Better Advance Care
Planning: Advance
Directives and POLST

Thaddeus Mason Pope, J.D., Ph.D.
For Bayada Nurses and
Widener University School of Nursing
Camden, NJ e June 7, 2011

“NJSNA supports education of nurses
which enables them to:”

“Understand the Federal and
State requirements for Advance
Directives”

“Be prepared to talk to the client
and family about advance
directives”

HEW JERSEY ETATE

Passed out of
committee
May 12

Must still go to
Senate,
House,
Governor

NJSNIRA..

Delaware law professor

New Jersey APNs

N.J. S.B. 2197

“Board of Nursing shall require
that a person certified as an
advanced practice nurse . . .
complete two credits of
educational programs . . .
related to end-of-life care”

Prudent

Required?
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End-of-Life
Care in New
Jersey
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Where Knowledge [nforms Change

A Report of the Dartmouth Atlas Project
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71%: “More important to (Question and Responges? (n=1006)  (n=774)
enhance the quality of f doctors believe there is no hope
life for seriously ill of recovery, which would you
) " prefer?
patients, even if it means Litesustaning treaments (728 026
a shorter life.” should be stopped and
should focus on comfort
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The current health care
system in New Jersey often
fails to meet the special
needs of persons who are
approaching the end of life

instead of being tethered to
tubes and other medical
apparatus in an intensive
care unit or other acute care
hospital setting

84% would trade
length of life

for

quality of life

by depriving them of the

opportunity that they
earnestly desire to spend
their final months free of
pain, in familiar
surroundings, together with
their friends and families,

Harm to family

Emotional

Economic




Harm to others

Limited ICU beds
ER boarding

Antibiotic resistance
Moral distress

LAST YEAR OF LIFE
OF ALL MEDICARE
214% COSTS WERE SPENTIN
THE LAST YEAR OF LIFE ]
PERCENT OF DEATHS*
() OF RECIPIENTS DIE PER YEAR,
5 /0 AVERAGE AGE: 785

72 60/ WAS SPENT ON
] 0 OTHER RECIPIENTS r
950/ CONTINUE RECEIVING BENEFITS,
0 sverace ace: 106

Not public policy

Not rationing

Age at death
0—24 years -

I 25-44 years

85 years and over
29%

65 74 years
75 84 years 16%
27%

Tt States Government Areomatabity Office %_
GAO Testinony

Before the Committee on the Budget, o

(18, Senate alogies

LONG-TERM FISCAL
OUTLOOK

Action Is Needed to Avoid 55
the Possibilty of a Serious |54
Eeonomic Disruption in the
Fufure

Rights patients have
regarding their
medical treatment

under New Jersey law

under federal law




1960s

Rise of P

BIEWAS

B | O et h I C S Mechanical ventilators

Salgo v. Stanford
(Cal. App. 1957)

Natanson v. Kline
(Kan. 1960)

My Choice

“At common law, ...the logical
corollary of the doctrine of
informed consent is that the
patient generally possesses the Contemporaneous

right not to consent, that is, to e e
refuse treatment.” P u

Easier situation

- Cruzan v. Missouri DOH (1990)
(Rehnquist, C.J.)




More common, more
complicated

Patients lack capacity

Ability to understand the
significant benefits, risks and

Capacity eaitcare |

Ability to make and
communicate a decision.

Competence Task specific

Fluctuates over time




77yo Rosaria
Candura

Gangrenous

Lane v. Candura
(Mass. 1978) lré%ht foot and

Refuse consent
for amputation =

In re Maynes-Turner (Fla. App. 1999)

Doc: “Cognitively she does

reasonably well. She would seem to D H S V. N O rt h er n

possess the necessary knowledge

that would be required for
restoration.” (Tenn- 1978)

Doc: “She might pose significant
risks for herself on the basis of those
decisions that she would make.”

Soft paternalism

Mary Northern 72yo " "
Cognitive or volitional defect

Admitted Nashville Gen.

Gangrene both feet Hard paternalism

Amputation required to No cognitive or volitional defect
save life TR Restrict autonomy because values




Patient not lose autonomy right
Who decides
What standards

Court-appointed “guardian”

Libing Wy

Patient-designated “agent”

Default “proxy” “surrogate”




Advance

Directives

“Springing”

Only effective
when you lack
capacity

Type 1 of 3

Proxy directive

“health care representative”

“durable power of attorney
for health care”

“agent”

Advance directive

Document that
instructs health care
providers about your
care when you cannot

New Jersey
Advance Directive
for Health Care
Act (1991)

A) CHOOSING A HEALTH CARE REPRESENTATIVE:

l Detehy desienate
of

(home address and telephone number of health care representative)

5 0y health care epesentive to make any and all health care decisions for me, incfucing decisions to accept or




B) ALTERNATE REPRESENTATIVES: If the person I have desiguated ebove s muadl, vawiling or
unavailble o actasmy healthcare repesentative, 1 heteby designee the following prson(s) fo actas iy heakh
qare tepresenative, i he order ofprioity sated:

. name 1 ame
(iliress odess
iy sl iy ste
{elephone tghone

A proxy shall act in accord

“directive . . . decisions”

“the maker’s . . . wishes”

“maker’s best interests”

Iniial ONE of the folowing o tatements with which you agee:

L Dot oot ol meccaly ppropriate 2 Thete e cxcunstancs 1 which

meaes be provided fo susan my ble, would mof want my Ik fo b prolonged by

rgudbsofmyplyical rmentelondtion. ey mediel teotment. T e
creumstanes, f-sstning mezstes hould
10t b it a1ty Dave Deen, thy
shouldbe icontinued. [necoumize tht this s
Lkl to hasten my eath. In the fellowing, 1
speify e ciroumstaces 1 wiaeh | vould
choose o forego fsustening s,

() SPECTFIC DIRECTIONS: Please initial the statement below which hest expresses your wishes,

My health care representative is authorized to divect that artificially provided fluids and mutrition,
such as by feeding tube or infravenous infusion, be withheld or withdsawn,

My health care sepresentative does not have this authority, and I direct that artificially provided
fluids and nutrition be provided to preserve my life, to the extent medically appropriate.

(f you have any additional specific instructions concerning your care you may use the space below o attach an
additional statement,)

Type 2 of 3

Instructional directive

“living will”

Type 3 0of 3

Combined directive

Both proxy
And instructional




Review
Decade

Death (family member)
Divorce

Diagnosis (new)
Decline (ADL)

TJC Accreditation standards
Medicare COPs

NJ Advance Directives for
Health Care Act

Patient Self-
Determination
Act (PSDA)

Compliance:

Key sources

TJC
Patient Rights
RI1.01.01.05

%
4y ?
Dyaayy

When

After Cruzan (June 1990)




What

Agnostic as to substantive rights
Assure compliance with state law

Promote ACP

Centers for Medicare &
Medicare Services

Agency (inside DHHS)

Implements PSDA with
conditions of participation
(COP)

Who

Facilities
receiving
Medicare
reimbursement

COPs apply to all
patients in facility

Not just the Medicare
patients




Title 42--Public Health

CHAPTER IV--CENTERS FOR MEDICARE & MEDICAID SERVICES,
DEPARTMENT OF HEALTH AND HUMAN SERVICES (CONTINUED)

PART 482--CONDITIONS OF PARTICIPATION FOR HOSPITALS

Basis and scope.
Provision of emergeney services by nonparticipating hospitals.
Condition of partiepation: Conpliance with Federal. State and local laws.

Condition of partieipation: Governing body.

Condition of particpation: Patient's rights. I

Condition of participation: Quality assessment and performance improvement
program.

P’E 482.22  Condition of participation: Medical staff

§482.13

emergencies and referral when appro-
priate.

[51 FR 22042, June 17, 1985; 51 FR 27847, Aug.
4, 1985, as amended at 53 FR 6349, Mar. 1, 1988;
43 FR 18987, May 26, 1988; 56 FR 8832, Mar. 1,
1901; 36 FR 23022, May 20, 1991; 30 FR 48314,
Sept. 8, 1904; 63 FR 20130, Apr. 23, 1998; 63 FR
33874, June 22, 1998; 68 FR 53262, Sept. 9, 2003]

§482.13 Condition of participation: Pa-
tient's rights.

A hospital must protect and promote
each patient’s rights.

(a) Standard: Notice of rights—(1) A
hospital must inform each patient, or
when appropriate, the patient's rep-
resentative (as allowed under State
law), of the patient’s rights, in advance
of furnishing or discontinuing patient
care whenever possible

42 CFR Ch. IV (10-1-08 Edifion)

decisions regarding his or her care. The
patient's rights include being informed
of his or her health status, being in-
volved in care planning and treatment,
and belng able to request or refuse
treatment. This right must not be con-
strued as a mechanism to demand the
provision of treatment or services
deemed medically unnecessary or inap-
propriate.

(3) The patient has the right to for-
mulate advance directives and to have
hospital staff and practitioners who
provide care in the hospital comply
with these directives, in accordance
with §489.100 of this part (Definition),
§489.102 of this part (Requirements for
providers), and §489.104 of this part (Ef-
fective dates)

(4) The patient has the right to have

Department of Health &
Human Services (DHHS)
Centers for Medicare &
Medicaid Services (CMS)

CMS Manual System
Pub. 100-07 State Operations
Provider Certification
Transmittal 37

Date: October 17, 2008

SUBJECT: Revise Appendix A, “Interpretive Guidelines for Hospitals”

L SUMMARY OF CHANGES: Appendix A is being revised to reflect amended regulations
and survey and eertification policy issuances concerning the Conditions of Participation for
Hospitals, 42 CER Part 482 It also contains new guidance related to the Patients' Rights Final
Rule, 42 CFR 482.13(e), (£), and (g), published in the Federal Register December 8, 2006 (71 FR
71378). In addition, Regulatory text that appears m brackets was included m a previous tag, but
1s repeated for clanty and accuracy in representing the regulatory citation.

HOSPITAL INTERPRETIVE GUDELINES-PATIENTS' RIGHTS

T4G
NU@BER REGLLATION CUDANCE TO SURVEYORS
AT Interpretie Guidefines: §487.13
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Cﬂtm\ Aecess Hospial (See Social Securdy Act (e Ac §1861(e))
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Wen anpropriate, the pafients

), o he patents rghts, in advanee of

{ & hospia mu=t nfom each panent Or | rights i anquage that the patient understancs. The hosotel has e re?onsbmtf
estahlish palices and Emcedures that efectively ensure hat pefients andor heir
Tepresenaiie (as allowed under SHate representatwes have
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(drective and nofice of non-coverage (ses
CoP Depend\ngon ofher fctors, e oy Jn\ta may aweexwtngmec A for notfng
patents f Bl i, Te osp\ta e &
fient o her ights. The hospia

& Ifomaton pecessary to exertiss terrights under the Act This
6 patient must be given nofee of the
CFR part 489), 2 well s the rights isted n fis

i &1 mostefecie o bunde e patients

New Jersey
Advance Directive

for Health Care
Act (1991)




Assure New
Jerseyans gets

rights under
New Jersey law

Mirrored In

licensure code

e.g. home health
N.J.A.C. 8:42-6.3

A

HESLTH
ENIOR SERVICES

Determine if patient has AD

If yes =

Get it
Place in chart

= Notify / inform
= Document
= Respect

= Education

On admission

If no 2>

Give assistance on
request

Give information about
right to accept, refuse




Give information
In way patient understand

Account for age, vision,
literacy

Documentation
P sign & acknowledge

Give option to review, revise AD
Honor AD

Unless conscience objection per
state law

Unless other exception per state
law

Do not make access to care depend on
whether have AD

Education

After
admission

Respect AD — or else

TJC

CMS

State discipline
Battery

Informed consent
IIED

Staff
To ensure compliance

Community
To ensure reflection
To ensure documentation




Verbal AD

When operative

Policies &

procedures Objections

Revocation

The way things
are supposed

to work

‘

n End-of-Life Discussions, Patient
M tIH Itth IC @ Near De; th dC regiver
Bereavemen tAd] stment

IAMA. 2008;300(14) 1665-1673 (dol:10.10014ama 300.14.1665)

Too limited
EOL care

EOL discussion
less

aggressive
medicine

discussion




Arch Inter Med. 2009;160(5):480-488 "™ Y
1

Yes No
Varlable (n=75) (n=70)

Medical care received dur\ng the last week of life, No. (%)
Intensive care unit stay 2(27) 0(1
Ventllator use 1(13) 0(1
Resuscitation 1(13) 68
Chemotherapy 4(53) 701
Inpatient hospice used 8(10.7) 5(7.
Inpatient hospice stay =1 wk 4(53) 2(2
Outpatient hospice used 8(77.3 0(5
Outpatient hospice stay =11k 2(69.3 44

Place of death, No. (%)°
Intensive care unit 2(29) 9
Hospital 15(21.7) 18
Inpatient hospice 5(7.2) 3
Home 47681 g

Ne]i
happening

]
/) American Society of Clinical Oncology
Making a world of difference in cancer care

Limited effectiveness
Side effects

Options

Associations Between End-of-Life Discussions, Patient
Mental Health, Medical Care Near Death, and Caregiver
Bereavement Adjustment

EOL discussion

Earlier hospice referral

Better patient QOL

Better family bereavement

CONNECTIONS - WiNTer 201 |

BEEC°

Education in Palliative
and End-of-life Care

End of Lite / Palliative
Education Resource Center,

Shared Decision-Making in
the Appropriate Initiation of
and Withdrawal from Dialysis

Clinical Practice Guideline

Secornd Editiorn




Largey v. Rothman

Before 1988
Professional standard

After 1988
Material risk standard

| ack of
awareness

Benefits
Risks
Alternatives
Financial

Limits of
Advance

Directives




NCHS Data Brief m No. 54 m January 2011 G REE

Percent

Not completed

Not found
Not informed
Not clear

AMERICAN BAR ASSOCIATION

GEOVERMMENTILAFFARS OFFICE + M0 FRFTEENTH STREET W+ WRGHINGTIN (0 TS * D0 B0

Not
completed

Figure 1: Few Adults in New Jersey Report Having
an Advance Directive
Older residents are most likely to have a directive

100% —

80% [~

60% [—

42.5%

40%

20%

o,
0% All 18-24 25-34 35-44 45-54 55-84 65-74 75-84 85+

Source: Rutgers Center for State Health Policy,
New Jersey Family Health Survey, 2001

l' T

Ll o

=
=)

L I

o~
S

#

Aged 85 and over

I

Home health Nursing home
care pafients’ residents’

Discharged hospice
care patients®

Not

found
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Individuals fail to make &
distribute copies

* Primary agent
* Attorney
« Alternate agents
_ * Clergy
» Family members

« PCP
* Specialists

* Online
registry

65-76% of physicians
whose patients have
advance directives do

not know they exist

U.5. Department of Health and Human Services / I \\
Assistant Secretary for Planning and Evaluation [ £
Office of Disability, Aging and Long-Term Care Policy \ /

o

Not
Informed

Enough

THE FAILURE OF THE LIVING WILL

by AnGeELA FAGERLIN AnND CaARL E. SCHNEIDER

In pursuit of the dream that patients' exercise of autonomy could extend beyond their span
of competence, living wills have passed from controversy to conventional wisdom, to widely

promoted policy. But the policy has not produced results, and should be abandoned.




Annals of Internal Medicine

PerspECTIVE

Controlling Death: The False Promise of Advance Directives
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Figure 2: Living Wills are the Most
Common Form of Advance Directive in

New Jersey

Living Will

64.0% —__
Health Care
Power of Attorney
10.1%
Other/Unknown ~ Both
2.9% 23.0%

Source: Rutgers Center for State Health Policy,
New Jersey Family Health Survey, 2001

Trigger terms vague

“Reasonable expectation

of recovery”
75%
25%

51%
10%

Plus: prognosis uncertain

Preferences vague

“No ventilator”
Ever
Even if temporary




SITUATION A

If1am in a com or a persistent vegetative state
and, in the opinion of my physician and two
-consultants, have no known hope of regaining
awareness and higher mental functions no matter
what is done, then my goals and specific wishes
— if medically reasonable — for this and any
additional illness would be:

mmmmmmmmmm

Less
transactional

More
discussion

What makes your life worth
living?

How would you like to spend
your last days?

What are your spiritual beliefs
that might affect treatment
choices?

Goals
Values
QOL
Priorities

1 &
00a to Gn




More technology
IS the default

Patient must
opt out

Improving
advance
directives

More ACP

Better
documentation

Prompt
Providers




1991

Enforce
PSDA

Challenges in
Patien Care ‘

Voluntary
Advance *
Care ‘\
Planning

Blumenauer
H.R. 3200
Sec. 1233

o TODAY
= | WAS TOLD | WAS
T00 OLD...
| WAS
CANCELED

N %! 'RATIONED HEALTHCARE
R THE GOOD OF THE COUNTRY

One

90-minute

ACP

Nine
10-minute
patient
Visits

IORS CGHECK IN...
Y DON'T CHECK OUT!




PPACA silent on
ACP. But does
cover annual
wellness visits.

Section 4103

Final Rule (Nov. 2010)

Defined “VACP” as
element of annual
wellness visit

A “quiet” victory

“The longer this
goes unnoticed,
the better our
chances of
keeping it.”

DHHS: “Notice of
Proposed
Rulemaking:

Physician Fee
Schedule” (July 2010)

PolitiFact%om

Sorting out the truth
in politics

Lie of the Year:
“Death Panels”

Jan. 2011: Rescind VACP

“We did not have an
opportunity to consider . . .
the wide range of views . . .
held by a broad range of
stakeholders”



H.R.6331

One Aundred Tenth Congress
of the
Mniced States of America
AT THE SECOND SESSION
(1) IN GENERAL.—Section 1861(ww) of the Social Security
Act (42 U.S.C. 1395x(ww)) is amended—

“3) Far purposes of paragraph (1), the term ‘end-of-life plan-
ning' means verhal or written information regarding—

“(A) an individual’s ability to prepare an advance directive
in the case that an injury or illness causes the individual
to be unable to make health eare decisions; and

“(B) whether or not the physician is willing to follow the
individual’s wishes as expressed in an advance directive.”,

Patients

HEes™ H, R. 1589

" voluntary advines

To amend the Socinl Seeurity Aet to provide [
aned Medienid, and for other

eare planning consultation under Medicare &

P poses,

IN THE HOUSE OF REPRESENTATIVIEES

Apnri. 15, 2011
SECTION 1. SHORT TITLE; FINDINGS; TABLE OF CONTENTS,
(a) SHORT TirLe.~This Aet mayv be eited as the

“Personalize Your Care Aet of 20117,

SENATE, No. 2199

———

STATE OF NEW JERSEY
214th LEGISLATURE

asvs

INTRODUCED JULY 19, 2010

New Jersey Advisory Council on
22 End-of-Life Care

Sponsored by:
Senator M. TERESA RUIZ

< ATy X9999 99999 99999'
’l-ﬁ.‘ pas: 09-16-1969

S FIRSTHAME M STHAM

13‘5*NY STREET
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VANISHING
DEDUCTIBLE

h your deductible

Lower premiums

Willing to be a donor

i BEFORE PROGRAM

G0 AFTER PROGRAM

50 48 _51_;:

40 | 41
30 30 ‘

i |
0 | | 19
I |

10 . 13

0 - |

u _l |

1ES UNDECIDED
Source: NJ Sharing Network
High Smokers
Hon
Smokers
L_crun

Insurance Premium Hate

Content

agnostic




Make AD

avallable

Sara’s Law
April 2011

Effective late 2012

NOKR

POLST
Physician
Order
Life
Sustaining
Treatment

Registries

Organ donation

POLST

Practitioner <
Order

Life
Sustaining

Treatment



Physician Order for

Scope of Treatment

Medical . . .
Clinician . . .

Medical . . .

What is

POLST

Terminally ill

Chronic progressive
iliness

Frailty

POLST
supplements AD

It does not replace it

For those in last
year of life

NJ <5 year

Others who want to
define care




Differences hetween POLST and Advance Directives

Characteristics POLST Paradigm Advance Directive
Population Advanced progressive chronic conditions | All adults

Timeframe Current care Fufure care

Where o ‘

compltd Tnmedical sefting Tn any sefting

Resulting : ‘ i :

oo Medical orders (POLST) Advance directve

Surrogate role | Can do +f patient lacks capacity Canot do

Portahility Provader responsibility Patient/famaly responsibility
Periodic review | Provider responstbility Pattentfamuly responsibility

About the present

Here and now




HIPAA PERHITS DISCLOSURE OF POLST TO OTHER HEALTHCARE PROFESSIONALS AS NECESSARY

Order for LST

Order about LST

i treatm

Life-Sustaining Treatments Received (n = 1,606)*+

2 25%
g
E 0%
8
3
15%
10%

i
=
£
g
H
2

POle Comfort POLST Limited ~ POLST Full  Traditional DNR  Traditional

nres Only Interventions Treatment (n=626) Full Code

(u 300) (n=335) (n=83) (n=262)

ST forms,caly
(Section B) were inchuded
IV Bids, dilysis, raasf i g

ventilatr sugport




SEND FORM WITH PERSON WHENEVER TRANSFERRED TO HEALTH FACILITY

ontact Information

POLST can be
revised or revoked
at any time

70% - patient

30% - surrogate

POLST does not expire

But should be reviewed
with change in patient’s
condition or location

POLST
benefits




Closes gap
between what
people want and
what they get

Brightly colored

Easily identified

Original MOLST is printed
on heavy card stock

paper

But a copy has the same
force as the original form

Specific detailed
instructions

Easy to follow
No need to “interpret”




Actionable
orders

More likely honored

No need to “translate”

Portable

Travels with the patient in

all treatment settings

Home
Hospital

LTC
EMS

Wedical Society: 1:s Juss

MONJ
DO NOT RESUSCITATE

ALL FIRST RESPONDERS AND EMERGENCY MEDICAL
SERVICES PERSONNEL ARE AUTHORIZED TO COMPLY
WITH THIS OUT-OF-HOSPITAL DNR ORDER.

This request for no resuscitative attempts in the event of a cardiac and/or respiratory amest for:
has besn ordered by the physician whose signature

PLLAST PRINT WML
appears below. This order is in compliance with the patients/surrogate’s wishes and it has been
determined and documented by the physician below that resuscitation attempts for this patient would be
medically inappropriate.

POLST Pre-Hospital DNR
» Allows for choosing » Can only use if choosing
resuscitation DNR
» Allows for other medical | Only applies to
treatments resuscitation

+ Honored acrossall
healthcare settings

» Only honored outside the
hospital

POLST is Evidence Based

Major academic research in 3 POLST states: strong
evidence base of efficacy of POLST in ensuring

preferences are elicited, documented, honored, w/
pain and symptom management equivalent to thos
without POLST order

Hickman et al. “A Comparison of Methods to Communicate Treatment
Preferences: Traditional Practices versus the Physician Orders for Life-
Sustaining Treatment Program” ] Am Geriatr Soc 58:1241-1248, 2010.
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PA - implementing 2011

DE - implementing 2011

MD - implementing 2011

7/19/2010 Introduced in Senate

5/12/2011 Reported from
Senate HHS Committee

5/12/2011 Referred to Senate
Budget and Appropriations
Committee
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Endorsed Programs
Developing Programs

No Program (Contacts)

SENATE COMMITTEE SUBSTITUTE FOR
SENATE, No. 2197

STATE OF NEW JERSEY
214th LEGISLATURE

ADOPTED MAY 12. 2011

Sponsored by:

Senator M. TERESA RUIZ
District 29 (Essex and Union)
Senator LORETTA WEINBERG
District 37 (Bergen)

PSO

Form

Public awareness

Training professionals




Patient Safety & Quality NJHA Institute for
Quality and Patient

Act of 2005

Patient Safety and
Quality Improvement
Final Rule (2008)
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Princeton HealthCare System
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Thaddeus Mason Pope, J.D., Ph.D.
Widener University School of Law

4601 Concord Pike, Room L325
Wilmington, Delaware 19803

T: 302-477-2230 F: 901-202-7549
E: tmpope@widener.edu
W: www.thaddeuspope.com



