• Unwanted medical treatment –
Patient Self-Determination Act 
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Healthcare Agent  

• AKA proxy, durable power for Healthcare 
• Anyone over 18 can name an agent or be an 

agent 
• No special form – 2 witnesses 
• When – sooner rather than later! 
• Why – ensure your wishes are honored, avoid 

family conflict 
• Who – someone who will honor your wishes not 

their own & can be strong advocate 
• More from Attorney Malcolm Barlow on April 10 
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Death Panels are Back! 

• Medicare will now 
pay for visits with 
medical providers to 
discuss end of life 
care choices 

• Katy Butler 
“Knocking on 
Heaven’s Door” 
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What people say v. what they do 

• 90% of people say talking with 
their loved ones about end-of-
life care is important.  

• 60% say making sure their 
family is not burdened by 
tough decisions is extremely 
important. 

• 80% say if seriously ill, they 
would want to talk to their 
doctor about wishes for 
medical treatment toward the 
end of their life.  

• 82% say it’s important to put 
their wishes in writing 

• 27% have actually done so. 
 
 

• 56% have not communicated 
their end-of life wishes 
 

•  7% report having had this 
conversation with their doctor. 
 
 
 

• 23% have actually done it 
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• Studies have found that early discussions of a 
patient’s plans and wishes makes them more 
likely to be able to die at home or in hospice 
rather than in an intensive care unit. Those 
conversations can even prolong a patient’s 
life. 
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Stanford “What Matters Most” Letter 
  

16 



Funeral Choices 
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Funerals – Types & Costs in CT  

• Home burial - CT law is conflicting.  
• Types: 

– Immediate (minimum container, no services) 
– $2000 - $3800  
– Cremation (minimum container, no services ) 

$1000-$3000 
– Natural Burial – mostly not currently available in CT 

• Managing costs 
– Funeral Consumers Alliance of Connecticut (FCAC) 
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Pre-Paid Funeral Contracts 

• What happens to the money you've prepaid?  
• What happens to the interest income on $ that is prepaid and put into a 

trust account? 
• Are you protected if the firm goes out of business? 
• Can you cancel the contract and get a full refund? 
• What happens if you move or die while away from home? Some prepaid 

funeral plans can be transferred, but often at an added cost. 
• find out exactly what you are paying for and compare with other funeral 

providers 
• make sure the price is locked in and additional money won't be required 

at the time of death. 
• Alternatives – Make decisions & leave for family, but don’t prepay 

– Set up a payable-on-death account (POD) with your bank. Make person who 
will be handling your funeral arrangements the beneficiary 
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Natural (Green) Burial 
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Come Back as a Tree!! 
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Ultimate Recycling – Body & Organ 
Donation 

• One or the other – if organs removed, body 
cannot be used for medical study (eyes 
exception) 

• Organ – CT DMV or sign up online 

• Medical schools usually pay for nearby 
transportation, embalming & disposition 
(cremation) 
– Inquire ahead of time 

• Inform Next of kin & physician; note on medical & 
hospital records; will reading too late  
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Ultimate Recycling  
Body & Organ Donation 

• Brain death – usually when organ donation 
possible - < 1% of US deaths 

• Cardiac death – “non-heart beating donation” 
–  tissues only can be donated 

• Non-survivable brain injuries  
– Some minor brain stem function remains. If donor 

previously decided or family allows, ventilator is 
stopped. Heart will stop & organ donation 
possible. 
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Your Digital Afterlife 

• Virginia case 
• Laws vary by state 
• CT email law 
• Social media – procedures vary by site – Resources Guide 
•   Facebook has procedures 

–   Page can become a memorial 

• photos stored online  
• Resources Guide – EverPlans has Worksheet for Digital 

and Online Accounts 
• Make things easier with a Password Manager Program 

– Ex: Dashlane, 1password 
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Reflecting on Social, Economic & 
Political Realities 

• Racial & economic disparities in 
dying 

• Differing use of Hospice & 
palliative care 

• NYT article “Dying at Home When 
You’re Poor” link on Resource 
Guide 

• Curative treatment more likely to 
be subsidized than palliative care. 
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Recording Memories for Family 

• Why? 

• Story Corps (NPR 
Project) 
– storycorps.me app 

• StoryWorth – an 
online service that 
helps collect family 
memories a bit a 
week 
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The Oddest Odds & End! 
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• 3/13/16: Medical choices – speaker Patty 
Albrecht RN, CHPN; VNHSC Hospice and Palliative 
Care 

• 4/10/16: Legal planning – speaker Malcolm 
Barlow, Attorney, Barlow & Murphy, LLP 

• 4/24/16: Aid in Dying Movement – speaker Tim 
Appleton, Compassion & Choices – Campaign & 
Outreach Manager  

• 5/22/16: Planning Your Memorial Service – 
speaker Rev. Josh Pawelek, Unitarian Universalist 
Society:East 
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Cindy Chang – “Before I Die” 

Link on Resource Guide 
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Your Last Journey – End of Life Planning  
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