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How patients died in the past... 

ß Early 1900’s 

ß Average life expectancy 50 years 

ß Childhood mortality high 

ß People died relatively quickly 

ß Infectious disease prior to antibiotics 

ß Accidents 

ß Medicine focused mainly on caring and comfort 

ß Most sick persons cared for and died at home 





Background Data:  

End-of-Life Healthcare 
ß 80% of deaths in hospital or nursing home 

ß Families frequently impoverished  

ß 15-20% completion of advance directives 

ß Inadequate pain management at all levels 

ß Physicians overly optimistically prognosticate 

ß Infrequent, very late referrals to hospice 

ß Medical rituals replacing religious rituals 

ß Economic incentives promote over-treatment 



End-of-Life in America Today 

ß Some challenges of our medical successes 

ß Many live much longer with chronic illness before death 

ß Potential to prolong suffering and dying 

ß Death often involves difficult choices 

ß Changing trajectory of dying 

ß <10% sudden, unexpected cause (MI, accident) 

ß Predictable steady decline; short terminal phase (cancer) 

ß Slow decline; periodic crises (CHF, COPD, dementia, AIDS) 



Symptoms and Function 

the Last Year of Life 

                                     1 Yr    1 Mo  1 Day 

Overall health "good”     53%   24%    11% 

Independent mobility     59%   30%    13% 

Continence (urine)           81%   61%    30% 

Cognition (Alzheimer's)     87%   78%    51%

 Lentzer. Amer J Pub Health. 1992;82:1093-1098 

 



Place of Death (over 65 yo) 

ß  Place of death  

ß   45% hospital 

ß   25% nursing home 

ß   30% private residence 

 

ß  Changes in residence in last year 

ß   70% made at least 1 transition in residence 

ß   15% made 2 to 3 changes in residence 



Number in the Population 
(Over 65 yo) 

ß  1900 - 3 million 

 

ß  1985 - 28 million 

 

ß  2020 - 64 million 



Overall Health Care Expenses 

of the Elderly 

ß  33% of health care dollar overall 

 

ßLast year of life:   

ß  22% Medicare 

ß 10-15% overall costs 





Families and EOL Caregiving 

ß Many live alone; frail elderly couples 

ß Smaller families; more scattered 

ß Families and friends with other obligations 

ß Severe financial impact on families 

ß 20% quit work to provide care (women>>men) 

ß 31% lost family savings  

ß 40% of families became impoverished 



End-of-Life Care 

Fears                         Desires 

ß Die on machines in ICU 

ß Die in severe pain 

ß Isolation  

ß Loss of dignity, control 

ß Burden to other 

ß Die in an institution 

ß Die without machines 

ß Die in comfort 

ß Die with family / friends 

ß Dignity; personal growth 

ß Giving to others 

ß Die at home 





Discussing End of Life Issues: 

Some Barriers  
ß Death denying society 

 

ß Faith in medical technology and specialists 

 

ß Lack of personal experience with death 

 

ß Lack of spiritual or religious rituals 

 

ß Lack of training of medical professionals 



Challenge of Palliative Care: 
Balance quality of life with length of life 

ß  Longest possible time in good health 

ß  Address dimensions of quality of life 

ß  Die peacefully 



Elements of  

Medicare Hospice Benefit 
ß “Cadillac” of home care programs 

 

ß Payment for all medications and medical services  

 

ß Expert team of experienced caregivers 

 

ß Supplementation of care at home or nursing home 

 

ß Option of respite care and emergency inpatient care 



Elements of  

Medicare Hospice Benefit 
ß Capitated, per-diem reimbursement 

 

ß Prognosis of 6 months or less 

 

ß Waive rights to curative treatment 

 

ß Primary care giver – not 24 hour care 

 

 

 



Some Limitations of the 

Medicare Hospice Benefit 
ß Inherent prognostic uncertainty; late referrals 

 

ß Largely restricted to cancer patients (largely 
unavailable for dementia, CHF, COPD, CVA, ALS) 

 

ß Unavailable to those who want to continue active Rx 

 

ß Primary care giver requirement 

 

ß Cultural, ethnic, socioeconomic barriers 

 



Some Challenges of the 

Discussion About Hospice 
ß Hospice requires a “bad news” discussion 

ß Acceptance that medical treatment isn’t working 

ß Acceptance of likelihood of death in 6 months 

ß Giving up on hospitalization and disease-driven treatment 

 

ß Many patients don’t want to stop all treatment 

ß May be willing to stop burdensome treatment 

ß May want to continue to maintain more options 

 

ß Small chances of cure or longer life maintain hope 
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Potential Benefits of Palliative Care 
Like hospice programs, palliative care provides: 

ß Improved pain and symptom management 

ß Careful attention to quality of life 

ß Fresh look at medical goals and priorities 

ß Opportunity to consider life closure 

ß Multidisciplinary approach 

ß Focus on patient and family 



Potential Benefits of Palliative Care 
Unlike hospice, palliative care does not require: 

ß Forgo active treatment of underling disease 

ß Forgo acute hospitalization 

ß Accept palliation as primary goal of treatment 

ß Accept a 6-month or less prognosis 



As Illness Progresses: 

Increasing Emphasis on Palliation 



Discussing Palliative Care: 

Hoping and Preparing 
ßñLets hope for the bestéò  

ß Join in the search for medical options 

ß Open exploration of improbable/ experimental Rx 

ßñattend to the presentéò 

ß Make sure all symptoms are well managed 

ß Ensure fully informed consent 

ßñ...and prepare for the worst.ò 

ß Make sure affairs (financial/personal) are settled 

ß Think about unfinished business 

ß Open spiritual and existential issues 

 



Palliative Care: 

When should it be discussed? 
ß Absolute requirement 

ß Patient imminently dying 

ß Patients who fear future suffering 

ß Severe suffering and poor prognosis 

 

ß Patients with a potentially fatal illness 
ß When discussing hopes and fears 

ß When discussing prognosis 



Palliative Care: 

Potential Patient Populations 
ß Any diagnosis 

ß Compliment to disease-modifying treatment 

ß May become the total focus of care 

ß Not only advanced cancer 

ß CHF, COPD 

ß CVA, ALS, advanced Parkinsons 

ß Multisystem failure 

ß Any severe illness with poor prognosis 



Advance Care Planning 
 



Advance Directive 

Elements of Health Care Proxy 
ß Formally designated person to make decisions 

on your behalf if you are unable (Agent) 

 

ß Job is to make decisions as you would, using 
what is known about your values and wishes 
(substituted judgement) 

 

ß Empowered to represent you for virtually all 
medical decisions (in NY and Missouri, legal 
restrictions apply to feeding tube decisions) 



Advance Directive 

Elements of Living Will 
ß Statement of values, goals, and wishes made 

while competent to guide treatment if 

competence lost 

 

ß May include circumstances (terminal illness, 

dementia, PVS) as well as specific treatments 

 

ß May be as general or as specific as you wish 



Advance Directive 

Organ Donation 

ß Permission to donate organs  

ß In setting of irreversible brain damage 

ß In the setting of treatment withdrawal if it results in death 

 

ß Can specify which organs are permissible 

 



Advance Directives 
Living Wills and Health Care Proxies 

ß Few completed 

ß Uncertain application to specific circumstance 

ß Overridden by physicians and families 

ß Proxy limitations 

ß Only active when patient incapacitated 

ß Importance of the discussion 



How many of you have… 

ß Talked with your families about your end of 

life wishes and values 

 

ß Completed a formal advance directive 

 

ß What do you expect will happen if you avoid 

these discussions? 



Do Not Resuscitate (DNR) 

ß  Narrow decisions about CPR 

ß  Ineffective with multiple chronic diseases 

ß  Meaning of DNR 

ß  Giving up on cure 

ß  Facing death 

ß  Confronting medicine’s limitations 



Treatment Options Within DNR 

ß  All other treatments available, including ICU 

ß  Balance between quality and length of life 

ß  More suffering, the more emphasis on quality  

ß  Series of hard choices for patient, family, doc   



Discussing Palliative Care: 

Some Difficult Questions 
ß ñHow long do I have?ò 

 

ß ñWhat would you do in my shoes?ò 

 

ß ñShould I try experimental therapy?ò 

 

ß ñWill you work with me all the way through to my death, no 

matter what happens?ò 

 

ß ñIf my suffering gets really bad, will you help me?ò 



Reassurance About the Future 

ß Commitment to be guide and partner 

ß Explore hopes and fears 

ß ñWhat are you most afraid of?ò 

ß ñWhat kinds of death have you seen?ò 

ß Commitment to face worst-case scenario 

ß Freedom to worry about other matters 



Responding to a Readiness to Die 

ß Ensure all alternatives have been explored 

 

ß Seek common ground 

 

ß Get help from experienced physicians 

 

ß Be as responsive as possible, but don’t violate 
fundamental values 



Explicit End-of-Life Decisions 

ß  Aggressive sx management; accepting sedation 

ß  Not starting or stopping life-sustaining treatment 

ß  Invasive treatments:  CPR, vent., dialysis 

ß  Usual treatments:  antibiotics, meds, steroids 

ß  Food and fluids:  NG tubes, enteral feeding 



Explicit End-of-Life Decisions (con’t) 

ß  Voluntary stopping eating and drinking 

ß  Terminal sedation 

 



Who Makes End-of-Life Decisions? 

ß  Competent patient, with medical guidance 

ß  Often triad of patient, family and doctor 

ß  Partially competent 

ß  Incompetent patient - hierarchy of decision 

ß  Advance Directives 

ß  Substituted Judgment 

ß  Best Interests 

ß Decisions flow one after another; uncertain 



Palliative Care and Geriatrics: 

Some Unique Challenges 

ß Functional status as a marker for poor prognosis in 

advanced cancer 

 

ß Rehab requests when patients cannot benefit 

 

ß Uncertainty in terms of rehab potential 

 

ß Discussions when patients deteriorate unexpectedly 

 

ß Desperate patients and families   



Geriatrics Overlaps with Palliative Care 

ß Maximize quality of life 
ß Pain and sx management 

ß Function 

ß Contact with family and friends 

 

ß Goals of treatment 
ß Emphasis on length of live versus quality of life 

 

ß Limitations of treatment 
ß DNR/DNI 

ß Advance care planning 

 

ß Issues of “giving up” 



Palliative Care and Aging: 

Conclusions 
ß Providing good quality-of-life care is essential, but            

not simple 

 

ß Be open minded to each patient’s experience  

 

ß Palliation  relevant while aggressively treating disease  

 

ß Increasing emphasis on palliation as suffering increases    

and prognosis decreases  



Palliative Care and Aging: 

Conclusions 

ß Commitment over time fundamental 

ß Part of care of all chronically ill patients 

ß Standard of care in nursing homes 

ß Issues and priorities change as patients get sicker 

 

ß Help people live with meaning and comfort, and die well 


