Better Healthcare Decision m
. . [ A DM LL
Making for Incapacitated P e

Patients without Surrogates

3rd Annual WINGS Minnesota
Guardianship Summit

February 3, 2017

Thaddeus Mason Pope, JD, PhD
Mitchell Hamline School of Law

Health law

Bioethics

Not guardianship

Increasingly Minnesota

common hospitals & LTC

situation A TG

2/2/2017

Healthcare facility has incapacitated
patient with no available surrogate

Patient needs
treatment



BUT

Nobody
else to
consent

Patient w/o proxy

Incapacitated &
alone

No capacity

No surrogate

Various
terms

| use

“unbefriended”
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Patient
cannot
consent

“unrepresented”

“adult orphan”

Incapacitated and Alone:
"are Decision-Making
ed Elderly



Advocating
for the
Unbefriended Elderly

An Informational Brief
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We see things differently from different angles
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AGS Postion Statement: Making Medical Treatment Decision

for Unbefrended Older Aduls

Tomdhy . o, MD,AGS, i Vi M0, L R, D, g . i
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MPKIHIA Pm\

November 22, 2016

| am a law professor.

But | often speak
and write directly
to clinicians

SYSTEM POLICY PROPOSAL:

DECISION MAKING FOR UNREPRESENTED PATIENTS WITH
IMPAIRED DECISIONAL CAPACITY

Patient has decisional capacity regarding heskth care? ——————— Ye5s ———e

'

o
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Fairview Lakes Medical Center

Fairview Northland Medical Center

Fairview Ridges Hospital

Fairview Southdale Hospital

Maple Grove Hospital

Univ. Minnesota Masonic Children's Hospital
University of Minnesota Medical Center

Fairview Range Medical Center

Who?

parts

Who can consent for the incapacitated
patient with no surrogate?

Substitute
decision
making
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Perspective
today — from
the clinician

Who are the
unbefriended
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. . Decision
Risks to Prevention »
: makin
patient safety measures & .
mechanisms
How to make
healthcare decisions
for patients without
capacity
1 MINNESOTA STATUTES 2016 4501
Ability to understand
CHAPTER 145C

Ca paCity HEALTH CARE DIRECTIVES the significant

benefits, risks and
alternatives to
proposed health care

\GENT

e JSC16  SUGGESTED FORM.
MEC®  AUTHORITY TOREVEEW MEDICAL RECORDS.



Ability to make
and communicate
a decision

All patients are
presumed to have
capacity

Until the presumption
is rebutted

1. Had but lost (dementia...)
2. Not yet acquired (minors)

3. .Never had capacity
(mental disability)

If decision not
impaired by cognitive
or volitional defect,
providers must
respect decision

Patient has capacity to
make the decision at hand

Patient decides herself

Let’s focus on
the most
common one
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Not honoring
choice =
paternalism,
violation of patient
autonomy

BUT patients
often lack
capacity

Adults who
had but lost
capacity



Mechanisms
when patient
cannot make

her own
decisions

Maybe left
prior
instructions

BUT

Advance directive
Agent / DPAHC

Default surrogate

Advantage

Not completed
Not found

Not clear
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Advance
directive

Patient herself
decided
(earlier)

Obstacle 1



Not

completed

18-29
30-49
50-64
65-74
75+

Not

found

15%
33%
38%
61%
58%

-

AMERICAN BAR ASSOCIATION

NI + NTTENHINET W + WONTA KIS 122 * e

AARP 28%

NCHS Data Brief » No. 54 w January 2011 WESTA TS84 Aged 85 and owr
1

l' T

65-76% of physicians
whose patients have
advance directives do
not know they exist

<)

' U.S. Department of Health and Human Services /
H C Assistant Secretary for Planning and Evaluaticn 13

! Office of Disability, Aging and Long-Term Care Policy \: /
S ty, Aging 0 = \/
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PewRescarchCenter

Views on End-of-Life
Medical Treatments

Growing Minority of Americans Say
Doetors Should Do Everything
Possible to Keep Patients Alive

Obstacle 2

Individuals fail to make
& distribute copies

Primary agent Attorney
Alternate agents Clergy

Family members Online registry
PCP
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BAnk OF MONTREAL

clear

Trigger terms vague

) “Reasonable expectation of
recovery”

75% 51%

then 25% 10%

—— Plus: prognosis uncertain

Preferences vague

Then == Limits

Even if temporary



Enough

THE FAILURE OF THE LIVING WILL

Instruct
Appoint

15t choice —
patient picks
herself

Aunels of Internal Medicine Prrsprcrive

Controlling Death: The False Promise of Advance Directives

[
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In ct
Appoint

Patient knows who
(1) They trust

(2) Knows their
preferences

(3) Cares about her
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2 parts

to AD

Need a
SDM

”Agent”

“DPAHC”

10



BUT

Still need
a SDM

“Surrogate”

“Proxy”

Usually in an
advance
directive

Default
surrogate

Most states
specify a
sequence
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Not completed

Not found

ot

2"d choice —

if no agent,
turn to default
priority list

Agent
Spouse
Adult child
Adult sibling

11
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No authoritative Custom &
list in Minnesota practice

CASE TYPE INDICATOR: CIVIL - OTMER 3. Plaintiffs are appropriate surrogate declsion makers for

STATE OF MINNESOTA DISTRICT COURT
COUNTY OF RAMSEY SECOND JUDICIAL DISTRICT all health care decisions for their son, and they are not required
L L PROBATE DIVISION
u I C I a y ’ U R C1- 8417 to petition for or be appointed quardians or conservators in order
RE: .Janes D. Butcher and Patricia A. to continue making all health care decisions for their son,
Butcher, individuail

ns
. Butch
FINDINGS OF FACT, CONCLUSIONS
vs. OF LAW AND JUDGMENT consistent

Thomas Fashingbaser, in his
official capacit; DA tor, " 2 4l : +.
,.,f,.gy é,\,,":, Conmintty. Mustn with the standard of medi¢l and ethical practice in the State of
Services Department, and Ramsey
County Community Husan
Secvices Department, Minnesota.
Defendants.

. 3rdchoice —
ill need i
St Guardian ask court to

a SDM appoint SDM

12
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GUARDIANSHIP FOR VULNERABLE ADULTS IN NORTH
DAKOTA: RECOMMENDATIONS REGARDING UNMET

Last resort

. EFFECTIVENESS
responsive 300 to
Wivsor C. Scevmr: 700

3 types Patient  Asent How does
DPAHC

SD Legislature iu”ogate the SDM

I\ ,I roxy
Court Guardian decide?
Conservator
Any type of SDM Hierarchy

can usually make

Not sufficiently

1. Subjective

any decision 2. Substituted
patient could judgment
have made 3. Best interests

NEEDS, STATUTORY EFFICACY, AND COST

13



Subjective

If patient left
instructions,

follow them

Burdens of

treatment Benefits

Definition
Prevalence

Causes
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Substituted Best interests
Judgment If cannot exercise
Do what patient substituted
would do (using .
known values, JURLTNET, 1T
e — objective standard

Definition

3 conditions

14



Lack
capacity

3

Step by step
flowchart
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No available,
applicable

AD or POLST
No reasonably Nobody to
available consent to
authorized
p— treatment

Does the
patient have
capacity?

15
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If yes, then If no, can If yes, then
patient makes patient patient makes
treatment decide with treatment
decision. “support”? decision.

If no, Is there an
available AD
or POLST

proceed

Does the AD If yes, follow If no
glre';g;?pply AD or POLST ’

(but involve
here surrogate) proceed

16



If so, is the
guardian
reasonably
available?

If so, is the
agent
reasonably
available?

If patient lacks
capacity, a SDM
must make the
treatment
decision.

If no

guardian . ..

If no

agent . ..

2/2/2017

Is there a
court-
appointed
guardian?

Is there a
healthcare
agent
(DPOAHC)?

Is there anyone
on the default
surrogate
priority list?

17



If so, is the
surrogate
reasonably
available?

Nobody to
consent to
treatment

If yes 2>

Have social
workers diligently
searched for
surrogates

Is there any
reason to believe
the patient
would object

2/2/2017

If yes,
then 2

Is the situation
an emergency

If no, proceed
on basis of
implied
consent

18



Even if a guardian
is forthcoming,
may need to
make decisions
in the interim

16% ICU

admits

Is there an
responsive
guardianship
system?

Big

problem

5% ICU

Life Support for Patie
Who Decides?

RTH Annals of Internal Medicine
i ients without a Surrogate Decision Maker:

2/2/2017

If so, seek a
court
appointed
guardian

Hospital
estimates

> 25,000

19
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— Table 14
i Royal College

s

‘i of Physicians

34, Isthere documented evidence that the cardiopulmonary resuscitation (CPR) decision by a senior doctor was

discussed with the nominated persons important to the patient during the lzst episode of care? L I ‘
L3 s s

o N0 1705
o NOBUT mn

End of Life Care Audit - rossryarserui estimates

‘There was no nominated persan impartant to the

. . . patient
Dyl n g I n H OS p I tul Attempts were made to contact the nominated person

. important fo the patient but were unsuccessful
National report for England 2016

*81%ifthe N0 BUTS'are excluded from the denominator

SAFER + MEALTHIER « PEOPLE

Incapacitated and Alone: o
Health Care Decision-Making - o
for the Unbefriended Elderly

Naomi Karp and Erica Wood

UDC

Long-Term Care Providers
and Services Users in the
United States: Data From the
National Study of Long-Term
Care Providers, 2013-2014

U.S. nursing
home population

1.4 million

- and Awing

I|3\ American Bar Ass.

Commission on L

2
3
=
8
£
]
&
2

July 2003

Extrapolate

5.5/320
1.7%

> 56,000
in USA

20



Just 4
causal
factors

THE COMMISSION ON
END OF LIFE CARE

Final Report

January 2002

AARP Public Policy Institute

The Aging of the Baby Boom and the Growing Care Gap:
A Look at Future Declines in the Availability of Family
Caregivers

Donak Reafoot, Lymn Feinberg, and Al Houser
AARP Public Policy Insttute

10,000,000
Boomers live alone

HOISNI
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Not just big, but

Growing
problem

U.S. POPULATION AGE 55+ (MILLIONS)
100 Baby Boorers Tum

65—

1990 200 10 220 230 200 2050 2060

SOURGE U5 Consis Buren Netoral trcensa Esintes, 30 2014 e Py Fectins, ecember 2014 ol ty P?

21
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BAZPSIOR economics RatgPons £iChands /RSt U.S. % Childless Women Ages 40-44

THE
CHILDFREE ot
LIFE

Year (Current Age Range)

Others

o V24
have
e family
v The bigaest fear (32 respondents) was having no one to speak up for them or act in
their st inteests when they coukd no longer dosofor themsefves m e m b e rs

Ageing without Children survey results 2015

No contact (e.g. LGBT,
homeless, criminal)

Also lack capacity

Unwilling

22



Cannot
advocate
for self

GUARDIANSHIP FOR VULNERABLE ADULTS IN NORTH
DAKOTA: RECOMMENDATIONS REGARDING UNMET
NEEDS, STATUTORY EFFICACY, AND COST
EFFECTIVENESS

“unimaginably
helpless”

3 common

responses

Have no
substitute
advocate

Problem

2/2/2017

Making Treatment Decisions for Incapacitated Older Adults

Without Advance Directives

“highly vulnerable”

“most vulnerable”

Nobody to
authorize
treatment

Under-treatment

23
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Reluctant to . Until
act without Wa It emergency
consent

(implied consent)

Longer period

B U T suffering

Increases risks

Ethically “troublesome.. . .
waiting until the patient’s
medical condition
worsens into an
emergency so that
consent to treat is

implied . . ”

Over-treatment

24
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Fear of liability Treat

Fear of regulatory aggressively B U I
sanctions

“compromises patient care
and prevents any
_ thorough and thoughtful
consideration of patient
Unwanted | - = g

preferences or best

Burdensome

IDYIN IN AMIERICA
Improvin, Micy and

interests”

No discharge

to appropriate
setting

25
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Deprived of benefits like rehab il
’ = f
I R
HABILITA ! () 7
| -
t B p E iy

Cure Avoid being unbefriended
Prevention
‘ ) Avoid risks of unbefriended
Better capacity assessment Assess
Diligent search for surrogates capacity D I Stl ng uis h 2
More advance care planning more related terms
carefully

Better default surrogate lists

26



Competence

Legal determination
(by a court)
Global (all decisions)

Not all or
nothing

Decision
specific

Capacity
Clinical determination

Decision specific (not
global)

Patient might have
capacity to make
some decisions but
not others

tage 7
‘mzhﬁimer’s

acity to

iﬁsent‘ to

nd™
feeding

=
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Capacity

relevantin
healthcare

Patient may lack capacity
for complex decisions

But have capacity to
appoint a surrogate

May fluctuate
over time

27



Patient might have
capacity to make
decisions in morning
but not afternoon

More
Advance
care
planning

(Sms

99497
99498

2/2/2017

Making Treatment Decisions for Incapacitated Older Adults’
‘Without Advance Dircctives

AGS Ethics Committee

POSITION1

Except in cases of obvious and complere incapacty, an
attempt should always be made to ascertan the patients
abiliey to participate in the decision-making process,

Before lose capacity: '// Volunteers
Record preferences Ot AI]]CflCﬂ

and/or
N t
ame agen MINNESOTA
Diligent Surrogates usually
search for found for most
surrogates thought to be

unbefriended

28



NHs, neighbors, service
agencies

Access home, apartment

Personal effects

Health records, pension plans

Better
default
surrogate
laws

Law as
causal
factor

2/2/2017

The standard of decision making regarding treatment

Even if no surrogate should consider any present indicarons of benefis and bur-
found, search may dens tha the patient can convey and should be based on any
reveal evidence of knoledge o the paren' prioearticularions, culural bele
patient’s values, ifthey are known, o an asesment of how 4 reasonabl
preferences person within the patent’s communiy would weigh the

available opions,

T

Clinical solutions

Legal

Better capacity assessment

Diligent search for surrogates SO I ut | ons

More advance care planning

Some states will
have fewer
unrepresented
patients

29



Some states will
have zero
unrepresented
patients

Longer

More flexible

More
relatives

Why?

Longer
list

Spouse

Adult child

Parent

Adult sibling

Grandparent / adult grandchild
Aunt /uncle, niece / nephew
Adult cousin

2/2/2017

Default
surrogate
laws

Bigger net = catch more fish

ND list is longer
than most

9 categories deep

30



23-1213. Persons authorized to provide informed consent to health care for
incapacitated persons - Priority.
1. Informed consent for health care for a minor pateent or a patient who is determined by

a physician to be an ncapacitated persan, as defined in subsection 2 of section
30.1-26-01, and unable to consent may be cbtained from a person authorized to
consent on behalf of the patient. Persons i the following classes and in the folowing
order of priority may provide informed consent to health care on behalf of the patient
a The individual, f any, to whom the patient has given a durable power of atiomey

that encompasses the authority to make health care decisions, unless a court of

competent jurisdiction speciically authorzes a guardian fo make medical

decisions for the incapacitated person

The appointed guardian or custodian of the patient, if any

The patient's spouse who has maintained significant contacts with the

incapacitated person;

Children of the patient who are at least eighteen years of age and who have

maintained significant contacts with the incapacitated person

e Parents of the patient, including a stepparent who has maintained significant

contacts with the incapacitated person,

Adult brothers and sisters of the patient who have maintained significant contacts

vith the incapacitated person:

Making T Decisi
‘Without Advance Dircctives

AGS Ethics Committee

POSITION 2

It should not be assumed thar the absence of traditional
surrogates (next-of-kin) means the patient lacks an appropri-
ate surrogate decision-maker. A nontraditional surrogare,
such as a close friend, a live-in companion who is not married
to the patient, a neighbor, a close member of the clergy, or
athers who know the patient well, may, in individual cases,
be the appropri gate. Health p ionals should
make 2 conscientious effort to identify such individuals.

Tennessee

for I itated Older Adults’

. Crandparsts o e patent who have meniened signfcant conecs wih e
meagaciled prson

. randchlaen o he pafien o are o lasteighieen s of ae and ho e
meinained signifcant conects wih e ncapaclaled person or

. Acose relsve o iend o e patent wha s afeast eihteen esrs of gz and
Who s aianed sinfiancofacs i e neapachaled ersn.

JAMA April 72015 Volume 313, Number 13 1369 102 042 92.9
Spouse 53212 a8.s
Adutt chila 22 495 20.5
Parent 14031 12.8
Sibling 12 304 11.2

[Outside the nucicar famity 7761 7.1]
Nonnuclear relative 3190 2.9
Niece or nephew 1134 1.0
Cousin 523 <1
Aunt or uncle 490 <1
In-taw 3ss <1
Step-parent or step-sibling 291 <1
Grandparent 170 <1
Grandchild 166 <1
Other blood or legal retative s8 <1
m A571 a2
Triena 1554 17
Relationship outside marriage 1329 1.2
Ex-spouse 539 <1
Other 849 <1

“surrogate shall be
identified by the
supervising health

care provider”

2/2/2017

Close
friend

More
flexible

“criteria . .. in the
determination of
the person best
gualified to serve
as the surrogate”

31
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Ability to make decisions

Regular contact with patient

[} [}
Demonstrated care and concern LI m Ite d

Availability to visit the patient

Availability to engage in face-to-
face contact with providers

No default surrogate law

No default
surrogate
statute

CASE TYPE INDICATOR: CIVIL - OTHER

STATE OF MINNESOTA
DISTRICT COURT Minmesora
COUNTY OF RAMSEY SECOND JUDICIAL DISTRICT Maocw
[ASSOCIUTION
PROBATE DIVISION
L FILE NUMBER: C7-94-1717
RE: _James D. Butcher and Patricia A. ici
Butcher, individually and as MM'A POIICIES

parents and natural guardians
of James D. Butcher, I

pra ctice - T e g e, oo 2015

Ramsey County Community Human . .
rvices P:n-n e - (reflects policies adopted through April 30, 2015)
County Community Human
Services Department,
Defondants.

32



240.2 Decisions to Forego Life-Sustaining Treatment fo Patients Lacking
Decision-Haking Capacity

The A e e A Coutcon B an il AFfs comentos a1
A Al Mectng s ol

2 W e e oy et s o e
s el P s eon o e el el s n
Hecase e e o e cosl s e e e pesons ot
gttt e el nd s someelntoowee o s e, s e
olied e e poes andmy b il .

34U. Mem. L. Rev. 331
38Vill. L. Rev. 103

De facto
flexibility

NJ IN
NY NJ

Tried to prevent
from being
unbefriended

Failed

2/2/2017
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Solo physici
How to make 0’0 physician

Second physician

healthcare
L Ethics committee
decisions
External consent
Most
Solo

. . common Od d
physician approach

Oversight
Oversight

Scrutiny

Vulnerability

Vetting

Vulnerability

34



“Having a single health
professional make unilateral
decisions . . . is ethically
unsatisfactory in terms of
protecting patient autonomy
and establishing
transparency.”

IDYING INN AMIERICA
a

2306504 Resticions on who can act s agen,

H S A pesom may o e e utoty of agntvhle sening in one f e oloving
Prohibited _—
. f, Thepincels et car provie,
IN N D an d 1 A ronelge ofte pincial who 5 an emplyes of e il heeh care
e
some Sta te S 3 Thepmges pnem cae senies v, o

4. Knonrelate of e prvcipel vho ' &n employe of e prvpels ngem caie

SENiES v

Second
physician
consent

Bias
COl
Careless

301281, 5-3t1) Who may be guarian- Prioits.

2/2/2017

1. Ay compefnt prsom or & desatedpeson fom a suele nftfon, ageney o

nonooft goup home ey be apported
inston, ageny, or nomref group
icapaiated persom may be aopmn*e e fdan. Hoy e,

quaran of an incapaciaed person. No
e roidng tam ad cushy o te

wo e A'se @b

35



External
consent

“clinical social worker .

. selected by the
provider’s bioethics
committee and must
not be employed by the
provider”

CAN

CALIORA DVOCATES FOR NURSING HOMEReFORM

Multidisciplinary
committee

2/2/2017

South Carolina

S.B. 503

“independent” medical consultant
+

“independent” patient advocate

CANHR not sat b/c “paid” by NH

Making Treatment Decisions for Incapacitated Older Adults’
‘Without Advance Dircctives
AGS Etbics Committee”

POSITION 3

After a conscientious effort has failed to identify an
appropriate surrogate, a group of individuals who care for
the patient may determine appropriate treatment goals and
design a humane care plan to meet those goals. This group
might consist of a multidisciplinary healthcare team, includ-
ing physician, nurse, nurse’s aide, clergy, and others who
have worked most closely with the patient. If an institutional

36
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Physician not attending with
consensus ethics committee

INTHE COURT OF APPEAL OF THE STATE OF CALIFORNIA|
FIRST APPELLATE DISTRICT
DIVISION FOUR

Constitutional gummmooTIE ) co e C d I | fO n | d

)
Plsonifs and Appsilaas, coony

ainffs and Appeia ) Aumoda Couny Superior Court.
) Case No. RGEIT0I00

KAREN SMITH, MD.. MPIL
 the Calif

due process e | I DT

ON APPEAL FROM THE JUDGMENT OF THE SUPERIOR COURT

COUNTY OF ALAMEDA

Hon. Evelio M. Grillo, Presiding

1. Physician

2. Registered professional
nurse with responsibility for
the resident

3. Other staff in disciplines as
determined by resident's
needs

4. Where practicable, a patient
representative

Efficiency Fairness

37



dlr

Accessible,
quick,
convenient,
cost-effective

TM Pope, “Unbefriended and
Unrepresented: Better Medical
Decision Making for
Incapacitated Patients without
Healthcare Surrogates,”
Georgia State University Law
Review 2017 (forthcoming).

Expertise,
neutrality,
careful
deliberation

Sacrifice some
fairness for

efficiency

TM Pope, “Legal Briefing: Adult Orphans
and the Unbefriended: Making Medical
Decisions for Unrepresented Patients
without Surrogates,” Journal of Clinical
Ethics 2015; 26(2): 180-88.

TM Pope, “Making Medical Decisions for
Patients without Surrogates” New
England Journal of Medicine 2013;
369(21): 1976-78.

2/2/2017

Too fair 2

too slow

TM Pope & T Sellers, “Legal Briefing: the
Unbefriended - Making Healthcare
Decisions for Patients without Proxies —
Part 1” Journal of Clinical Ethics 2012;
23(1): 84-96.

TM Pope & T Sellers, “Legal Briefing: the
Unbefriended - Making Healthcare
Decisions for Patients without Proxies —
Part 2” Journal of Clinical Ethics 2012;
23(2): 177-92.
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