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Advanced
dementia

Cancer
@ treatment

Advanced dementia
Avoiding artificial N&H
Avoiding oral N&H

5-7% of 60+

Double every 6 years

10-14% 66+
20-28% 72+

Ehe New Pork Times

Online — Friday, 4/7
Print — Tuesday, 4/11

Advanced

Dementia

3 Stages
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Roadmap

> 40 million

> 80 million by 2040




Lose control bodily functions

Lose speech

Symptoms

Cannot recognize family
Behavior changes

Difficulty swallow & eat <4mm

ANH = UMT
ONH = UMT

Advanced dementia Difficulty eating

! !

Difficulty eating
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Feed by tube

Feed by mouth

ANH
Burdens




Alleged
benefits

14'11%

administer

Prolong survival
Reduce aspir pneumonia
Improve nutritional status
Improve function

Improve wound healing

No benefit

But also
creates harm

Provider
driven
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Feeding
tubes do
none of this

More aspiration
More pressure ulcers

More infections

+ Require restraints
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Cost (staff + food)

Cheaper Oral Tube

$4200 $2400

JAGS 62(8)

] Medicaid o
Lucrative reimbursement AGS&eramcs
ealthcare
higher Professionals

Leading Change. Impraving Care for Older Adults,

NC right Settled
to refuse law &

ANH ethics
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STATE OF NORTH CAROLINA NOTE: Y0U MAY INITIAL AXY OR ALL OF THESE CHOICES 2. Tieseare My Diectivesabout rolongig My Lif:
ADVANCE DRECTIVE FORA
NATURALDEATH(LIVING WILL)

(OUNTY CF (i)

PRI In those situations [ have initialed in Section I, 1 direct that nuy health care providers:
(INON [at Wil resull I [y Geatd Witun @ N

NOTE: INITIAL ONLY IN ONE PLACE.

NOTE YOUSHOULD USE THIS
\\"R U ZTHI-.

(] (Tnitial) may withold or withd lf

shall withhold or withdraw life-prolonging meastres.

il (Initial)

|
i OTlERTT I  Right to refuse

I
& Spcial Provions and Limitaion ANH th rough LW

and/or agent

Many with

Causes

adv. dementia

still get ANH




No AD

completed

18-29 15%
30-49 33%
50-64 38%
65-74 61%
75+ 58%

65-76% of physicians
whose patients have

advance directives do
not know they exist

7 5. Department of Health 2nd H ces /7
i _/ Assistant Secretary for Planning a on
L Office of Disability, Aging and Long-Term Care Policy

Individuals fail to make
& distribute copies

Primary agent Attomey

Alternate agents Clergy

FEIIL IS Online registry

PCP

4/6/2017

PewResearchCenie

Views on End-of-Life

Medical Treatments

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




Ignored

Misplaced

Failed
informed
consent

Practice

Not even close

Doctors

& | Hospital
2 Augusta

V.
Alicea
(Ga. 2016)
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Theory

Appellate opinions
autonomy
self-determination

Too much
Too fast

Too complex
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Also In
medicine

‘lengthy
polsyllabic
discourse”

“lengthy
polsyllabic
discourse”




Just 2
examples

>90%

fail rate
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Terrible
outcomes

Only 5 in 100 Only 3 in 100
understand understand

cancer
diagnosis PCl / stents

Patient
decision
aids

Solution

10
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Evidence based
educational
tools

Accurate Robust evidence

Complete shows PDAs
Understandable highly effective

Cancer patients who watched the video were less likely to opt for CPR

CONTROL GROUP (50 patients) VIDED GROUP

THE COCHRANE
COLLABORATIONY

11



Dementia

PDA

1]

——

I'HE UNIVERSITY
(”!, NORTH CAROLINA
at CHAPEL HILL
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Palliative Care

About Palliative Core Research Clinical Education  Palliative Care Rosources
Hospice & Pallintive Modicine Fellowship

 PALLWATIVE CARE RESOURCES.

Improving Decision-Making
about Feeding Options in
Dementia

person out of 100
experiences a life-threatening complication

DRRRARARARARO D

Accurate
Complete

Understandable

Valuable

proven tool

Mitigates
bias, COI

Very little

clinical
usage

12
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“Promise Move PDAs
remains [ from lab

slusive to clinic

Proposed Decision Memo for Screeninﬂ for Lun%()ancer vith
Low Dose Computed Tomography (LDCT) (CAG-D0439N)

:’i’ECZ‘EE-ECWik"‘; NCUGING (e USE Of e or mOfg CECISIN ads IS, Naims,
follim sk A

Assure
PDA
o [VE:1114Y;

Certification

13
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Labor & Next priority
Delivery

area.

End of life care

(2016) (2018)

(Y wow
R
) /¢ QUALTY FORUM @S

W

Reimbursement More PDA More informed

& liability
incentives

o

Less ANH

to use PDAs More informed

14



m Wiews 3376 | Citations 1

Original Investigation
January 2017
Effect of the Goals of Care Intervention for
Advanced Dementia
A Randomized Clinical Trial

Some deplore
living advanced
dementia at all

If reject
ANH,
still ONH

solutions
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ANH = UMT

ONH = UMT

ONH
also often
unwanted

Solution
One

15



Intent: death

from dehydration

Voluntarily
Stopping
Eating &
Drinking

Physiologically
able to take food
& fluid by mouth

4/6/2017

Definition

VSED

Voluntary,
deliberate
decision to stop

P >50% at 8d

>80% at 14d

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

16
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Most deaths: Even though
MAID available,

L]

North Carolinian
with capacity
may VSED

“peaceful, with
little suffering”

“almost twice
chose VSED

North Carolina If still have
capacity, then

have “good”
time left

clinician may
support VSED

Mild Moderate Severe

Alzheimer's ~ Alzheimer's  Alzheimer

)8

Duraion: 7 years Duration: 2 years Duration: 2 years Duration; 3 years " - 5’ - Al
J y ¥ . mtp//deadamoon.com/""-l;-;—‘? Gillian Bennett !
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VSED with
capacity, then
too early

“Adkins could still
recognize her husband,
play tennis and carry on
a conversation”

T Bew ok Tomes

Doctor Cleared of Murdering Woman With
Suicide Machi

Solution
Two

Complete AD, today

4/6/2017

Intolerable life

comes after

lose capacity

Advance
VSED

18



Direct VSED
in future

Legality
in NC

Living will
HCPOA

When reach
point you define
as intolerable

4/6/2017

NOTE: YOU MAY INITIAL ANY OR ALL OF THESE CHOICES.

have an ncueable o imeversible coodition that will reslt iy death widina

L Theseare My Dircivesshout Proging M L

NOTE: INITIAL ONLY [N ONE PLACE

19



Practical

tips

Be very
specific on
the when

Evidence

Unusual

Be very
specific on
the what

4/6/2017

No legal obstacle to
NC agent authorizing
VSED

Still “soft” obstacles

Lessons
from 2
recent cases

20
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Probably meant this
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Unresolved

PART 2: INSTRUCTIONS FOR HEALTH CARE

Challenges

2.1 END-OF-LIFE DECISIONS. I direct that my bealth care providers and others involved
in my care provide, withhold, or withdraw treatment in accordance with the choice | have
d below

marked below:

adi-a. T Choase NOT To Prolong Life. If | initial this line, T do not want my life to be
prolonged and | do net want life-sustaining treatmeat 1o be provided or continued if amy of
the following conditions apply:

All patients
presumed to
have capacity

Until rebutted

Patient might have 2z ! a
capacity to make g f 1
some decisions i 4 '/f‘;
but not others = ‘M%t

Bentle:
™ Y

4/6/2017

Do later

requests for
water revoke
the AD?

Decision
specific

Legal status of
incapacitated
objection?

22



NC may authorize
later VSED when

lack capacity

Right to avoid ANH

But must be
implemented with
more and better ACP

But may
“‘unintentionally”

revoke

Right to VSED
when capacitated

But such deaths
often premature

Selected
References

4/6/2017

Conclusion

Unclear right
to advance
VSED

Medical Futility Blog

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 over 2.5 million direct
visits. Plus, it is redistributed through
WestlawNext, Bioethics.net, and others.
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Voluntarily Stopping Eating
and Drinking: Clinical,
Psychiatric, Ethical and Legal
Aspects (under submission)
(2017) (with Timothy Quill,
Linda Ganzini, Bob Truog).

T.M. Pope, Voluntarily
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17(2) WIDENER LAW
REVIEW 363-428 (2011)
(with Lindsey Anderson).

T.M. Pope, Narrative
Symposium: Patient, Family,
and Clinician Experiences with
Voluntarily Stopping Eating
and Drinking (VSED), 6(2)
NARRATIVE INQUIRY IN
BIOETHICS 75-126 (2016).

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
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