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Describe VSED.

Identify the limitations of traditional
advance directives for dementia.

Describe how patients can authorize
VSED when they reach advanced
dementia.

Assess the most effective advance
care planning for dementia.

Disclosures

Objectives

Time
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11:00 - 11:50

11:50 - 12:50

Lunch - Royale Atrium/Alcove

May a Michigander
leave instructions,
“‘dehydrate me to
death” when | reach
advanced dementia?

10/7/2018

2 Core
qguestions

May / must
clinicians honor
such instructions?

More & more
jurisdictions
expanding
EOL liberty
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I\/Iedlcal
aid in dying

Decisional
capacity

What

10/7/2018

Adults

> 18 years old

Terminally ill

6-mo prognosis

Ask & receive
prescription

drug
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MAID legal in 8 US states
Self-administer

To hasten death [ A
"o.'
MAID illegal in 48
Maybe Soon 11 %cluding Ml

Massachusetts ) ]
/)4 COME aNe
Hidoomts LM "
S DN N NEW YORK

The Empire State

[ Welcome to |
NEW JERSEY’

The Garden State v

Focus on

S O Other exit

options



Dementia
challenge

raised repeatedly

Challenge even In
these states

Eligibility
requirements in
all MAID states

10/7/2018

Ehe Netw Jork Eimes

THE NEW OLD AGE

One Day Your Mind May Fade. At Least
You'll Have a Plan.

By Paula Span

Jan. 19,2018

Cannot satisfy
2 conditions
at same time
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“incurable and

Te rmlnal irreversible . . .
condition . ..
|”neSS death within

six months.”

2 Capacity

“solely and directly

by the individual . . B U T
not ... advance

directive”



10/7/2018

Capacity =2 Terminal 2

not terminal no capacity

Benelux

May change

someday

gAC P AOATL K S ™

American College of Physicians
Leading Internal Medicine, Improving Lives

Arbitrary discrimination
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A

Canada

Dec. 2018

But No “advance”
MAID in the

tOd ay Americas

RESEARCH PAPER

No hElp for dementia Lifetime risk of common neurological diseases in the
even here elderly population

Silvan Licher," Sirwan K L Darweesh,' Frank ] Wolters,"? Lana Fani, "
Alis Heshmatollah, "* Unal Mutlu, " Peter J Koudstaal” Jan Heeringa,’
- Maarten J G Leening,"** M Karnran lkram,"* M Arfan lkram'
m N Women 45+
) « o I lf . . k
.~ 26% litetime ris



SO

MAID gets
massive
attention

10/7/2018

again

Other exit

options

Voluntarily
Stopping
Eating &
Drinking




e 3

Physiologically
able to take food
& fluid by mouth

Intent: death
from dehydration

\oluntary,
deliberate
decision to stop

10/7/2018
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Bad
rap

“Must legalize
MAID ... or
else ... VSED”

llllllllllllllllll

O72 Mzyy Ow7z

Dicerne Relrrrz

Actually

1

10/7/2018
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15t person
narratives

TJOMORROW
NeveR FNOWA

M AN BY AN AEKILER

INarrative
L722c92¢727y 772

Bioethics

A JOURNAL OF QUALITATIVE RESEARCH
FEATURING::

Schacter

TED talks
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SPECIAL ARTICLE

Nurses’ Experiences with Hospice Patients Who
Refuse Food and Fluids to Hasten Death

Most deaths:

“peaceful, with
little suffering”

10/7/2018

Medical
journals

>100 Oregon
nurses cared for
VSED patients

“opportunity for
reflection, family
interaction, and

mourning”

13



Not for
everyone

10/7/2018

Preferred
by many

Even though MAID
available, “almost

twice” chose VSED

Clinical
guidance

14



Journal of the
American Geriatrics Society

SPECIAL ARTICLE:
PALLIATIVE PRACTICE POINTERS

Voluntary Stoppmg Eating and Drinking

Jotm W. War, MD, Avry W. An, MD, Nicole Koger, M 0, and Timothy E. (will, MD

CPGs

10/7/2018

JAMAInternal Medicine | Spedal Communication | HEALTH CARE POLICY AND LAW
Volutarily Stopping Eating and Drinking
Among Patients With Serious Advanced Ilness-
Clinical, Ethical, and Legal Aspects

Timothy . il MD:Linda Ganzinl, D, MPH; Robert . Truog, MO heddys Wson e, 1, PR

JAMA nternal Medicing: January 2018 Volume 78 Numper - 13

wE3WIN knmg‘

Caring for people whao
ccccc iously choose not
to eat and drink so as to
hasten the end of life

KRMG Borgal Duech Medical Amsociasisn
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COLLEGE DES MEDECINS
DU QUEBEC

Growing
professional
society
endorsements

i Postion Statement

Mary Ann Licker, nc.
DO 10.1089{pm 20160250

Intemational Associfon for Hospig
and Pallaie Care Posiion Staement;
Euthanagia and Physicin-Assisted Suicide

10/7/2018

POSITION STATEMENT ’) A N A

AMERICAN NURSES ASSOCIATION

Nutrition and Hydration at the End of Life

Effective Date: 2017

Status: Revised Position Statement

Writtenby: ~ ANA Center for Ethics and Human Rights
Adoptedby:  ANA Board of Directors

Austrian Palliative Society (OPG)
m;ﬂﬂ?;mmmmmamw wmw

Wiemer Medizinische Wochenschrit
@ CrossMark

Freiwilliger Verzicht auf Nahrung und Fliissigkeit um das
Sterben zu beschleunigen

Eine Stellungnahme der dsterreichischen Palliativgesellschaft (OPG)
Angelika Felchtner - Dietmar Weller - Alois Birkibater

Ei 6. September 2017 / 7. Februar 2018
 Springer-Verlag GmbH Ausiria, ein Ted von Springer Nature 2018

16
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Evidence

Recap  i.edror

exit option

Uncertainty,

B UT reluctance

17



JOURNAL OF PALLIATIVE MEDICINE
Volime 15, Number 3, 2012

& Mary A Lisbed, nc

DO 10.1089]pm.2011 0234

Prevalence of Formal Accusations of Murder
and Euthanasia against Physicians

Mean rating

Actual number
of physicians who

were accused based

Action that might be misperceived of risk SD on this action
Total sedation (the application of 41 L1 2
phamacotherapy to induce a state of
decreased or absent awareness
[unconsciousness] in order to reduce the
burden of otherwise intractable suffering)
Stopping artificially delivered nutrition/ 36 11 0
hydration
Stopping oral nutrition/hydration in a patient 1.2 0
who can eat/ drink when requested by the
patient
Use of palhabive and sedative medicahons i the 32 13 6
process of discontinuing mechanical
ventilation
Stopping dialysis 31 1.2 0
Use of barbiturates for symptom treatment 29 11 2
Use of opiates for symptom treatment 28 1.2 13
Use of benzodiazepines for symptom treatment 23 L0 1
Other N/A N/A 6

Is VSED
legal?

10/7/2018

> 600 palliative
care physicians
perception of
legal risk

Providers
ask

Is VSED
illegal?

18
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Wrong

queStlonS Law is rarely binary
Risk Measure
assessment M|t|gate

® Prohibited

. Unsure

- Permitted

19
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BUT

Absence of a red light
not good enough

No statutory

permission

10/7/2018

No U.S.
jurisdiction
expressly
prohibits VSED

Clinician

No judicial

precedent

20
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Almost no

judicial

precedent

. Prince
Cdward
+ Island

Ontario Ot
- \ f " Nava
\ e ew  Scotia
PR, nswic
CanapAa - Political > ! v
= I

e
Seste &

College of Physicians and Surgeons of British Columbia

No red lights
300-669 Howe Street Telephone: 604-733-7758
Vancouver BC V6C 084 Toll Free: 1-800-461-3008 (in BC)
www.cpsbe.ca Fax: 604-733-3503
BRITISH COLUMBIA
@9

No green lights

FINAL DISPOSITION REPORT OF THE INQUIRY COMMITTEE

February 13,2018

Lack of clarity &
CPS File No: IC 2017-0836 g u | d ance
Complainant: Internal (referral from BC Coroners Service)

Subject Physician(s): Dr. Ellen Wiebe

21



VSED now
by patient

with capacity

Advance
directive for
VSED later

(when Pt lacks capacity)

10/7/2018

22
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Cancer

ALS

Dementia

Progressive illness

23



Alzheimer’s Disease

Cognitive
function

Dementia\

Years

What'’s

that line?

When | see

people in my
close family or
see my best
friends, | do not
know who they

are.

[3.1]

10/7/2018

Alzheimer’s Disease

Cognitive
function

\
L N
Patient finds intolerable Dementa '\

\
|
\

Years

Different for
each of us

(This patient is both incontinent and dependent on others
to change his diapers.)

| do not use
bathrooms. |
let my clothes

get wet and l =,
dirty. Others SRS
must change A
my diapers ,,,,,,..uw'""ﬂﬂ\ /,
(nappies). [4.5] %/

24
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Alzheimer’s Disease

Patient lacks

Cogni.tive . Cogni'tive
function |! Ca p a C Ity at function
this time LSRN
Patient finds intolerable Dementia\\
— O
Years : Years :
Hasten death
function |!
before losing kT
- Demen
capacity ‘

Years

Life not intolerable

But act now,
because still
have capacity

25



Too
Nelelg

Premature
dying

3

10/7/2018

Hasten death
while life still
worthwhile

VSED
Legality

Criminal sanctions
Civil liability

Licensing discipline

26
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Extremely 4 Arguments
low risk

Well established

> 4 decades

Vent
Dialysis
CPR
Antibiotics
Feed tube

Right to

refuse
treatment

27
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Vent
Dialysis
CPR
Antibiotics
Feed tube

Unclear

Vent
Dialysis
CPR
Antibiotics
Feed tube

Dialysis
CPR
Antibiotics
Feed tube

Not DIY

28



Part of a broader
treatment plan

Supervised by
licensed healthcare
professionals

PAVSED

Palliated & Assisted
Voluntarily Stopping
Eating and Drinking

Recognized as
healthcare by
medical
profession

10/7/2018

PAVSED

Highlights medical role in
palliating symptoms

Highlights the direct care staff
role in providing assistance

More position
statements
(e.g. ANA,
|AHPC)

29
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More clinical

practice Reca p

guidelines

ONH =

refuse
“treatment”

treatment

BUT

Barely established
ANH = medical treatment

\

30
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Implies/, -
ONH is
not

medical

\"- -

te :
A

ONH #
“treatment”

Right to
refuse
medical

31



Right to refuse
any intervention
(medical or not)

Even if it would
be clinically

beneficial

10/7/2018

Does not matter
whether food &
fluid is “medical
treatment”

Right to refuse

unwanted contact

Battery

32
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Mohr v. Williams (Minn. 1905)

Chief Justice
Rehnquist

“bodily integrity is
violated . . . by sticking
a spoon in your mouth

... sticking a needle in
your arm”

Move from legal
bases, grounds
for right

33
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Respond to
2 main legal

concerns

56 US jurisdictions

“Every person . . . aids, or

advises, or encourages 750.3293
another to commit suicide,

Mich. Penal Code

is guilty of a felony.”

Clinicians worry
participation
with VSED =
assisting suicide

34
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VSED #
AS

Active Passive

o RX679  RX679 |

AS statutes

i -
target active -

conduct

Normally: VSED entails

“Providing the physical | .
means by which the other on y paSS|Ve

person commits . . . Cond UCt

suicide”

35
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No “active”

introduction of P I u S

any lethal agent

Even if otherwise “Nothing . . . prohibit or

within scope preclude . .. prescribing . .

. administering, . ..
purpose of diminishing . . .

Exception

pain or discomfort”

Everything Many physicians
clinician does in

VSED expressly
exempted from support VSED
AS statute

& hospices

36
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CdSes

“The facility must provide

A I I ege d each resident with sufficient
fluid intake to maintain
proper hydration and
health.”

[ )
risk

Tag F0327

. of defic torms, Iy all deficiencies against the home.
5. [0 results, select a stale and sort
§ § y o [Sly fenci ’

THEBROADMOORAT  The T 2 e

CREEKSIDE PARK Wedands n ; l ol

REPORT) . .

E 15

BRIARCLIFF HEALTH Tler L 2 r -

CENTER (REPORT) . )

. 8 "

ug. 7, 20 KINDRED FotWorth  Tex 4 "
TRANSITIONAL CARE .
AND REHABILITATION- | B
RIDGM (REPORT) « Ws
) Lln
DEAI MEDADT.  dhathie = a - =
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Tag 242

DEPARTMENT OF HEALTH & HUMAN SERVICES

Cener o Medtcare & Medicad ervies (M 5
To0 Securty Bouevard, e top M5

Baltmore Moyl 2441890 (BT f AEDCHE A SECE

Cnterfor Mecicaid o State Opertions Suvey and Crticaion Croup

- e — e e

Safe Harbor

38



Risk~ 0

10/7/2018

VSED now,
patient with
capacity

Why
do it

Alzheimer’s Disease

39



Contemporaneous

VSED

Alzheimer’s Disease

Cognitive
function

MCI S

Patient loses caﬁaatx I

‘ ‘ Dementna

Patient finds intolerable \

Years

What is
“advance
VSED”

10/7/2018

Alzheimer’s Disease

Cognitive
function

MCl s,

Patient loses caﬁacitx \I
\
VSED here Dementia

\
\
\
|
\

Years

Alzheimer’s Disease

Cognitive
function

Patient finds intolerable
VSED here \

Years

40



Complete AD, today

t‘}‘«\
m““‘w N
e
o
o
o -

-~ st oY - s

When reach point
that you define

as intolerable

Direct VSED 3
in future

10/7/2018

41



You lack
capacity at
that time

WORDSWORIH CLASSICS

WILLIAMN ]

. SHAKESPEARE
Henrny IV

Part 1

10/7/2018

That is
“advance
VSED”

Can you leave
VSED
Instructions
in an AD?

Glendower: “I can call spirits
from the vasty deep.””’

42
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{

4

You can write
N ,

anything you
want in an AD

Hotspur: “Why, @ can |, or so But. .. will it be
can any man; But will they come

when you call for them?” honored

Prohibited

Unsure

Permitted

No specific
permission
for VSED

43
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Sometimes,
advance VSED is

prohibited

Uncommon
but not
surprising

10/7/2018

Wis. Stat. 155.20

“A health care agent may
not consent to the
withholding or withdrawal
of orally ingested nutrition
or hydration ../

44
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Autonomy No green (yet)

Prospective Some red
autonomy

Patient Broad
Advocate powers

45



Patient can

Advocate can

Unlike a Wisconsin
agent, a Michigan
patient advocate
may consent to
withholding oral
nutrition or hydration

BUT

10/7/2018

Mich. Comp. L. Ann. § 700.5509

“A patient advocate. . ..
exercise powers
concerning . .. care,
custody, and medical ...
treatment...”

conditions

46



Patient
permission

Mich. Comp. L. Ann. § 700.5509

“A patient advocate may make a
decision to withhold or withdraw
treatment that would allow a patient
to die only if the patient has expressed
in a clear and convincing manner that
the patient advocate is authorized to
make such a decision ... .”

Case 1

10/7/2018

VSED not within
default scope of
patient advocate

authority

o =
= - W EAl
- . T
140 7 - =2 MER

- - > —
T . ‘ag

47
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Cynthia D. Steele

TO MY FAMILY, MY PHYSICIAN, MY LAWVER %
ALL OTHERS WHOM IT mav conCern

Stana as= an expression of

IF AT SUCH A TIME THE SITUATION SHOULD ARISE THAT
THERE IS MO REASONABLE EXPECTATION OF MY RECOVERY
FROM EXTREME PHYSICAL OR MENTAL DISADILITY.
DIRECT THAT BE ALLOWED TO DIE AND NOT BE KEPT
P e A i i P P P P R S S S

I PO SK IUAT MEDICATION BE MERCIFULLY ADMINISTERED
I8 HE_TO ALLEVIATE SUFFERING EVEN THOUGH THIS
SHORTEN MY REMAINING LI

I MAKE THIS STATEMENT arier Cawerul CONSIDERATION
AND IS IN ACCOARDANCE WITH MY CONULICTIONS

Al eorT

KATHER I0E. HAH#DD

T MEEEBY ABSULVE ALL wHO FOLLOW THESE INSTRUCTIONS
To e EGAL LIABILITY. IN PARTICULAR, I
wouLn REnuEsT THE FoLLGWING INSTRUCTIONS T
cAREIED ou

No“ELECTRICAL om mEcHANICAL ,RESUSCITATION OF nY
HEART LHEN T GRS STORPLD BEAT
B. NO NOURISHMENT OR LIGUIDS.
C. NO MECHANICAL RESFIRATION WHEN I AM NO ¢ ONGER
ABLE TO SUSTAIN MY OWN BREATHING.
D SURGERY .
By

.

e o 7w ém-mgl ot _M.‘Ar%r,_? ,4.,«/ P

1 HEReBY e grava

g Fkaky

"
< o A7) UNADLE TG CARRY ouT
e 5y

hﬁeﬁgég;“-_n 7 S ol
A AN ALTERNATE PROXY.

[ sranes ZHPT s £

DATE: T 24 v
WITNESS: i%{ﬂ% A
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Family loses

1T 6 A 10 0 A 0
IIVE Y BRIFLCAC e R A EAURE

b N0 CURISHAENT O L1au10s,
If you mean
Take home hand feeding,
lesson say “hand

feeding”

49
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Take home
lesson

PART I: POWER OF ATTORNEY FOR HEALTH CARE
I revoke all prior advance health care directives and durable powers of attorney for health
care signed by me. This document shall not be affected by my subsequent incapacity. Iam
not a patient in a skilled nursing facility, and I am not a conservatee.
1.1 NAME AND ADDRESS OF PRINCIPAL. My name and address are:

Nora R. Harris, 83 Amold Drive, Novato, CA 94949

PART 2: INSTRUCTIONS FOR HEALTH CARE
2.1 END-OF-LIFE DECISIONS. I direct that my health care providers and others involved
in my care provide, withhold, or withdraw treatment in accordance with the choice I have
marked below:

/MJA» a. T Choose NOT To Prolong Life. If I initial this line, I do not want my life to be
prolonged and I do not want life-sustaining treatment to be provided or continued if any of

the following conditions apply:

PR TP 7. R R UL

If you mean
hand feeding,
say “hand
feeding”

50



Would better
ADs have helped
MB or NH?

Evidence

Be very

specific on
the when

Be very

specific on
the what

10/7/2018
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STANLEY A. TERMAN, PhD, MD

M A\ w (Loss of personal identity.)
c < u ® | do not seem
al' S : to know it is me

for Natural Dyving™ when | look in
NATURAL DYT — LIVING WILL | cannot te"
: : others anything
about me.[1.1]

(This patient is both incontinent and dependent on others

When | .See to change his diapers.)

people in my | do not use

close family or bathrooms. |

see my best let my clothes

friends, | do not get wet and : : |

know who they dirty. Others S

are. must change 2\
[3.1] my diapers pudit )w%

(nappies). [4.5]

52



(Leaving bad memories of yourself.)

The way | act
now is hurtful or
shameful.

| may yell
insulting words
or take off my
clothes in front
of strangers.
[4.6]

| have severe
pain. Butl
cannot say what
bothers me.

Doctors don’t
see my pain.
They do not
treat my pain.
[2.6]

\

il

WASHINGTON

Your e, Yourdecth, Your e,

MY INSTRUCTIONS FOR ORAL FEEDING AND DRINKING

10/7/2018

| cannot
remember the
important
events of my
life.

If reminded,

| don’t know
why they are
important. [1.2]

Tool 2

hoices

N\

End of Life

53
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Advance
Directive for Clear

Receiving Oral definitions
Food and Fluids

& prompts

in Dementia

Patient
vermission

conditions

54



10/7/2018

Mich. Comp. L. Ann. § 700.5511
“Irrespective of a previously
N t expressed . . . desire, a current
O Ve O desire by a patient to have
provided, and not withheld . . .
life-extending care, custody, or . .

. treatment is binding on the
patient advocate....”

“regardless of the then

ability or inability of the .
patient to participate in Inca paC|tated

care, custody, or medical

treatment decisions or vetoes count

the patient's
competency.”

Tricky Case 1

55
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TO MY FAMILY, MY PHYSICIAN, MY LAWVER %
ALL OTHERS WHOM IT mav conCern

exprezsion of

IF AT SUCH A TIME THE SITUATION SHOULD ARISE THAT
THERE IS MO REASONABLE EXPECTATION OF MY RECOVERY
FROM EXTREME PHYSICAL OR MENTAL DISADILITY.

DIRECT THAT BE ALLOWED TO DIE AND NOT BE KEPT

P e A i i P P P P R S S S

I PO SK IUAT MEDICATION BE MERCIFULLY ADMINISTERED
I8 HE_TO ALLEVIATE SUFFERING EVEN THOUGH THIS
SHORTEN MY REMAINING LI

I MAKE THIS STATEMENT AFTER comsipERATION
AND IS IN ACCOARDANCE WITH MY CONULICTIONS

KATHER I0E. HAH#DD
Al eorT

T MEEEBY ABSULVE ALL wHO FOLLOW THESE INSTRUCTIONS
To e EGAL LIABILITY. IN PARTICULAR, I
wouLn REnuEsT THE FoLLGWING INSTRUCTTONS.
cAREIED ou

ELECTRICAL OR mECHANICAL ,RESUSCITATION OF nY
HEART LHEN T GRS STORPLD BEAT
B. NO NOURISHMENT OR LIGUIDS.
C. NO MECHANICAL RESFIRATION WHEN I AM NO ¢ ONGER
ABLE TO SUSTAIN MY OWN BREATHING.
No S Ry .
Zow .

o  Suras
aF
e xcagege % M.‘Arﬁ,_? P
z .i%&‘zs‘y‘"‘"mﬁf’ mf& .

g Fkaky

[ Sarey
DnaniE 1o myEx-gbeh befroions oun ALSZUEC

SNOOLD TEIET AN S BE GRAbLE TS5 Carry our
BT S L Tt ]
hﬁze%(gég;,_-_n T es e 2 .

AR AR R AR rony

) cranes ZHPT D

DATE: T 24 v
WITNESS: i%{ﬂ% A

o«

Margot Bentley

Assume AD
clear & valid

Swallowing = revocation

Ulysses
contract
language
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Fdof L Ch/o@

\ EWYORK

ABOUT THE ADVANCE DIRECTIVE FOR
RECEIVING ORAL FOOD AND FLUIDS IN DEMENTIA

No hand feeding
even if “appear to
cooperate in being
fed by opening my
mouth”

10/7/2018

“If | am suffering
from advanced
dementia... my
instructions are that
| do NOT want to be
fedbyhand...”

Listen to my
prior self not
my current self

BUT

57
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“current

desire”

VSED is Need more

Important education &
EOL option planning tools

58



10/7/2018

Thaddeus Mason Pope, JD, PhD
Director, Health Law Institute

Mitchell Hamline School of Law

875 Summit Avenue

Saint Paul, Minnesota 55105

T 651-695-7661

C 310-270-3618

E Thaddeus.Pope@mitchellhamline.edu
W www.thaddeuspope.com

B medicalfutility.blogspot.com

Medical Futility Blog

Materials from the

Since 2007, | have been blogging, almost daily, to
medicalfutility.blogspot.com. This blog focuses
on reporting and discussing legislative, judicial,
regulatory, medical, and other developments
concerning end-of-life medical treatment
conflicts. The blog has received nearly 3 million
direct visits. Plus, it is redistributed through
WestlawNext, Bioethics.net, and others.

cases discussed in
this presentation
are available at

http://thaddeuspope.com/braindeath
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Whether, When and How to Honor Advance VSED Requests
for End-Stage Dementia Patients, 19(1) AMERICAN JOURNAL
OF BIOETHICS (forthcoming 2019).

Voluntarily Stopping Eating and Drinking, 6(2)
NARRATIVE INQUIRY IN BIOETHICS 75-126 (2016)
(symposium editor).

Voluntarily Stopping Eating and Drinking Is Legal—and Prospective Autonomy and Dementia: Ulysses Contracts

Ethical—for Terminally Ill Patients Looking to Hasten
Death, ASCO POST (June 25, 2018).

Voluntarily Stopping Eating and Drinking: Clinical, Psychiatric,
Ethical and Legal Aspects, 178 JAMA INTERNAL MEDICINE
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