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goal = death
from dehydration

Figure 1. Cumulative survival curve for duration until death after
start of VSED.
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“ SPECIAL ARTICLE ” 100 O I { n u rses

Nurses’ Experiences with Hospice Patients Who carin g fo r
Refuse Food and Fluids to Hasten Death
Linda Ganzini, M.D., M.P.H., Elizabeth R. Goy, Ph.D., Lois L. Miller, Ph.D., R.N

VSED patient
Theresa A. Harvath, R.N., Ph.D., Ann Jackson, M.B.A., and Molly A. Delorit, B.A. p a I e n S
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most deaths

“peaceful with
little suffering”

that’s

Pt experience

with VSED

sizable, settled,
and stable

consensus
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confirmed in 2025
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Netherlands
Germany

court
precedent
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is VSED legal?

multiple
appellate asked &

decisions answered

do not need
direct, explicit
authority

1) P
Combined Minnesota and Federal Hospice
existing rules Bill o Rights

MINNESOTA HOSPICE BILL OF RIGHTS PER MINNESQTA STATUTES,
SECTION 144A.751

47 48

already legal




“patients ... have
.. right to refuse

... treatment”

»HOMNZZmE

STATUTES

STATUTES
ANTNOTATED

ANNOTATED -

ventilator
dialysis
CPR
antibiotics
feed tube
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In the Matter of the CONSERVATOR-
SHIP OF Rudolfo TORRES,
Conservatee,

No. C1-84-T761.
Supreme Court of Minnesota.

Nov. 2, 1984,
50

right to
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treatment

right to

refuse @
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nhot DIY

supervised by
licensed healthcare
professionals

more position

statements
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part of a broader
treatment plan

recognized as
healthcare by
professionals

‘ AMERICAN NURSES ASSOCIATION

POSITION STATEMENT

Nutrition and Hydration at the End of Life

Effective Date: 2017

Status: Revised Position Statement

Written by: ANA Center for Ethics and Human Rights
Adopted by: ANA Board of Directors

60
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Women in Medlcme
since 19
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"." THE SOCIETY
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AMERICAN ACADEMY OF
HOSPICE AND PALLIATIVE MEDICINE
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Posiion Statement

Intematonal Assocaton for Hospice
and Paliative Care Position Statement
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practice
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Guide - Caring
s for People Who [l ===ns Clinical Guidelines

levenseinde te bespoedigen
JantT 2024

for Voluntarily
Stopping Eating and
Drinking (VSED)

Stop Eating and
Drinking to
Hasten the
End of Life

Jan. 2024 EE Nov. 2023

JAMA Internal Medicing | Spedal Communication | HEALTH CARE POLICY AND LAW Journal Of the m
luntarilv Stoppine Eatine and Drinking : o : AGSE=,

Voluntarily Stopping Eating and Drinking American Geriatrics Society ————

Among Patients With Serious Advanced Ilness-

Clinical, Ethical, and Legal Aspects ol Rl

TimothyE. Quil, MD: Linda Ganzinl, MD, MPH: Robert 0. Trug, M Thaddeus Mason Prge, 10, PRD

Voluntary Stopping Eating and Drinking
JAMA Internal Medicine  January2018 Volume 178, Number1 123 Job W. War, MD, Amy W. An, MD, Nicole Kosier, MD, and Timothy E. (il MD
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right to
refuse
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oral N&H #

“treatment”

77

you may refuse this
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some
challenge
premise

basic care

can you also refuse this?
=

13



4/27/2025

or this?

79

right to does not matter if food

refuse any & fluid by mouth is
T el medical treatment

right to refuse medical

any intervention Or nOt

14
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right to refuse

any

unwanted contact

healthcare

force feeding is a battery e Chief Justice
— Rehnquist

=

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

mouth ... sticking
a needle in your arm”
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Medicare
Conditions of

Participation
for Hospice

“UR55
o . . é(’ &
patient has a right EWE"Y%
- n
7 m
0 &
to refuse care -
” VNSNY HOSPICE & PALLIATIVE CARE
treatment POLICY and PROCEDURE
42 C.F.R. 418.52(c)(3) TITLE: VSED: Responding to a Patient’s Desire to
Voluntarily Stop Eating and Drinking

93 94

“ethical and because

legal option”

16



“well-settled right
... to refuse any
unwanted
intervention”

VSED is
legal &
ethical

99

limits

100

More than

6 million Americans

are estimated to

have Alzheimer’s disease.

Learn about dementia, ways to

P o
help reduce your risk, and more / o
at www.alzheimers.gov. -
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101

#NIAAlzheimers

102
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200000000
nirmm
PEOPLE 65-AND-OVER HAS
ALZHEIMER’S DEMENTIA

103 104

60 plus

PETER J WHITEHOUSE MD, Al

THE MYTH OFRE AL T
AI.ZH[IM[HS dreaded

Alzheimer's

Death of family/friends
Cancer

Vision/hearing loss
WHAT YOU AREN'T

. b o/
Money Rl diagnosis
Arthritis [ TODAY'S MOST
’ BREADED DIAGNOSIS
Loneliness "
107 108
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many used VSED

to avoid late-stage
dementia

109 110

FROM THE SUNDAY TOMES BESTSELLING AUTHOR

One Last Thing

How to live with
the end in mind

CHOOSING The VSED
TO.DIE &8 Handbook .

(D

: - to the End
A Personal Story d - 2
ec .‘ In, % ! 4

“,4
¥
‘:-L
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Karte Christie
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Wendy Mitchell
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112

On My Own ﬁ%ﬂiﬁa
Diane Rehm E!WINTER S END

3 __ Dementia and Dying Well

113 114
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VSED while

still have
capacity

116

to0 soon

117 118

life still earliness

worthwhile problem

119 120
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capacity no capacity

121 122

123 124
g

' '

E WARNING -

125 126
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VSED VSED
here here

capacity | no capacity capacity ‘ no capacity
1

127 128

premature current situation
dymg still acceptable

129 130

VSED not at this time

good option

131 132
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not ready concerned

. about future
to die circumstances

133 134

lack capacity
at future time

135 136

Now D

or Kahnemann
IMmewvenr.

137 138
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Now
or
nNever.

VSED by@

)
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after patient

loses capacity

143 144
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clinical

triggers

146

FUNCTIONAL ASSESSMENT STAGING TEST (FAST) SCALE

Stage Stoge Name Characteristic Stage Stage Name Characteristic

Needs help putting on clothe

functional
triggers

Can no

Can ne

147 148

150
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growingly
popular
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155
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A Piece of My Mind n——

808 JAMA, Felruary 28, 1996Vl 275, No. 8

My Living Wil

1 William Arthar Hensel, being of sound min, desire that
my life ot be prolonged by extroordinary means i my con-
dition is determined to be ferminal end fncurable. | am
wware aad wndersiand that this weriting axthorizes o physi-
citn o withhold or discontiinue extraondinary means.

154

DARTMOUTH

basicof omfoet and mutritional care. Evena dedafled ving wil
that ineudesthe refise] of ol aetivetreatments such as eandio-
pulmonary resuseitation, anthioies, atficial muriton, andhy-
dration may be inadequate in such a stuation. | do not want to
become a vacant-ooking body, reflecively swallowing food and
water lared inmv manth m sanl frozen incide whil mw fife

= EXPU

The Dartmouth Dementia Directive

An advance care document for dementia care planning

156
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fnd of Life\Choices

NEW YORK

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

157

compassion
&choices

Care and Choice 2t the End of Life

Dementia Provision
Advance Directive Addendum

The following document can be added to any advance directive to provide
quidance regarding consent to or refusal of certain therapies. Once
completed, signed and witnessed, it should be kept with the advance directive.

@

159

Support and promote life quality

lifecircle

lifecircle | Living will & additional personal statement

161

4/27/2025

Ty

end of life

WASHINGTON

Your life. Your death. Your choice.

158

&
VEREINIGUNG FUR
HUMANES STERBEN

DEUTSCHE SCHWEIZ

160

(

FinalExit

NETWORK
Introduction to our Supplemental
Advance Directive
For Dementia
162
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The LEAD Guide

Life-Planning if
Early Alzhei 3
and Dementia

Final Exodus,

Planning forEnd of Life

4. ASSISTED FEEDING. If | am unable to feed myself, then spoon feed me whatever |
seem to enjoy, and no more. Do not feed me or apply medical interventions, such as tubes
and IVs, so that | might live longer.

If this sentence is initialed and any of the choices 5, 6, or 7 are initialed, the latter
are not to be implemented if they put my agent or any of my caregivers at criminal risk.

5. WITHHOLD NUTRITION & HYDRATION if | show no desire to eat and/or drink. This
includes medical interventions such as tubes and IVs. Do not encourage or entice me to eat or
drink. Keep food odors out of my room.

163 164

Power of Attorney for
Adult with Dementia

Nev. Rev. Stat.
162A.870

165 166

gAPPLEGATE
NEVADA ADVANCE DIRECTIVE FOR ADULTS WITH DEMENTIA & DILLMAN ‘
PAGE 7 OF 10

PART 2. END-OF-LIFE DECISIONS ADDENDUM STATEMENT OF Making the C aS e

DESIRES. for a Dementia

4. Tant o et food and waer even 1 o ot want ot YESDVOD Directive
mediine o eceive eatment,

167 168
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Voluntarily Stopping Voluntarily Stopping
Eating and Drinking Eating and Drinking

Jo

s e

P,

Estate Planning

Timothy E. Quill, Paul T. Menzel, Timothy E. Quill,
Thaddeus M. Pope, and Judith K. Sch Thaddeus M. Pops

169 170

Northwest Justice Project

LS

WashingtonLawHelp.org

LegalTopics~  LegalDirectory~  SelfHelpForms  GeflegalHelp BvicfionHelp AboutUs

Piarming Ahesd Sesioss Search for Your Issue o

G Planning Ahead / Seniors

171 172

DARTMOUTH " . .y
"t | Dementia Provision

1: 1| Advance Directive Addendum - &
)

The Dartmouth Dementia Directive

7| Telown et n b kit y s e e
- ‘gudace regading consen o o el o crtan thrais. Orce
onpeted sined and ivesd, s be et withhe aace e,

Endof Lie\Choices —— o
NEW YORK. b ( : VEREINIGUNG FUR
lt HUMANES STERBEN
NEVADA ADYANCE DIRECTIVE FOR ADULTS WITK DEMENTIA DEUTSCHE SCHWEIZ
ABOUT THE ADVANCE DIRECTIVE FOR PAGETOFI

RECEIVING ORAL FOOD AND FLUIDS IN DEMENT

AT L 640 0 LFEDECISIONS OENDUN STATEENT OF \(
S AN

FinalExit
NETWORK

end of life  vmsiestivan €]

WASHINGTON

173 174
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. explicitly
permitted

175 176

NEVADA ADVANCE DIRECTIVE FOR ADULTS WITH DEMENTIA
PAGE 7 OF 10

PART 2. END-OF-LIFE DECISIONS ADDENDUM STATEMENT OF
DESIRES.

4,Tvant o get foc and e even 1 nf ke YESD%DD
Medine 0 e e,

177 178

“health care”

Vermont “versonal

circumstances”

] Vermont § 9702(a)(12)
179 180
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P T ,“’,4.’ ,
S s A e R
- \.J,IJ(/ & :(..f

“services to assist
in activities of

daily living”

Vermont §§ 9702(a)(5), 9701(12)

181 182

“circumstances
. food & liquids
. discontinued”

that’s green -
light states

183 184

185 186
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1 MINNESOTA STATUTES 2022 145C.01

CHAPTER 145C
HEALTH CARE DIRECTIVES

not explicit

145C.01 DEFINITIONS. 145C.10 PRESUMPTIONS.

[}
145C02  HEALTH CARE DIRECTIVE 145C11 IMMUNITIES,
I I e ‘ 145C03  REQUIREMENTS. 145C.12  PROHIBITED PRACTICES.
145C04  EXECUTED IN ANOTHER STATE 145C.13  PENALTIES.
145C.03 SUGGESTED FORM: PROVISIONS THATMAY BE ~ 145C14  CERTAIN PRACTICES NOT CONDONED.

INCLUDED. 145C.15 DUTY TO PROVIDE LIFE-SUSTAINING HEALTH
145006 WHEN EFFECTIVE CARE

. & ?
45C.16  SUGGESTED FORM
145C.07 AUTHORITY AND DUTIES OF HEALTH CARE " SSTED FORM.
AGENT. 145C.17 (OPIOID INSTRUCTIONS ENTERED INTO HEALTH

RECORD.
145C.08 AUTHORITY TO REVIEW MEDICAL RECORDS.
145C09  REVOCATION OF HEALTH CARE DIRECTIVE

187 188

your AD can what’s
address
health care

189 190

“health care”

145C defines > ;
“health care” any care..

broadly

191 192

32
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“any care, treatment, “health care”
service, or procedure

, includes food
to .. affect a person’s )
physical .. condition” & fluids

193 194

MN AD may
direct VSED

195 196

clinicians may

& should
follow them

197 198

33
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that’s yellow

light states

199 200
SOUTH MINNESOTA CHAPTER 144A
BAXOTA WISCONSIN
Referred
See also chapter 144B concer
144A.1 Short title. 144A.7TA Out-of-hospital
144A.2 Definitions. do-not-resuscitate orders,
10WA 144A.3 Declaration relating to use of 14448 Transfer of patients
life-sustaining procedures. . " P .
* X 144A.4 Revocation of declaration, 144A.9 Immunities.
NEBRASKA Des Mo"‘es 144A.5 Determiqation of terminal 144A.10 Penalties.
condition. L44A11 G | o
144A.6 Treatment of qualified patients, y eneral provisions.
144A.7 Procedure in absence of 144A.12  Application to existing
ILLINDIS declaration. declarations.
201 202

“adult may execute a “life-sustaining procedure
declaration ... directing does not include ...

that life-sustaining nutrition or hydration
procedures be withheld except .... parenterally

or withdrawn” or ... intubation”

203 204

34
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lowa AD may

not direct VSED

205 206

that’s red
light states

207 208

advance advance @
directive directive

209 210

35
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many have
completed VSED

ADs in these states

211 212

most Pts
lack ADs

213 214

consent for VSED substitute

comes not from

decision

Pt in their AD maker

215 216

36
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is that

legal

217 218

MINNESOTA

BT WISCONSIN

10WA
*Des Moines
NEBRASKA
ILLINOIS
219 220
CHAPTER 144B

DURABLE POWER OF ATTORNEY FOR HEALTH CARE

Referred to in §142C.2, 142C.12B, 144A.7, 144D 4, 144F 1, 144E2, 144F6, 235B.2, 233B.19, 235E.1, 235F1, 633.556, 707A.3, 726.24 D / \ I I C / a ge nt

144B.1 Definitions. 144B.7 Authority to review medical
144B.2 Durable power of attorney for records.

o
health care. 144B8 Revocation of durable power of m a ke h e a It h ca re

144B.3 Requirements.

1444 Individuals ineligible to be b 1 attorney. ; - ”
attorney in fact. . mmunities and responsibilities. O O
144B.5 Durable power of attorney for 144B.10  Emergency treatment. e C I S I O n S
health care — form. 144B11  Prohibited .
14486 Attorney in fact — priority o : rohibited practices.
make decisions. 144B.12  General provisions.
221 222
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“healthcare does not
include ... nutrition

or hydration”

223 224

lowa agents may
not direct VSED

225 226

SDM “make

any health
care decision”

227 228
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229 230

ways to \YAY= D

authorize

VSED oy CAP-PT

231 232

233 234
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clinicians react are you confident
differently to this patient wants

these 3 options VSED now

235 236

are you comfortable VS E D

supporting VSED

for this patient by CAP_PT

237 238

239 240
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R Routledge
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488 Journal of Social Work in End-of-Life & Palliative Care

“They Make the Will, But They Want the Food:"”
Staff Perspectives on Challenges in Implementing
Dementia Advance Directives Related to Stopping
Feeding

Meredith Levine & Mercedes Bern-Klug

To cite this article:
But They Want the F

To link to this article: hit
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Relevance

Over 50 percent of people living with a
dementia diagnosis will die in nursing homes
(Cross et al., 2020)

245

4/27/2025

METHODS - STUDY OF NH STAFF

Mercedes Bern-Klug, PhD, MSW
Professor
University of lowa School of Social Work

242

This work was supported by the Zelda Foster Studies
in Palliative and End-of-Life Care at New York
University, Silver School of Social Work, through a
Leadership Fellowship scholarship, awarded by the
Zelda Program and the 291 Foundation.

The authors have no conflicts of
interest to report
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Research Question

What are perspectives of nursing home staff
regarding implementation of dementia-
specific advance directives that include the
option of no assistance with feeding, once
the ability to self-feed is lost?

246
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FAST - 7

Respondents asked to keep in mind residents
in the late stages of dementia - with a FAST
dementia score of 7a (severe dementia, able to

say 5-6 words daily)

247

Dementia Advance Directive Language

Dartmouth ozt erson

“I want to receive no nutrition if | cannot feed
myself. | do not want to be offered food or fluids
in any form if | cannot feed myself. However, |
would be willing to receive oral comfort care in
the form of mouth swabs or ice chips.”

Note: | realize it may not be possible to honor this
preferencein every circumstance. For example, it may not
be possible to honor this preference if | am in a facility
that does not permit the withholding of nutrition or
hydration, or if | clearly request to eat or drink, or appear
receptive to eating and drinking (show signs of enjoyment
or positive anticipation), such that | would become
agitated or upset by non-feeding.”

249

Data Collection

End of Life New York Option A

as 01 2/20/24)

“If unable to make informed decisions and feed
myself “| want all medications and treatments that
might prolong my life to be withheld or, if already
begun, to be withdrawn, including cardio-
pulmonary resuscitation and the provision of
nutrition and hydration whether provided
artificially or medically or by hand or by assisted
oral feeding.”

“If | am suffering from advanced dementia and
appear willing to accept food or fluid offered by
assisted or hand feeding, my instructions are that |
do NOT want to be fed by hand even if | appear to
cooperate in being fed by opening my mouth.”

Qualitative in person interviews, onsite

during the workday

Open-ended semi-structured interview

< 20 minutes for nursing assistants
~ 40 minutes for others

251
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[Functional Assessment Staging Test

Characteristic

Stage Stage Name.

Normai Aging
Posaiie M Cognite
Impaiment

Mikd Cogritive bnparment

*

Reisberg B. Functional

ing tool (FAST). P

Bull 24: 653-9, 1988

248

Sample

12 staff members at 1 SNF
in NE US

Professions:
* 3 CNAs
* 3 MSWs
* 3 RDs
* 2 RN Supervisors
*1MD

250

Analysis

Experience in the field:
* 11 had at least 5 yrs
* 8 had 15+ years

Basic demographics:
* 10 women, 2 men

7 identified as white, 4
as Black,

o1 tindicrlacad

*Interviews tape recorded and transcribed verbatim

*Fundamental Qualitative Descriptive Content
analysis (Sandelowski, 2000) [stay close to data]

*Both authors (ML and MBK) read all transcripts
multiple times, developed coding scheme and
applied it to all interviews to develop themes.

252
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Findings: Theme 1

« “Self-feeding” is Confusing and
Doesn’t Take into Account
Daily Fluctuations in
Functional Ability Common in
RESULTS Advanced Dementia

Meredith Levine, LMSW, APHSW-C
Senior Elder Justice Specialist

The Weinberg Center for Elder Justice
Riverdale, NY

253 254

STHTITEUIE 1> LUIIUSIIE @nu LUSIT U
Take into Account Daily Fluctuations in
Functional Ability Common in Advanced
“Self-feeding” is Confusing and Doesn’t Take into Account Daily Fluctuations Dementia
in Functional Ability Common in Advanced Dementia

“Some residents are very independent in the morning, feed themselves and then at

* “Some people can just hold a cup, they can’t hold utensils. Some people can just take small dinnertime due to sun-downing may need more assistance so it can vary
pieces with their fingers but don’t use utensils...some just use spoons... there are just so many tremendously. It's hard for a staff member to understand what to do in that
variabilities in terms of devices, where they can do different things, or pieces of it, but not the situation since they’re not consistently unable to feed themselves. It leaves a lot of

entire process that | wouldn’t know where to go with this... Self-feeding is not just | do it or | questions and interpretation by the caregiver. ..... So | think it would be difficult
don't” because I think you'd feel torn about whether did someone truly try them today?
Did someone make the effort today? Did they go back more than once? How far do
you go?”

255 256

Findings: Theme 2 Which Self?
“And if, for instance — see that man sitting there, what if he made the will. And he’s going

*Consensus on the to see food passing by, he’s going to open his mouth and want the food. But | couldn’t

. pass by and not feed him. | couldn’t pass by and not feed him. How could 17"
Importance of Honoring

ReSIdent Self' “I think it would be very hard to have a resident clearly stating, “Can | have a cookie, can |

. . have something to drink?” That means — yes, you made that decision then, you know

Dete rm Inatlonl bUt what you wanted then, but at this point, right now, as a person, this is the place you are

WhiCh Se|f? in, this is your mental state — you're able to enjoy it, you’re able to ask for it. For me to
say, | can’t give it to you because 50 years ago, not knowing exactly what stage you'd be

in, you decided you wouldn’t want a cookie, or you wouldn’t want a juice.”

257 258
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Findings: Theme 3

*Potential for Harm -
Residents, Family, Staff,
Institution

259

Potential for Harm (continued)

261

Staff

Violation of religious beliefs:
“For me, that would be a sin”
Violation of core values:
“I would not stand by and say — well, | would be watching you starve to death, which |
cannot do”
Conflict with professional identity:
“I think as CNAs integral to their role is assisting with ADLS, so their role is about
helping the individual who can’t do their own ADLs. | think they would want to help
feed the person who is just sitting there and looking and can’t eat.”

Institution

« Departmentof Health citations

“I think [with the New York Directive], they might say that we're aiding and abetting
people to commitsuicide...|don’t believe that, but DOH [Department of Health] might
go there.”

Discussion: Logistical challenges

263

Staff struggled to understand what it means to “self feed”

Is it all or some of: knowing what a utensil is? what food is?

able to get food to mouth? chew? Swallow? could all be
considered part of self-feeding.

fee

Do all parts need to be absent to be considered unable to self-
d?

4/27/2025

Potential for Harm

Resident

« Isolation during mealtime

« Causing discomfort and hunger

* Tools for financial exploitation and abuse

“My fear is always that it gets introduced to the poorest of the poor, the most uneducated, the

people who are in the places where they can’t get help or get betterinformation or better

nmedication.

Beneficiaries could pressure people into signing dementia directives to hasten death and protect

their own financial interests: “basically how fastcan | get to the will?”

Family

« Not knowing about directives, not understanding SED process or being uncomfortable with the
process

“| could see if the family came in and saw that we were withholding food from the person,

especially if it seemed ike they wanted to eat, I could imagine that would be a very big problem”

260

No Consensus on Preferred SED by AD Language

* 10 participants believed people should have the ability to
complete SED directives — but all qualified their opinions by
expressing serious concerns

* Some preferred flexibility in feeding; others preferred clarity

* One person wanted to add Dartmouth to their AD

* No one brought up the “now self’s” incapacity as a reason to
devalue their current wishes
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Discussion: Logistical Challenges

Person living with dementia has fluctuating abilities
throughout the day — how should staff respond?

How to write these medical orders and when? NPO?

264
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Is there an acceptable compromise?

271

Wechkin et al’s Instructions for MCF

Comfort Feeding Only (CFO): no more food/water than is
comfortable, scheduled meal times, nutritional goals are
prolonging life. Not goal concordant with VSED by AD.

Minimal Comfort Feeding (MCF): only as much food/water to
ensure comfort, no scheduled meal times, frequent oral
hygiene, medication to relieve hunger/thirst. Goal concordant

with VSED by AD.

4/27/2025

Comfort Feeding Only, Minimal Comfort Feeding, and VSED by AD

Definition Nomorefoodand  Only as much food and No food o hquid st al
iquid than Iquid 23 necessary to avoid
comfortable discomfort
PWAD PWAD who has a written
previously express s expressed a wish to avold directive specifically
wish 1o avoud Ining Iiving with AD rejecting any oral nutrition
with AD and hydration
Time to death Uptoyears Weeks 10 a few months o
Prolongs life Yos No No
Schoduled hand feeding Yes No No
Informed Consent Low to moderate Modetate to high Vigh requrement for
requirement for  requirement for additional  informed consent in form of
additional discussion  discussion with surrogate  clear written directive.
with surrogate and and caregivers
caregivers
Written Sirective required No No Yes

Source: Wechkin, H.A., Menzel, PT, Loggers, ET., Macauley, R.C., Pope, T.M., Reagan, P.L., & Quill, T. (2025).
“Mr. Smith has no mealtimes”: Minimal Comfort Feeding for patients with advanced dementia. J Pain &
Symptom Management, 69(2):216-222. Page 217.
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If patient is awake and appears

273

up to twice daily,

Provide social contact a
hours while patient
If patient falls asleep at a

patient. When patient next awakens, start again at the first step

in Routine MCF care.

If patient is awake and
appears uncomfortable
and/or signals a desire for

Yol
Powsible This protocol,
provide previously enjoyable

food in a hand-fee
session that does not exceed

15 minutes. This may be
repeated every 4 hours,

DISCUSSION

275

d therapeutic touch at least every 4

& steps up to every 30
led for a 1otal of up 1©

distraction

uncomfortable despite medical References
2 of pain. anxiety, and/or
1. Apply moistencd oral sponges and lip lubrication at least every jon and Routine MCF Care
4 hours while patient is awake. Brush teeth, gums, and mouth w steps #1-3 below in * Cross, S. H., Kaufman, B. G., Taylor, D. H., Kamal, A. H., & Warraich, H. J. (2020). Trends and

factors associated with place of death for individuals with dementia in the United States. Journal
of the American Geriatrics Society, 68(2), 250-255. https://doi.org/10.1111/jgs.16200
7. do not awaken or cajol the * Levine, M, & Bern-Kiug, M. (2024) “They make the will, but they want the food:” Staff

dementia advance directives related to stopping

blankets,

Provide additional mouth

feeding. J SW in EoL & Pulhatlve Care, DOI: 10.1080/15524256.2024.2365368
aromatherapy, etc.) * PHI national (2019). U.S. nursing assistants employed in nurslng homes: Key facts 2019 - phi.

washeloths.

Provide up to 2 ounces (60
ce) of Nuid. Do not provide
more fluid than patient

casily accepts

Source: Wechkin, et al (2025)“Mr. Smith has no mealtimes...PSM, 69(2), 216-222.
Page 220.
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(n. d) Retrleved Februarys 2023 from ps:/, resource/u-s-
. frozen drops of Key-facts-2019/
coconut oil, frozen tecthing ploy
rings, and frozen wet * Sandelowski, M. (2000). Whatever happened to qualltatlve description? Research in Nursing &

Health, 23: 334-340.

Shay, J. (2014). Moral injury. Psychoanalytic Psychology, 31(2), 182-191.

Wechkin, H. A., Menzel, P. T., Loggers, E. T., Macauley, R. C., Pope, T. M., Reagan, P. L., & Quill, T. E.
(2025). “Mr. Smith has no mealtimes”: Minimal comfort feeding for patients with advanced
dementia. Journal of Pain and Symptom Management, 69(2), 216-222.

Discussion Questions: riease electa recorderto summarize responsesin 1-3 sentences.

1.

=
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How comfortable would you be to discuss Minimal Comfort Feeding with
persons with early dementia or who are at risk for dementia as a future
end-of-life option?

How acceptable would you anticipate Minimal Comfort Feeding to be for
families of persons with advanced dementia?

In your clinical practice, how easy/difficult would implementation of
Minimal Comfort Feeding be?

Would people would react negatively if they knew clinicians supported
offering Minimal Comfort Feeding as an end-of-life option for people with
advanced dementia?
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Research Invitation: SW and Minimal Comfort Feeding

You are invited to take a 8-10 minute survey of about 30 questions (multiple choice).

Anonymous. We don’t ask your name or other information that could identify you. You can
skip any questions. You can stop the questionnaire at any point.

Taking part in this study is completely voluntary. If you do not wish to participate in the study,
please disregard this invitation.

If you decide to participate, you have two options. You can scan the QR Code (next page) and
complete the survey online, or you can complete a paper version of the survey.

4/27/2025

o At the END of the symposium, please scan this
QR Code to take the survey.

if
now V
Let us ke che survey ©

covr\’\?\et \y for
1s inte® ril
The survey \Sa“e“ded the AP
peop\e 28" sympos‘um
Questions?

Mercedes Bern-Klug
University of lowa
319 335-1265

Thank you!
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