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HEALTH DECISIONS

Voluntary Stopping of Eating and Drinking (VSED)

he question of how to respond

to intractable suffering in

patients with debilitating and

life-limiting illness has no easy
answers. For those whose suffering is
primarily physical, good palliative care
is often the best choice. Others qualify
for hospice care as well. Some have the
option to stop or not start unwanted
life-sustaining treatments, and for others,
Physician-Assisted Dying (PAD) is now
an option.

But not all who sufter from debilitating
or progressive illness have these options.
Some people suffer from a devastating
illness or from multiple chronic ailments
that seriously compromise quality of life
but are not terminal. Others have a termi-
nal diagnosis, but there are no treatments
to decline or machines to disconnect.
Maybe the illness is not yet far enough
advanced to qualify for hospice or PAD,
or there is little pain but great suffer-
ing at the prospect of future decline. In
this category are illnesses such as ALS
(Lou Gehrig’s Disease), Huntington’s,
AIDS, quadriplegia, dementia and can-
cers not yet at end stage, to name a few.
While palliative care is available to all
who suffer from serious illness, it is not
a panacea. Sometimes despite a physi-
cian’s best efforts to address the sources
of the patient’s suffering, a satisfactory
solution cannot be found. For these
patients, as well as those with advanced
illness, Voluntary Stopping of Eating and
Drinking (VSED) is an available option.

While not widely discussed in the
medical or legal literature, this method
of hastening death is legal in Vermont
and in all other states.! Often overlooked
in physician-patient conversations about
end-of-life options, VSED is nonetheless
practiced here,?> sometimes in combina-
tion with other end-of-life care.

VEN is receiving increasing inquiries
about VSED. Possibly, this is attribut-
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able to legalization of Physician-Assisted
Dying (PAD) in Vermont, as people seck
alternatives. Possibly it is a consequence
of Vermont’s Patient’s Bill of Rights,
which now requires that patients with
terminal illness be informed of “all avail-
able options for terminal care,” regardless
whether they make an inquiry.? Because
VSED is an available option, physician
disclosure and discussion of its availabil-
ity may be both necessary and appropri-
ate for fully informed decision-making.

Because of the growing interest in
VSED and because there are many unan-
swered legal, ethical and practical ques-
tions about it, we discuss this practice in
some detail below.

VSED Defined

For many years, it has been a settled
issue in both law and ethics that an adult
with decision-making capacity who is
unable to take food and fluids by mouth
has the right to refuse nutrition and
hydration by medical means (usually a
feeding tube), even if doing so will has-
ten death.* Less attention has been paid
to the question of when an adult with
decision-making capacity who s capable
of eating and drinking on his or her own
may refuse to do so. This is VSED.

In VSED, the patient is capable of
ingesting food and drink by mouth,
but chooses not to in order to hasten
death.® He or she deliberately refuses all
food and fluids save for small amounts
of fluid needed for mouth comfort or to
swallow medications. Death by dehydra-
tion ordinarily follows in several days to
three weeks.® A growing body of clinical
literature suggests that with good pallia-
tive support, VSED results in a relatively
comfortable and peaceful death. (See
EXPERIENCE OF VSED, below.)

It is important to distinguish VSED
from the natural loss of appetite that
often occurs when a patient is close

to death. The loss of appetite as death
approaches is a normal consequence of
the shutting down of body functions that
accompanies advanced illness. By con-
trast, with VSED a patient intentionally
refuses food and drink to bring about
death before the underlying disease pro-
gresses to the end stage. The patient
chooses to die from dehydration rather
than from the underlying illness.”

VSED is also distinguishable from
anorexia nervosa, which is a form of
mental illness in which the patient irra-
tionally values weight loss over the risk
of death that follows from refusing food
and drink. The choice of a grievously ill
person to stop eating and drinking rather
than endure pain and suffering as the ill-
ness progresses is not irrational and does
not by itself indicate mental illness.®

VSED also differs from Physician-
Assisted Dying (PAD) in important
ways. While both VSED and PAD inten-
tionally hasten death, in VSED the physi-
cian does not provide the means for the
patient to hasten death. Both the decision
to refuse nourishment and the means for
carrying out that choice — i.e. fasting —
are inherently in the patient’s hands. The
physician’s role is to discuss the available
options and, if a patient seeks hastened
death, to explore the sources of suftering,
seek ways to ameliorate it and support the
patient regardless whether or not he or
she chooses VSED.?

The Experience of VSED

As noted above, in VSED the patient
dies not from starvation, but from dehy-
dration. Many people fear that death by
dehydration is terribly painful and some
argue that permitting it denies basic
humane care.!® However, the available
evidence, while limited, is to the con-
trary.! Independent studies of hospice
nurses’ experience with VSED and a
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survey of 800 members of the American
Academy of Hospice Physicians have found
that VSED generally produces what is often
referred to as a “good death.”'? Typically,
the patient remains conscious but comfort-
able for a period of days, with any feelings of
thirst and hunger relieved by simply sucking
on ice chips and any other symptoms man-
aged by other simple palliative measures.'?
Thereafter, there may be some disorienta-
tion, confusion and/or delirium and vary-
ing levels of consciousness, after which the
patient slips into unconsciousness.'*

Several physicians, including at least one
from Vermont, have published accounts of
their experience with VSED.!® They describe
death by VSED as “peaceful” and as involv-
ing relatively little discomfort that could
not be easily managed.’® In 2008, an expe-
rienced registered nurse documented in the
Brattleboro Reformer his experience attend-
ing the death by VSED of an elderly man
with advanced Parkinson’s. In it, the man’s
family described the man’s death as comfort-
able and without pain.!”

Paradoxically, it appears that near total
abstinence from intake of food and drink
may lead to a more comfortable death than
partial abstinence. This is because total absti-
nence produces a physiological condition
called ketosis that is often experienced as
euphoric or analgesic,'® whereas continuing
small meals may prevent ketosis from setting
in.!” While a patient can undertake VSED on
his or her own, to maximize comfort, pro-
vide guidance and safeguard the process, the
support of a health care provider is advisable
for all patients who consider this option.?°

Reasons for VSED

Reasons for choosing VSED vary. Often,
patients seek it rather than endure the poor
quality of life that often accompanies termi-
nal illness, whether due to loss of indepen-
dence, deterioration in physical or mental
ability, extreme physical pain, or the prospect
of losing control or dignity as a result of the
illness. For many patients with terminal ill-
ness, maximizing control over the process of
dying is the most important value.?!

In this regard, it is important to note that
few patients who are informed about VSED
actually choose it.? In the vast majority of
cases where a patient seeks to hasten death,
the sources of suffering that prompt the
patient to seek death can be adequately
addressed by good palliative and/or hos-
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pice care.?® For many, simply knowing that
VSED is an available option relieves a major
source of suffering. The awareness that they
have “a way out” that remains within their
control may allay the need to use it.>*

Ethics of VSED

As with the practice of Physician-Assisted
Dying (PAD), there is a diversity of views
about the ethics of VSED. Because VSED,
like PAD, intentionally hastens death, some
view it as violating the fundamental ethical
principle of respect for the sanctity of life.?
Others view it as an ecthically permissible
choice to forego an unwanted life-prolong-
ing measure, no different from the right to
refuse surgery, chemotherapy, or any other
unwanted medical intervention.?® Several
authorities have argued that VSED is ethi-
cally preferable to PAD because it does not
require physician participation in hastening
death by prescribing lethal medication.?”
Others note that because VSED is a process
that unfolds over days or weeks, it has the
advantage of allowing the patient to change
his or her mind about following through,
whereas taking a lethal dose of medication
does not.?® VSED’s slower process provides
something of a built-in buffer against impul-
sive decision-making.

Some clinicians ethically oppose VSED. In
this situation, many of the same professional
practice standards applicable to Physician-
Assisted Dying (PAD) would appear to apply
equally to VSED. As with PAD, clinicians
are not required to act contrary to strongly
held moral or religious beliefs. However,
they are required to inform terminal patients
of all legally available treatment options.?
They are also ethically bound by the duty of
non-abandonment. Therefore, before with-
drawing from a case in which VSED may
be an appropriate strategy, a physician who
opposes the practice would be expected to
refer the patient to another physician who is
willing to provide the needed information
and support.®°

Legal Issues in VSED

It is a fundamental principle of both law
and medical ethics that “Every human being
of adult years and sound mind has a right to
determine what shall be done with his own
body.”3! For this reason, performing a medi-
cal procedure without a patient’s consent is
a battery.?? The same principle governs the
right to refuse unwanted medical care. ¥
With respect to adults capable of making

Continued page 3
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their own medical decisions, this right is
virtually absolute,** applying even when
refusing treatment means the patient will
die.?® The right to refuse unwanted treat-
ment is recognized as part of the consti-
tutional right to privacy, growing out of
the core ethical values of respect for indi-
vidual autonomy and self-determination.

VSED is morally and legally consistent
with the right to refuse unwanted care.
However, VSED has not been the subject
of high-profile court cases in the way
that other so-called “right to die” issues
have been.?® Possibly, the reason VSED
has received so little attention is that few
clinicians and fewer patients are even
aware that VSED is an option. Possibly,
it is because the alternative to honoring
a gravely ill or dying patient’s informed
choice to refuse food and drink is to
force-feed him or her, a prospect repug-
nant to courts and clinicians alike.?”

A key case is in this area is a 1986 case,
Bouvia v. Superior Court.?® In Bouvia, a
28 year old woman who suffered from
quadriplegia, cerebral palsy and chronic
pain but who was not terminally ill
sought a court order to be allowed to die
in a hospital by refusing to eat or drink,
while also receiving morphine to relieve
any pain symptoms she might suffer as
she died. Finding Ms. Bouvia to be both
intelligent and decisionally capable, the
court granted her request and turned
back a request by the facility where she
lived to insert a feeding tube.

Still, there remain many unanswered
legal, ethical and practical questions
about how and when a VSED request
can and should be honored. The bound-
aries for honoring a VSED request aren’t
always clear, as for example when the
requester suffers from multiple chronic
conditions, but is not terminal, or when
the requester is terminal, but has a life-
expectancy of more than six months.®
A common question for nursing homes
and other health care facilities is whether
honoring a VSED request might violate
state and federal laws protecting patients
against abuse and neglect. Some facili-
ties assume, incorrectly, that it would.*
Another area of uncertainty is whether a
person can request VSED in an advance
directive.*!

While it is ultimately a competent
individual’s choice to stop eating and

drinking,*? health care facilities need
to respond to VSED requests in an
organizationally coherent and clinically
consistent fashion and to develop clear
policies and procedural guidelines for
handling VSED requests. Educating
patients about VSED can empower them
to make fully informed choices about
whether this choice is right for them.
Concerned patients and facilities should
seek legal advice.
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The Ethics of Cardiopulmonary Resuscitation (CPR)

hen it comes to

medical  treat-

ments,  cardio-

pulmonary resus-
citation (CPR) is unique. First
of all, unlike other procedures
that involve risks and benefits
and thus require the patient’s
informed consent, consent for
CPR is assumed. In other words,
unless you say no to it in advance,
you’re going to get it if you qual-
ity for it (i.e., you’re experiencing
cardiac arrest). Second, it doesn’t
require medical licensure to pro-
vide, as reflected by community
training courses and exhortations
from groups like the American
Heart Association that everyone
receive training. And, third, if
you qualify for it and don’t get it,
you have essentially no chance of
surviving.

In addition, compared to other
medical procedures, CPR is per-
haps the most familiar to the
public. Each year there are over
half a million cardiac arrests in
the United States. By virtue of
training courses and depictions
in television and movies, people are
generally acquainted with the basic
elements of CPR. And given that it is
the default response to cardiac arrest,
CPR has become something of an
end-of-life ritual. In the opinion of
many, a person shouldn’t be “allowed”
to die without at least trying to resus-
citate them.

But while the public may be familiar
with the concept of CPR, there are
common misunderstandings about its
efficacy and indications. A major rea-
son is that many people’s knowledge
of CPR is based on depictions on
television and in movies, which bears
little resemblance to reality. On televi-
sion, most patients who undergo CPR
are young, have intrinsically healthy
hearts that are affected by some non-
cardiac disease (such as electrolyte
imbalances), and end up surviving.
In reality, though, most patients who
undergo CPR are elderly, have some

BY ROBERT MACAULEY, MD

Fact vs. Fiction:
Cardiac arreston TV shows, and in real life

- mTv
Reality

Survival to discharge
from hospital

Otherwise healthy

heartstopped from

some other, fixable
cause

Elderly patient
Diem efal, "CPR on Television” Mew Sngls

Outcomes of in-hospital CPR

Die before discharge

® Survive, lower function
® Survive, same function

degree of heart disease, and don’t
survive.!

According the American Heart
Association’s most recent statistics,
less than a quarter of hospitalized
patients — and less than 10% of non-
hospitalized patients — who undergo
CPR survive long enough to ever leave
the hospital.? And of those who do
survive, approximately one-third have
diminished level of function, such that
they require additional assistance at
home. Of course, those statistics need
to be applied to individual situations,
so that a young, otherwise-healthy
person with an arrhythmia will have a
better chance of a good outcome than
an elderly person with several other
medical problems. In general, though,
if a patient has a cardiac arrest in the
hospital, the odds of them going home
in roughly the same state of health as
when they came in are approximately
1-in-6.

But even if the odds of survival
after CPR aren’t as good as they
are on TV, the odds of surviv-
ing cardiac arrest without CPR
are zero. Some, therefore, claim
that there’s “nothing to lose” in
receiving CPR. If it works, then
you’re glad to be alive. And if it
doesn’t work, then you haven’t
lost anything because the end
result is the same.

I don’t agree. First of all, there
are medical complications of
CPR. Studies have shown that
approximately 1-in-3 non-survi-
vors sustain rib fractures, and
1-in-7 have a fractured sternum.?
One might respond, however,
that a fracture is a small price to
pay for survival.

More profound than physical
complications are the personal
and emotional ones. The ulti-
mate end-point of both unsuc-
cessful CPR and withheld CPR
may be death, but the manner
of those deaths is extremely dif-
ferent. One involves an emergent
response to a medical condition,
including chest compressions, IV
medications, and frequently lots of
shouting and chaos. The other can be
very peaceful, with loved ones in atten-
dance, a sacred private moment with
tamily and friends. In that respect, I
believe there is something to be lost in
attempting CPR: the opportunity for
a peaceful, comfortable, and compan-
ioned death.

Given the stakes and complexi-
ties involved in CPR, the decision
of whether to withhold it can be
extremely difficult. But it is precisely
the unique aspects of CPR (espe-
cially the assumption that it will be
performed, and the stakes for not
attempting it) that make it necessary
to address it preemptively. So how is
a person to decide whether or not to
decline CPR?

First of all, it’s important to start
with the patient, not with the pro-
cedure. Rather than delving into the
Continued page 5
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statistics related to CPR, it’s better
to start with the patient’s goals. If a
patient can identify what’s most impor-
tant to them, what odds of achieving
that goal is acceptable, and how much
they’re willing to go through to get
there,* the decision about whether to
be DNAR should become more clear.
A patient for whom any life is bet-
ter than no life — and who is willing
to bear significant burden to survive
— should clearly be “Full Code.” A
patient who’s unwilling to accept any
decreased function and who does not
want to undergo burdensome proce-
dures should not receive CPR. And for
the many folks who are somewhere in
the middle, the act of identifying goals
can assist in working through the spe-
cific decisions that follow.

Once the goals are clarified, it’s
important to understand the facts in
order to make an informed decision.
Too often in my work I hear conversa-
tions between health care profession-
als and patients regarding CPR, when
they’re using the same term in difter-
ent ways. The health care professional
is referring to the often-burdensome
procedure that works a minority of
the time, while the patient envisions
a non-traumatic intervention that suc-
ceeds more often than not. So when
the patient “consents” to CPR, it’s not
actually snformed consent, because so
many misunderstandings are present.
In order for patients to make truly
informed decisions, they have to fully
understand what they’re saying “yes”
to, and what they’re saying “no” to.

To reinforce the uncertain benefit
of CPR, it is wise to replace the abbre-
viation DNR with DNAR. The term
DNR (“Do Not Resuscitate”) implies
that we could resuscitate someone if
we tried, when in fact all we can really
do is attempt to resuscitate the patient.
More and more the term DNAR (“Do
Not Attempt Resuscitation”) is being
used to convey the uncertain out
comes of CPR.

It’s also important to be clear that
DNAR only refers to cardiopulmonary
resuscitation. In other words, as long
as a patient has a pulse, it doesn’t make
a difference whether they’re “DNAR”
or “Full Code.” Some patients may

want life-prolonging treatments like
antibiotics or mechanical ventilation,
while drawing the line at CPR. In lay
language, they want to be treated as
long as they’re alive, but if their heart
stops they want to be allowed to die in
peace. A DNAR order is reasonable for
such a patient, along with the explicit
understanding that other treatments
will not be limited.

And that brings us to the question
of documentation. Many patients (and
physicians) believe — erroneously — that
an Advance Directive stating that the
patient does not want CPR is enough
to prevent CPR from occurring. That
isn’t true, at least outside a health care
facility. The reason is that an Advance
Directive is long and nuanced and
often involves “if/then” statements,
like “if I won’t regain consciousness,
then I don’t want certain treatments.”
That isn’t very helpful in an emergent
situation (like paramedics being called
to a patient’s home), especially when
there’s no way to be sure if the patient
will ever regain consciousness or not.
So unless a patient has a DNAR Order
from a clinician, CPR is the appropri-
ate response to a cardiac arrest.

But if a patient is absolutely sure
that under no circumstances would
s/he want CPR, s/he should speak
with a clinician to get a DNAR

[ ée
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Order, which in Vermont is known
as a COLST (Clinician Order for Life
Sustaining Treatment®). A COLST
allows the clinician to specify that a
patient shouldn’t receive CPR and/or
mechanical ventilation and/or antibi-
otics and/or medically administered
nutrition and hydration, depending
on the patient’s goals. It’s the only way
to be sure that a patient doesn’t receive
CPR, and for patients who’ve reached
that thoughtful conclusion, it’s a criti-
cally important element of advanced
care planning.

1 Diem §J, Lantos JD, Tulsky JA. Cardiopulmonary
resuscitation on television. Miracles and
misinformation. The New England Journal of
Medicine 1996; 334:1578-82.

2 Cardiac arrest statistics. 2014. (Accessed
November 17, 2014, at http://www.heart.
org/HEARTOR G/General/Cardiac-Arrest-
Statistics UCM 448311 Articlejsp.)

3 Black CJ, Busuttil A, Robertson C. Chest wall
injuries following cardiopulmonary resuscitation.
Resuscitation 2004; 63:339-43.

4 Bernacki RE, Block SD, for the American
College of Physicians High Value Care Task E
Communication About Serious Illness Care

Goals: A Review and Synthesis of Best Practices.
JAMA Internal Medicine 2014.

5 Clinician orders for life sustaining treatment.
(Accessed November 17,2014, at http://
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instructions%20and%20Form%2009.pdf.)
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Directive Registry — an easy and secure way to give your health
care providers immediate access to your wishes about health care W
decisions. |

For more information about the Vermont Ethics Network,
or to order the Taking Steps Booklet, contact us by phone at
802.828.2909 or via e-mail at ven@vtethicsnetwork.org.
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http://www.heart.org/HEARTORG/General/Cardiac-Arrest-Statistics_UCM_448311_Article.jsp
http://www.heart.org/HEARTORG/General/Cardiac-Arrest-Statistics_UCM_448311_Article.jsp
http://www.heart.org/HEARTORG/General/Cardiac-Arrest-Statistics_UCM_448311_Article.jsp
http://vtethicsnetwork.org/forms/dnr_colst_instructions%20and%20Form%2009.pdf
http://vtethicsnetwork.org/forms/dnr_colst_instructions%20and%20Form%2009.pdf
http://vtethicsnetwork.org/forms/dnr_colst_instructions%20and%20Form%2009.pdf
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NETWORK

— Advancing —
Health Care Ethics
61 Elm Street
Montpelier, VT 05602

Phone: 802-828-2909
Fax: 802-828-2646

Visit us online at
www.vtethicsnetwork.org

VEN NEWS & UPDATES

SPRING PALLIATIVE CARE CONFERENCE -
SAVE THE DATE

ONE SIZE DOES NOT FIT ALL:
TREATMENT DECISIONS FOR
ADVANCED SERIOUS ILLNESS

Wednesday, April 29, 2015
Hilton Hotel and Conference Center

Featuring National Speakers:

Douglas White, MD — Endowed Chair for Ethics in
Critical Care Medicine, Associate Professor of Critical

Care Medicine, and Director of the Program on Ethics
and Decision Making in Critical Illness at the University of
Pittsburgh Medical Center.

Muriel Gillick, MD — Physician at Harvard Vanguard
Medical Associates and a Professor of Population Medicine
at Harvard Medical School /Harvard Pilgrim Health Care
Institute. She is board-certified in both Geriatrics and in
Palliative Medicine.

Michael Germain, MD — Medical Director for Renal
Transplantation at Baystate Medical Center and Professor of
Medicine at Tufts University School of Medicine

CLINICAL ETHICS CASE CONFERENCE —
MARK YOUR CALENDARS

Beginning in January 2015, the University of Vermont
Medical Center (previously known as “Fletcher Allen
Health Care”) will be teleconferencing their weekly Clinical
Ethics Case Conference. Held on Thursdays at noon
(September through June), the conference generally reviews
two recent ethics consultations. Rather than presenting the
recommendations and outcomes, the conference is more of
a conversation, as participants offer suggestions, feedback,
and their own perspectives.

There is no charge to participate in the teleconferences.
Continuing Medical Education credit is also available free
of charge to those hospitals with current accreditations
through the UVM CME office (currently Canton Potsdam,
Central Vermont, Gifford, North Country Hospital,
Northeastern Vermont Regional, Northwestern Medical
Center, Rutland Regional, and Springtield Hospital).
Participants at other hospitals can also receive CME credit,
with fees determined by the UVM CME office.

This is a wonderful opportunity for collaboration and com-
munication, and we look forward to hearing from (and see-
ing!) folks from other parts of Vermont and New York on
Thursdays in 2015!
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