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Predominant Feature of the Predominant Feature of the 
State LegislationState Legislation

1.1. Default Surrogate LawsDefault Surrogate Laws

2.2. Health Care Advance DirectivesHealth Care Advance Directives

HCDPAsHCDPAs / Living Wills / (Mental Health / Living Wills / (Mental Health ADsADs) ) 

3.3. OutOut --ofof --Hospital DNR LawsHospital DNR Laws

4.4. Organ Donation LawsOrgan Donation Laws

5.5. Guardianship LawsGuardianship Laws

6.6. Physician Aid in DyingPhysician Aid in Dying

7.7. Palliative Care/Controlled SubstancesPalliative Care/Controlled Substances

8.8. POLSTPOLST
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A Quick Legislative HistoryA Quick Legislative History
of Advance Planningof Advance Planning

PoliticalizationPoliticalization of death?of death?
2000s: More 902000s: More 90 ’’s trend + POLSTs trend + POLST

1990s: Combining & simplifying1990s: Combining & simplifying
+ EMS+ EMS--DNR StatutesDNR Statutes

19801980’’ --9090’’s: DPAHC Actss: DPAHC Acts

1970s1970s--’’80s: Living Will Acts80s: Living Will Acts

1968: 1968: UnifUnif . Anatomical Gifts Act . Anatomical Gifts Act 

Default Surrogate Laws Default Surrogate Laws -- 19601960’’s to Presents to Present
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The 2010The 2010’’s?s?

•• POLST becomes universal?POLST becomes universal?

•• Will Designer Death become the norm?Will Designer Death become the norm?
•• The likelihood of home death associated with local rates The likelihood of home death associated with local rates 

of home births.of home births. M.J. M.J. SilveiraSilveira et al. 2006. Amer. J. Pub. et al. 2006. Amer. J. Pub. 
Health 96(7): 1243Health 96(7): 1243--12481248

•• Positive relationship between having living will an d dying Positive relationship between having living will an d dying 
in place.in place. DegenholtzDegenholtz & Arnold. 2004. & Arnold. 2004. Ann Intern MedAnn Intern Med. . 
141(2):113141(2):113--7. 7. 

•• Year 2009 Deaths under Death with Dignity ActsYear 2009 Deaths under Death with Dignity Acts
Oregon & Washington: 106 Total Oregon & Washington: 106 Total 
Most frequently mentioned endMost frequently mentioned end--ofof--life concerns: life concerns: 

�� Loss of autonomy (97% & 100%)Loss of autonomy (97% & 100%)
�� Loss of dignity (92% & 82%)Loss of dignity (92% & 82%)
�� Loss of ability to participate in activities that Loss of ability to participate in activities that 

made life enjoyable (86% & 91%)made life enjoyable (86% & 91%)
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23.223.223.023.019.219.2Nursing HomeNursing Home

49.549.551.751.762.362.3HospitalHospital

23.423.422.522.515.915.9HomeHome

200120011997199719891989

11.0 – 35.3Nursing Home

33.3 – 59.6Hospital

17.5 – 38.4Home

2001 Variation

U.S. Place of Death by PercentageU.S. Place of Death by Percentage

From: Brown Facts on Dying From: Brown Facts on Dying -- www.chcr.brown.eduwww.chcr.brown.edu
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Benchmark Case now 20 years oldBenchmark Case now 20 years old

Cruzan v. Director, Mo. Dept. of HealthCruzan v. Director, Mo. Dept. of Health (1990)(1990)
•• Recognized constitutional Liberty Interest in refusing med Recognized constitutional Liberty Interest in refusing med 

treatmenttreatment
•• Nutrition & Hydration not different from any other  Nutrition & Hydration not different from any other  

treatmenttreatment
•• Considerable leeway allowed for procedural safeguards, Considerable leeway allowed for procedural safeguards, 

e.g., MOe.g., MO’’s s ““clear & convincingclear & convincing”” standard.standard.
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PSDA now 20 years oldPSDA now 20 years old

�� PSDA PSDA (1990): Hospitals, (1990): Hospitals, NHsNHs, , HHAsHHAs and HMOs in and HMOs in 
Medicare or Medicaid must:Medicare or Medicaid must:

1.  Give 1.  Give allall adults at admission written info about:adults at admission written info about:
(1) patient (1) patient hcdmhcdm rights, and (2) their policies re rights, and (2) their policies re hcdmhcdm..

2.2. Ask you if you have AD and document.Ask you if you have AD and document.

3. Educate staff & community on 3. Educate staff & community on ADsADs..

4. Prohibition:  Can't discriminate based on 4. Prohibition:  Can't discriminate based on ADsADs..
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The Stealth Federal Advance DirectiveThe Stealth Federal Advance Directive

Military ADMilitary AD (10 U.S.C.A. (10 U.S.C.A. §§ 1044c) is 1044c) is 
““ exempt from any requirement of form, exempt from any requirement of form, 
substance, formality, or recording that is substance, formality, or recording that is 
provided for advance medical directives provided for advance medical directives 
under the laws of a Stateunder the laws of a State””
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The Original Model ofThe Original Model of
Advance DirectivesAdvance Directives

Conceptual basis:Conceptual basis: Wills and Trusts.  Wills and Trusts.  

An enforceable legal instrument to An enforceable legal instrument to 
direct and control property (i.e., your direct and control property (i.e., your 
body) when surrogates must act for body) when surrogates must act for 
you (Substituted Judgment Standard you (Substituted Judgment Standard 
of of DecisionmakingDecisionmaking ))

““ Legal Transactional ApproachLegal Transactional Approach ””
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Legal Transactional ApproachLegal Transactional Approach

Earmarks: mandatory legal formalities, Earmarks: mandatory legal formalities, 
procedures, and standardization to procedures, and standardization to 
ensure voluntary, knowing & competent ensure voluntary, knowing & competent 
execution & implementationexecution & implementation----

1.1. Statutory formsStatutory forms

2.2. Required disclosuresRequired disclosures

3.3. Prescribed phrasesPrescribed phrases

4.4. Detailed witnessing rulesDetailed witnessing rules

5.5. Agent/proxy limitationsAgent/proxy limitations

6.6. Diagnostic and certification requirementsDiagnostic and certification requirements

7.7. Limitations on surrogate authorityLimitations on surrogate authority
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30 years of research on the legal 30 years of research on the legal 
transactional approachtransactional approach……

1.1. Most people donMost people don’’t do.  t do.  

2.2. Hard to understand the legal forms.Hard to understand the legal forms.

3.3. Standard form not useful guidance.  Standard form not useful guidance.  

4.4. People change mind.People change mind.

5.5. Agent/proxy slightly better than clueless.Agent/proxy slightly better than clueless.

6.6. Health care providers clueless about the Health care providers clueless about the 
directive.  directive.  

7.7. Even if providers know directive exists, itEven if providers know directive exists, it’’s s 
lost in space.lost in space.

8.8. Even if in the record, itEven if in the record, it’’s still lost in space.s still lost in space.
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Advance DirectivesAdvance Directives
-- the Dark Side the Dark Side --

See e.g., See e.g., 

•• A .A .FagerlinFagerlin & C. Schneider, & C. Schneider, ““Enough: The Failure of the Living Enough: The Failure of the Living 
Will,Will,”” 34 The Hastings Center Report 3034 The Hastings Center Report 30--42 (March42 (March--April 2004).April 2004).

•• E.J. Larson and T.A. Eaton, E.J. Larson and T.A. Eaton, ““The Limits of Advance Directives: The Limits of Advance Directives: 
A History and Assessment of the Patient SelfA History and Assessment of the Patient Self--Determination Determination 
Act,Act,”” Wake Forest Law ReviewWake Forest Law Review, 32 (1997): at 278., 32 (1997): at 278.

•• J. Teno et al, J. Teno et al, ““Advance Directives for Seriously Ill Hospitalized Advance Directives for Seriously Ill Hospitalized 
Patients: Effectiveness with the Patient SelfPatients: Effectiveness with the Patient Self--Determination Act Determination Act 
and the SUPPORT Intervention,and the SUPPORT Intervention,”” Journal of the American Journal of the American 
Geriatrics SocietyGeriatrics Society, 45 (1997): 500, 45 (1997): 500--507.507.

•• D. Orentlicher, D. Orentlicher, ““The Illusion of Patient Choice in EndThe Illusion of Patient Choice in End--ofof--Life Life 
Decisions, Decisions, JAMAJAMA, 267 (1992): 2101, 267 (1992): 2101--2104.2104.
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Recalibrating expectations:Recalibrating expectations:

What What ADsADs CanCan’’ tt DoDo

1.1. CanCan’’t provide cookbook directions.t provide cookbook directions.
2.2. CanCan’’t change fact that dying is t change fact that dying is 

complicated.complicated.
3.3. CanCan’’t eliminate personal ambivalence.t eliminate personal ambivalence.
4.4. CanCan’’t be a substitute for Discussion.t be a substitute for Discussion.
5.5. CanCan’’t control health care providers.t control health care providers.
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Recalibrating expectations:Recalibrating expectations:

What What ADsADs CanCan DoDo

1.1. CAN be an important support to CAN be an important support to 
communicating/advance care planningcommunicating/advance care planning

2. CAN help you stop and think and 2. CAN help you stop and think and 
DISCUSS.DISCUSS.
–– Especially if focused on GOALS, VALUES & Especially if focused on GOALS, VALUES & 

PRIORITIES:PRIORITIES:

3. CAN empower if reflective of patient3. CAN empower if reflective of patient’’s s 
voice & current circumstancesvoice & current circumstances.  .  
–– Not the legislatureNot the legislature’’s canned language.s canned language.
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Conceptual Basis:Conceptual Basis: Instead of pure Instead of pure 
Substituted Judgment, shared Substituted Judgment, shared 
decisionmaking in the context of decisionmaking in the context of 
Advance Care Planning.Advance Care Planning.

Planning stages have a developmental Planning stages have a developmental 
time horizon.time horizon.

Communications ApproachCommunications Approach
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Communications ApproachCommunications Approach
““Advance Care PlanningAdvance Care Planning””

1.1. Less focus on formal instructional documentsLess focus on formal instructional documents
2.2. Legal focus primarily on naming a proxyLegal focus primarily on naming a proxy
3.3. Discussion oriented (with proxy, family, health car e Discussion oriented (with proxy, family, health car e 

providers)providers)
4.4. More broadly focused on goals + values, spiritual More broadly focused on goals + values, spiritual 

questions, family mattersquestions, family matters
5.5. Less treatment focused, more on quality of lifeLess treatment focused, more on quality of life
6.6. DevelopmentalDevelopmental and iterative in nature and iterative in nature 

(whenever any of the 5 (whenever any of the 5 ““ DD”” ss occur)occur)

7.7. Conversion of goals to a portable plan of care: Conversion of goals to a portable plan of care: 
POLSTPOLST
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CompareCompare ……

Healthy 19 year Healthy 19 year 
old in collegeold in college --

How lives life:  How lives life:  
As if immortal.As if immortal.

Goals: The sky is Goals: The sky is 
the limit.the limit.

Instructions: Instructions: 
CluelessClueless

Mother at 85, with COPD Mother at 85, with COPD 
and cancerand cancer --

How lives life:  Caretaker How lives life:  Caretaker 
of the universe.of the universe.

Goals: Comfort and Goals: Comfort and 
function.function.

Instructions:  If canInstructions:  If can’’t wean t wean 
from ventilator, stop!from ventilator, stop!
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Rise ofRise of
WorkbookWorkbook

approachesapproaches

e.g.,e.g.,

Five WishesFive Wishes

33 to 42 states33 to 42 states

(97(97--10)10)

POLSTPOLST
11+ states11+ statesTrend towardTrend toward

simplification of simplification of 
state lawsstate laws

Oral Oral ADsADs
15 states15 states

1993 Uniform1993 Uniform
HealthHealth --Care Care 

Decisions ActDecisions Act

Signs of ChangeSigns of Change

ResearchResearch
e.g., Silveira e.g., Silveira et al. et al. 

NEJM 4/1/10NEJM 4/1/10
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Workbook SamplesWorkbook Samples

•• Finding Your Way: A Guide for EndFinding Your Way: A Guide for End --ofof --Life Medical Life Medical 
Decisions, by the Center for Healthcare DecisionsDecisions, by the Center for Healthcare Decisions
Sacramento Healthcare DecisionsSacramento Healthcare Decisions

•• Caring ConversationsCaring Conversations , The Center for Practical Bioethics, The Center for Practical Bioethics
•• Good to GoGood to Go Toolkit and Resource GuideToolkit and Resource Guide , Compassion , Compassion 

and Choices and Choices 
•• Thinking Ahead Thinking Ahead –– My Way, My Choice, My Life at the My Way, My Choice, My Life at the 

End,End, California Dept. of Developmental ServicesCalifornia Dept. of Developmental Services
•• ConsumerConsumer ’’s Tool Kit for Health Care Advance Plannings Tool Kit for Health Care Advance Planning

ABA Commission on Law and AgingABA Commission on Law and Aging
•• Your Life Your Choices Your Life Your Choices –– Planning for Future Medical Planning for Future Medical 

DecisionsDecisions (Dept Vets Affairs, 1998, 2010 online soon)(Dept Vets Affairs, 1998, 2010 online soon)
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Time to review ADTime to review AD ……

When any of the 5  DWhen any of the 5  D ’’s occur:s occur:
1.1. You reach a new You reach a new DECADEDECADE
2.2. You experience a You experience a DEATHDEATH of family of family 

or friendor friend
3.3. You You DIVORCEDIVORCE
4.4. You receive a new You receive a new DIAGNOSISDIAGNOSIS
5.5. You have a significant You have a significant DECLINEDECLINE in in 

your condition as measured by your condition as measured by 
Activities of Daily Living (Activities of Daily Living (ADLsADLs))
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POLST POLST –– why it is a sea changewhy it is a sea change

•• Last 30 years: standardizing patient communications  Last 30 years: standardizing patient communications  ––
statutory advance directivesstatutory advance directives

•• POLSTPOLST Paradigm Paradigm –– standardizing physicians EOLstandardizing physicians EOL
orders in order to implement patientorders in order to implement patient ’’s goals of care. s goals of care. 
Focus on here and now.Focus on here and now.

•• POLSTPOLST –– requires:requires:

1.1. Find out patientFind out patient ’’s wishes re: CPR, care goals s wishes re: CPR, care goals 
(comfort vs. treatment), antibiotics, N&H.(comfort vs. treatment), antibiotics, N&H.

2.2. Translate into doctors orders on visually Translate into doctors orders on visually 
distinct form.distinct form.

3.3. Travels & is effective across care settings.Travels & is effective across care settings.

Twelve States have a version of POLST (11/09):Twelve States have a version of POLST (11/09):
CA, HI, ID, MD*, NY, NC, OR, TN, UT, VT, WA, WVCA, HI, ID, MD*, NY, NC, OR, TN, UT, VT, WA, WV
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Patient/Family 
responsibility

Provider responsibilityPeriodic review:

Patient/Family 
responsibility

Provider responsibilityPortability:

Cannot doCan do if patient lacks 
capacity

Surrogate role:

Advance directiveMedical ordersResulting product:

In any settingIn medical settingWhere completed:

Future CareCurrent CareTimeframe:

All adultsAdvanced chronic 
conditions

Population

Advance Care Advance Care 
PlanningPlanning

POLST ParadigmPOLST Paradigm

DifferencesDifferences
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POLST is driven by its contribution to quality carePOLST is driven by its contribution to quality care
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The Politics of Death in The Politics of Death in 
CongressCongress
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Health ReformHealth Reform’’s Lost ACP Provisionss Lost ACP Provisions
Provide Medicare coverage of Provide Medicare coverage of ““ Voluntary ACP Voluntary ACP 

ConsultationsConsultations ”” at least every 5 years at least every 5 years 
Defined as:Defined as: optional consultation between the individual optional consultation between the individual 
and practitioner regarding ACP.  May include and practitioner regarding ACP.  May include 
explanation of:explanation of:

–– ACP, including ACP, including ADsADs
–– Role of a proxy + Continuum of EOL services/support sRole of a proxy + Continuum of EOL services/support s
–– Orders regarding LifeOrders regarding Life --Sustaining Treatment (OLST) if Sustaining Treatment (OLST) if 

available.available.
New Quality MeasuresNew Quality Measures to include:to include:

““continuity and coordination of care and care transitions continuity and coordination of care and care transitions 
for patients across providers and health care settings, for patients across providers and health care settings, 
including end of life care.including end of life care.””

Health Benefit PlansHealth Benefit Plans to disseminate infoto disseminate info related to EOL related to EOL 
planning, including:planning, including:

–– PtPt’’s Option to establish s Option to establish ADsADs and OLSTand OLST
–– Information related to other planning tools.Information related to other planning tools.
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Pain Care Provisions Pain Care Provisions –– partial victorypartial victory

Pain ConferencePain Conference ((§§ 2561) 2561) 
Secretary thru IOM, or another entity, shall convene Secretary thru IOM, or another entity, shall convene 
Conference on Pain Conference on Pain 

NIH Pain ResearchNIH Pain Research ((§§2562)2562)
1.  NIH 1.  NIH ““encouragedencouraged”” to continue and expand to continue and expand 
aggressive program of basic and clinical research on aggressive program of basic and clinical research on 
the causes of and potential treatments for pain.the causes of and potential treatments for pain.
2.  Secretary to establish Interagency Pain Research 2.  Secretary to establish Interagency Pain Research 
Coordinating Committee to summarize advances, ID Coordinating Committee to summarize advances, ID 
critical gaps, make recommendations.critical gaps, make recommendations.

Pubic Awareness Campaign on Pain ManagementPubic Awareness Campaign on Pain Management
((§§2563)2563)
Secretary shall establish and implement to educate Secretary shall establish and implement to educate 
consumers, patients, their families, and other consumers, patients, their families, and other 
caregivers.caregivers.
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Political ScriptsPolitical Scripts

What counts is a strong message What counts is a strong message 
that appears to be credible, that appears to be credible, 
regardless of whether or not it is.regardless of whether or not it is.
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The Death Panel ScriptThe Death Panel Script
•• Betsy McCaugheyBetsy McCaughey , former Lt. Gov. of NY , former Lt. Gov. of NY ---- "absolutely "absolutely 

require" seniors to be told by their doctors "how t o end their require" seniors to be told by their doctors "how t o end their 
life soonerlife sooner ””

•• John BoehnerJohn Boehner , House Min. leader , House Min. leader ---- bill "may start us down a bill "may start us down a 
treacherous path toward governmenttreacherous path toward government --encouraged encouraged 
euthanasiaeuthanasia ””

•• Rep. Virginia FoxxRep. Virginia Foxx (D(D--NC) NC) –– will will ““ put seniors in a position of put seniors in a position of 
being put to death by their government."being put to death by their government."

•• Sarah Sarah PalinPalin –– ““ my parents or my baby with Down Syndrome my parents or my baby with Down Syndrome 
will have to stand in front of Obama's 'death panel ' so his will have to stand in front of Obama's 'death panel ' so his 
bureaucrats can decide, based on a subjective judgm ent of bureaucrats can decide, based on a subjective judgm ent of 
their 'level of productivity in society,' whether t hey are their 'level of productivity in society,' whether t hey are 
worthy of health care,"worthy of health care,"

•• Newt GingrichNewt Gingrich –– ““ there are clearly people in American who there are clearly people in American who 
believe in establishing euthanasia, including selec tive believe in establishing euthanasia, including selec tive 
standardsstandards ””

•• Michael SteeleMichael Steele , RNC Chairman , RNC Chairman ---- government shouldn't be government shouldn't be 
"dictating the terms of end"dictating the terms of end --ofof --life care"life care"
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Chuck GrassleyChuck Grassley (R(R--IA) IA) ---- ““a governmenta government--run plan run plan 
to decide when to pull the plug on Grandmato decide when to pull the plug on Grandma””!!!!!!
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WhatWhat’’s next?s next?

A Great deal of residual momentum from 2009A Great deal of residual momentum from 2009 …… 
 
Rockefeller  S 1150 
Blumenauer HR 2911  

Advance Planning and Compassionate 
Care Act of 2009  

Warner  S 1251 
Baldwin  HR 3172  

Senior Navigation and Planning Act  

Blumenauer HR 1898  Life Sustaining Treatment Preferences Act  
Levin HR 3253  Advance Directive Promotion Act  
McDermott HR 2705  Advance Directive Incentive Act  
House Health Reform 
Bill HR 3962  

America's Affordable Health Choices Act  
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If the patientIf the patient ’’s goals are not elicited s goals are not elicited 
and given voice, then the and given voice, then the phantoms phantoms 
at the bedsideat the bedside shape what happens shape what happens 
to usto us (Nancy (Nancy DublerDubler, , Ethics on CallEthics on Call))::

�� Medical specialistsMedical specialists

�� Risk managersRisk managers

�� Financial administrators (Financial administrators ( DRGsDRGs))

�� InsurersInsurers

�� Utilization Review TeamsUtilization Review Teams

�� Discharge plannersDischarge planners

�� Hospital counsel & the courtsHospital counsel & the courts

�� Ethics committeeEthics committee
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Circumstances have changed but the Circumstances have changed but the 
question remains the same as in 1982:question remains the same as in 1982:

““How to foster a relationship between How to foster a relationship between 
patients and professionals patients and professionals 
characterized by mutual participation  characterized by mutual participation  
and respect, and by shared decisionand respect, and by shared decision--
makingmaking””

PresidentPresident’’s s CmsnCmsn. for the Study of Ethical Problems . for the Study of Ethical Problems 
in Medicine & Biomedical & Behavioral Researchin Medicine & Biomedical & Behavioral Research


