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ABSTRACT: Advance care planning is important to
ensure that patients, when competent, can influence the
kind of medical care they receive if they lose decision-
making capacity. Because decisions by surrogates to forgo
nutrition support remain controversial, specific inclusion
of artificial nutrition and hydration as a part of advance
care planning has taken on growing importance. This
article reviews the choices about artificial nutrition and
hydration that are possible using conventional advance
directives such as the living will, the instructional direc-
tive, values histories, and combination directives. It sum-
marizes the legal basis for such documents. It also
describes the ways that physicians’ orders to limit treat-
ment can help implement decisions about the use of
artificial nutrition and hydration. Finally, it stresses the
importance of clarifying with patients and families the
risks and benefits of nutrition support in a variety of
common situations such as advanced dementia and met-
astatic cancer as an essential prerequisite to meaningful
advance care planning.

As recently as 30 years ago, paternalism was the
norm in American medicine: physicians simply told
patients what treatment was best for them.1 Pater-
nalism is still the norm in many other countries,
including much of the first world.2 But the principle
of patient autonomy, the right to participate in
decisions about one’s own health and well-being, has
become widely accepted in American healthcare.3 At
the same time, physicians increasingly recognize
that there are often several different approaches
possible to the treatment of a given medical prob-
lem, each with its own set of risks and benefits. As a
result, patients can now expect that they will have

real choices to make about their medical care, rang-
ing from a purely palliative approach to a maximally
aggressive strategy, along with a variety of interme-
diate strategies.4

Choosing medical care is no mere theoretical
exercise for the millions of patients who get sick
each year. The elderly in particular are at high risk
of developing major medical problems, potentially
precipitating hospitalization and leading to sophis-
ticated technologic interventions. Unfortunately,
just when patients are asked to make difficult deci-
sions about what kind of treatment they prefer, they
may be the least well equipped to make those
choices. The oldest people are the most likely to
become ill; they have the highest rates of dementia,
which impairs their decision-making ability.
Although only 5% of people over age 65 have demen-
tia, by age 85, the rate of dementia approaches
50%.5 Further, older people frequently become con-
fused when they are acutely ill because they are
predisposed to developing delirium, even if they are
cognitively intact when well.6 Patients who are
completely lucid may also find the decision-making
demands placed on them overwhelming when they
are in the midst of a medical crisis.7 Because making
choices about medical care is both difficult and
expected and because many people simply cannot
engage in this process when they are in the throes of
illness, whether for emotional or physical reasons,
advance care planning is often advocated.

Advance care planning, as it has evolved in the
United States over the last several decades, can take
a number of different forms. One form is a conver-
sation between a patient who is cognitively intact
and his physician about what approach to care he
would want if he became sick. The physician is left
to translate those wishes into action at the time of
an acute illness. A second form of advance care
planning is for the patient to complete a formal
“advance directive,” typically a written document
that specifies his wishes for future care. Legislation
in each state endorses particular versions of
advance directives that are recognized in that state,
and federal legislation (the Patient Self-Determina-
tion Act of 1990) and judicial precedent (“right to
die” cases heard before the US Supreme Court or
state high courts) recognize the right of a patient to
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make decisions about his healthcare. Finally,
advance care planning can take the form of a phy-
sician order, mandating that a particular approach
to care be undertaken, should the relevant circum-
stances arise.

The earliest advance care planning focused prin-
cipally on invasive, life-sustaining technology, pri-
marily ventilators and cardiopulmonary resuscita-
tion. As bioethical thinking evolved, physicians and
patients increasingly recognized that virtually all
medical interventions have both burdens and bene-
fits and that, especially as patients near the end of
life, their weighting of these burdens and benefits
might change. At the same time that medical ethics
progressed, new technologies were developed in the
area of artificial nutrition and hydration (ANH),
specifically parenteral nutrition (PN) and percuta-
neous endoscopic gastrostomy (PEG) tubes; the lat-
ter were first introduced in the early 1980s, and
between 1988 and 1995, the number of such tubes
placed in hospitalized older individuals grew from
61,000 to 121,000.8 As a result, these technologies
figured prominently in decisions about limiting life-
sustaining treatment. Because decisions to limit
nutrition and hydration continue to be emotionally
highly charged, it would seem to be useful to specif-
ically incorporate preferences about their use into
advance care planning. This paper summarizes the
existing efforts to do exactly that.

Advance Care Planning Instruments

Living Wills
The earliest approach to specifying preferences of

a patient for future care in a written document is
Luis Kutner’s living will (Table 1), proposed in the
1960s.9 The original living will was a broad, general
statement typically indicating that the patient
would not want “heroic” measures undertaken in the
event of “imminent death.” A slightly more specific
version, proposed by the philosopher Sissela Bok,
states: “If my death is near and cannot be avoided,
and I have lost the ability to interact with others and
have no reasonable chance of regaining this ability,
or if my suffering is intense and irreversible, I do not

want to have my life prolonged.”10 After explaining
why she would not want her life prolonged, and the
circumstances, Bok then says more specifically what
she would not want done:

“I would then ask not to be subjected to surgery or
resuscitation. Nor would I then wish to have life
support from mechanical ventilators, intensive care
services, or other life prolonging procedures, includ-
ing the administration of antibiotics and blood prod-
ucts. I would wish, rather, to have care which gives
comfort and support, which facilitates my interac-
tion with others to the extent this is possible, and
which brings peace.”

Most living wills are vague, referring often to
“heroic” or “life-prolonging” measures. Further, they
usually apply only to imminent death, rather than to
serious, life-threatening illness, which could include
advanced heart disease, metastatic cancer, and Alz-
heimer’s disease.

Newer living wills sometimes include information
on just what interventions the person would want,
such as ANH. But to the extent that they spell out
preferences for medical technology, they are equiv-
alent to another type of advance care planning
instrument, the instructional directive.

Instructional Directives
Precisely because the original living wills were

very imprecise, physicians found them problematic.
They typically expressed the general sentiment that
the patient would not want all possible interven-
tions instituted in an attempt to prolong life, how-
ever unlikely these measures might be to be success-
ful and however burdensome they might be. They
often articulated a desire to focus on comfort at the
very end of life but left open to interpretation how
comfort was to be achieved and just when the “end of
life” began. To overcome these limitations, physi-
cians and biomedical ethicists sought to create
advance directives that were clear about the circum-
stances in which they would apply and specific about
what technologies would be acceptable to the patient
in each of various situations.

The most elaborate and influential of these
instructional directives is the medical directive put

Table 1
Artificial nutrition and hydration (ANH) in advance care planning documents

Instrument Description Reference to ANH

Living will Broad directive None
Instructional directive Scenario-based directive May include use of ANH in specific situations

(eg, coma, advanced dementia)
Healthcare proxy Designation of surrogate decision maker Right to make decisions about ANH restricted

in some states
Values history Philosophical statement about preferences None
Combination directive Mini living will, instructional directive, values

history, proxy designation
May include ANH in instructional directive

component

ANH, artificial nutrition and hydration.
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forward by Emanuel and Emanuel.11 Their initial
formulation asked patients, when well, to imagine
which of 12 possibly medically indicated interven-
tions they would want in each of 4 dire scenarios.
The scenarios were irreversible coma, coma with a
very small chance of recovery (almost certainly to an
extremely impaired state), dementia and cancer, or
advanced dementia defined as the inability to recog-
nize family members. In each possible situation, the
patient was asked to check off whether he would
want attempted cardiopulmonary resuscitation
(CPR), ventilator treatment, dialysis, chemother-
apy, major surgery, invasive tests, artificial nutri-
tion, intravenous (IV) therapy, antibiotics, blood
transfusions, simple tests, or pain medication. The
patient, or rather the potential patient, could specify
that he would want the intervention, would not
want the intervention, would want a limited trial of
the intervention, or was uncertain. A subsequent
reworking of the medical directive lumps “artificial
nutrition” and “IV fluids” into a single category,
“artificial nutrition and hydration,” and makes sev-
eral other minor modifications to simplify the list of
options.12

Other versions of instructional directives are
increasingly incorporated into living will docu-
ments. These often start with a general philosophi-
cal statement and then state which of several treat-
ments the individual would want in each of several
possible medical states. The states most commonly
referred to are coma, imminent death, and persistent
vegetative state. The particular technological inter-
ventions that the person is asked to comment on for
each state are typically ventilator support, cardio-
pulmonary resuscitation, and artificial nutrition and
hydration. For example, the state of Connecticut’s
official advance directive form states “I request that
if my condition is deemed terminal or if I am
determined to be permanently unconscious, I be
allowed to die and not be kept alive through life-
supporting systems.” It then defines “terminal con-
dition” as “an incurable or irreversible medical con-
dition which, without the administration of life
support systems will, in the opinion of my attending
physician, result in death within a relatively short
time.” It also defines “permanently unconscious” as
“permanent coma or persistent vegetative state,
which is an irreversible condition in which I am at
no time aware of myself or the environment and
show no behavioral response to the environment.”
The person is then asked to specify whether, in these
situations, he would want attempted cardiopulmo-
nary resuscitation, artificial respiration, or ANH.13

Unfortunately, despite their seeming precision,
instructional directives do not address many of the
situations in which patients commonly wish to con-
sider limitations of care. A person with moderately
advanced dementia, for example, and pneumonia,
might wish to decline ventilator treatment for the
pneumonia. Her Alzheimer’s disease might give her
a life expectancy measured in years, so she is hardly

terminally ill. Her pneumonia is potentially revers-
ible and is thus also not an irreversible medical
condition. Nonetheless, patients frequently request
that if they are ever in such a situation, they would
want care focused primarily on their comfort.14

Similarly, a patient who has had multiple strokes, is
dependent in all her activities of daily living, and
then develops difficulty swallowing might not want
a feeding tube placed. Again, this individual has an
irreversible underlying medical condition but is not
imminently dying. She might nonetheless regard
insertion of a PEG tube as excessively burdensome,
given her assessment of her quality of life.

Although ANH are among the specific interven-
tions commonly mentioned in instructional direc-
tives, they are not universally listed. Further, some
directives view ANH as medical interventions, but
others seem to imply they are necessary for comfort.
The Illinois living will, for instance, begins by saying
“If at any time I should have an incurable and
irreversible injury, disease, or illness judged to be a
terminal condition . . . and my death is imminent, I
direct that . . . procedures which would only prolong
the dying process be withheld or withdrawn and
that I be permitted to die naturally with only the
administration of medication, sustenance, or the
performance of any medical procedure deemed nec-
essary by my attending physician to provide me with
comfort care.”15

An additional limitation of intervention-specific
advance directives is that they do not address the
reason a particular intervention is proposed.16 Con-
ceivably, some interventions are so burdensome that
patients would not wish them tried, regardless of
the potential benefit. But in most cases, it is only by
weighing risks and benefits that patients can decide
whether or not to accept a proffered intervention.
This issue is particularly germane to considerations
of ANH. To the extent that individuals (erroneously)
believe that failure to receive tube feeding in the
setting of advanced dementia, for example, would be
associated with physical discomfort, they might well
request such interventions.17 Simply checking off a
box indicating they would or would not want ANH
does not provide for any clarification of the basis of
such a decision.

Healthcare Proxies
Because instructional directives cannot possibly

address all possible situations in which patients
may find themselves and in which they might want
to limit treatment but cannot speak for themselves,
many physicians and ethicists came to the conclu-
sion that it was preferable to simply designate a
surrogate decision-maker. Known as a healthcare
proxy, healthcare agent, or durable power of attor-
ney for healthcare, such a person is empowered to
make decisions on behalf of the patient if he or she is
no longer able to do so. All 50 states and the District
of Columbia now have some sort of healthcare proxy
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legislation, recognizing the authority of each indi-
vidual, when cognitively intact, to appoint someone
to make healthcare decisions in the event of inca-
pacity.

The general expectation is that proxies will make
decisions according to “substituted judgment.” That
is, they will try to determine what the patient would
want if he were in fact able to speak for himself and
decide accordingly. Regrettably, healthcare proxies
often have not had conversations with the person
they are representing about their preferences.
Although many proxies feel they are nonetheless
able to make determinations about the wishes of a
patient, others do not believe they have the neces-
sary guidance from the patient to make a substi-
tuted judgment. In such cases, the usual recommen-
dation is that proxies make choices using a “best
interests” standard, or what most people would
want in that situation. In fact, there is growing
evidence that patients do not want their proxies to
use either substituted judgment or best interests
but rather to make a reasonable choice based on
their knowledge of the patient and the situation.18

In principle, a healthcare surrogate should be
able to authorize any medical treatment or limita-
tion of treatment. Patients have the right to make
decisions about their health and well-being, and in
the absence of the cognitive capacity to do so, their
designated representative should be able to speak
on their behalf. However, legislation in many states
restricts the right of proxies to make certain kinds of
decisions or decisions in particular situations. The
most common restriction is on the right to authorize
the withholding or withdrawal of ANH. At the very
least, many states require that patients specifically
state that their agent is empowered to make deci-
sions about artificial nutrition in order for the agent
to have that right (see section on advance directive
legislation, below).

Values Histories
If living wills are too vague, instructional direc-

tives offer the illusion of precision, and surrogate
decision-makers may be uninformed about the
wishes of the patient, perhaps a more elaborate
statement of preferences would be helpful. The val-
ues history is essentially a more comprehensive and
nuanced version of the original living will; it is a
philosophical statement about what matters to the
patient near the end of life rather than an interven-
tion-specific document.19

Values histories enable a person to say that he
would not want to suffer and to clarify that in
particular he would not want to be hungry or thirsty
but do not typically address medical interventions
such as feeding tubes or IV fluids. They can be useful
in helping a surrogate decision maker figure out
what approach to treatment is most appropriate in a
given situation. Individuals may also find the pro-
cess of completing a values history useful as a way of

helping them think through their own beliefs. They
may then be in a better position to complete an
instructional directive.

Combination Directives
Given the weaknesses of each of the existing

advance care planning instruments, some people
have advocated use of a combination directive that
incorporates brief versions of each of these into an
integrated document. One of the most widely used
such combination directives is The Five Wishes,
distributed by Aging with Dignity, which is recog-
nized in 37 states.20

The Five Wishes is far less legalistic in tone than
many other advance directives. It begins by naming
“the person I want to make decisions for me,” which
is effectively a healthcare proxy designation. Then it
indicates “what kind of medical treatment I want,”
which is essentially a brief instructional directive.
In this section, 3 discrete scenarios are presented:
being close to death, being in a coma and not
expected to wake up or recover, or having “perma-
nent and severe brain damage and not expected to
recover.” For each situation, the individual is asked
whether he would want life-sustaining treatment,
which is defined as “any medical procedure, device
or medication to keep me alive. Life-sustaining
treatment includes medical devices put in me to help
me breathe; food and water supplied by medical
device (tube feeding); cardiopulmonary resuscitation
(CPR); major surgery; blood transfusions; dialysis,
antibiotics; and anything else meant to keep me
alive.” Thus, in the Five Wishes formulation,
patients select either aggressive care or purely pal-
liative care, and ANH is an integral part of aggres-
sive care.

The last 3 sections of The Five Wishes in effect
constitute a values history. They address “how com-
fortable I want to be,” “how I want people to treat
me,” and “what I want my loved ones to know.” The
“comfort” section is marginally more medical than
the following parts, focusing on accepting interven-
tions for depression, nausea, shortness of breath,
hallucinations, and dry mouth. The concluding com-
ponents allow the person to select from a menu of
options, indicating whether he would want to die at
home, have his hand held, have friends pray at his
bedside, and then state that he forgives those he has
hurt, asks for forgiveness from others, and conveys
wishes for peace.

Other combination directives exist as well. The
Vermont Ethics Network designed such a document
years ago and periodically updates its form.21

Because they seek to include multiple different
facets of advance care planning, they necessarily
simplify each of the components. Characteristically,
they follow the example of the Study to Understand
Prognosis and Preferences for Outcomes and Risks
of Treatments (SUPPORT) study (the most exten-
sive and influential empirical study of end-of-life
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care in America)22 and distinguish between maxi-
mal medical care on the one hand and purely com-
fort-oriented care on the other. ANH are regarded as
part of maximal care.

Legal Underpinnings of Advance Care
Planning

The principles underlying advance care planning
are well established in American biomedical ethics
and in US law. Patients have the right to determine
what is done to their bodies and can therefore
participate in medical decision making, as asserted
by Justice Benjamin Cardozo in the case Schloen-
dorff vs Society of New York Hospital in 1914. This
right applies regardless of what disease the patient
has and independent of what specific intervention
his physician proposes. The patient does not need to
be dying, and the treatment can be any medical
intervention, from blood transfusions to ventilators
to PN. Although the preponderance of opinion is
that ANH constitutes medical therapy, there contin-
ues to be controversy surrounding this view. The
Supreme Court supported this position in the
Cruzan case, ruling 5 to 4 that artificial nutrition is
medical therapy and that patients, or their surro-
gates speaking on their behalf, have the right to
refuse any and all medical treatments.23 To refuse
treatment, a patient must be of sound mind, under-
standing the risks and benefits of treatment when
she chooses to accept or to forgo therapy. If she is not
decision-capable, the decision about treatment
devolves upon a surrogate decision maker, ideally
someone selected by the patient for this role.

In an attempt to facilitate advance care planning,
the federal Patient Self- Determination Act was
passed in 1990.24 This legislation mandates that any
healthcare facility that receives federal funds,
whether a nursing home, hospital, or clinic, ask
patients whether they have an advance directive. If
they do, the facility is obligated to ensure that the
directive is included in the patients’ medical record;
if they do not have such a directive, the facility is
supposed to offer to provide information about
advance care planning. Facilities are specifically
prevented by law from requiring that patients com-
plete an advance directive. The states, in turn, have
each developed their own advance directive laws.
Although all 50 states and the District of Columbia
have some sort of healthcare proxy legislation, there
are limitations on the power of the surrogate deci-
sion maker in various states. In addition, 37 states
plus the District of Columbia have surrogate deci-
sion laws that specify a default proxy if the patient
has not chosen his own representative.25 Additional
limitations exist on the power of these default prox-
ies and these limitations, too, vary from state to
state. In no area is there more variability, and are
there more restrictions, than the arena of ANH.

A review of the advance directive legislation in
each state found that 13 states specifically restrict

the power of the healthcare agent to make decisions
about ANH.26 In Alabama, Kentucky, Missouri,
Nebraska, New Hampshire, Ohio, Oklahoma, Ore-
gon, Pennsylvania, South Carolina, South Dakota,
and Wisconsin, the proxy has the right to authorize
withdrawal or withholding of ANH only if the
patient specifically indicated that his power
extended to this arena. In New York, by contrast,
the patient must state explicitly what his wishes are
with respect to tube feeding and IV fluids, and
proxies must adhere to those wishes.

Another study found that 20 states have 1 or
more statutory provisions delineating a separate
and more stringent standard for ANH than for other
medical interventions. This can take the form of
higher evidentiary standards or a requirement for
preauthorization (as in the above examples); it can
also take the form of requiring a qualifying medical
condition (eg, imminent death) or a second medical
opinion.27

The Supreme Court in the Cruzan case indicated
that individual states could pass laws specifying the
evidentiary standards for limitations of life-sustain-
ing treatment. Whether requiring different stan-
dards for different forms of treatment will withstand
legal challenge remains to be seen.

Physician Orders to Limit Care
Advance care planning instruments are intended

to help prospective patients think in advance about
what they would want done if they became seriously
ill and were unable to speak for themselves. They all
have to be translated into practice once a person
actually becomes sick. Ultimately, the translation
process takes the form of a physician’s order (Table
2).

Probably the first and certainly the most widely
discussed specific order to limit treatment is the “do
not resuscitate” (DNR) order. Such orders became
widespread after a scandal in the state of New York
in which healthcare providers were surreptitiously
indicating that patients should not undergo CPR by
affixing a colored dot to the medical record without
prior discussion with the patient or surrogate about
his preferences.28 Subsequently, procedures were
established for actually writing a DNR order or, as it
is sometimes more accurately called, a “do not
attempt resuscitation” (DNAR) order. Perhaps sur-
prisingly, �30 years after the first such orders were
written, there continues to be uncertainty on the
part of physicians about the circumstances in which
the order takes effect and whether it refers exclu-
sively to cardiopulmonary resuscitation (it does) or
to other life-sustaining treatments (it does not).29

Despite the confusion surrounding its use, the DNR
order has been the model for other orders to limit
treatment. Another even more ambiguous order is
“comfort measures only,” which is sometimes writ-
ten even when a patient requests some life-prolong-
ing treatments but not others. In the realm of
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nutrition and hydration, orders can be written such
as “no tube feeding” or “no IV fluids.”

Other physician orders to limit care have been
designed for use in nursing homes, to facilitate
portability to other settings, and to distinguish
between reversible and irreversible disease.

Levels of Care
Rather than writing individual orders for each of

a variety of medical interventions, physicians some-
times find it useful to group interventions into levels
of care. This has the advantage of facilitating the
translation of advance care planning into physician
orders to limit care. It also encourages physicians to
broach the issue of specific interventions by speak-
ing more broadly about the goals of care. Typically,
physicians propose 4 or 5 alternative levels, depend-
ing on the goals of the patient.

In the schema devised for use at the Bedford
Veterans Administration (VA) Hospital dementia
special care unit, there are 5 possible levels. Level 1
reflects the primary goal of life prolongation. Maxi-
mal medical therapy is to be used, including CPR,
intensive care unit treatment, and ANH. Level 2
includes the same aggressive care except for CPR.
Level 3 excludes CPR and transfer to the acute
hospital for management of intercurrent illness.
Level 4 excludes CPR, hospital transfer, and antibi-
otic treatment for life-threatening infection. Level 5
excludes CPR, hospital transfer, antibiotic treat-
ment, and also tube feeding.30

Let Me Decide
Another variant on the levels of care system that

was designed and tested in Canadian nursing homes
is the Let Me Decide system. This approach was
subjected to a randomized, controlled trial and
found to enhance patient and family satisfaction, as
well as decrease healthcare expenditures and the
use of aggressive medical treatment.31 It asks
patients to complete 2 separate advance directives,
one in the event that they develop an “acceptable”
medical condition and the other in the event that
they develop an “intolerable” medical condition.

Reversible pneumonia, for example, might be con-
sidered acceptable to many people, and severe
stroke might be regarded as intolerable. In each
situation, they are asked to make 3 distinct choices:
a choice among 4 levels of care, a choice for or
against attempted cardiopulmonary resuscitation,
and a choice about feeding.

The levels of care are similar to those used at the
Bedford VA Alzheimer’s unit. They include comfort
care (a focus on remaining warm, dry, and pain free,
with no hospital transfers, IV treatments, x-rays, or
antibiotics unless needed for comfort); limited care
(excludes intensive care unit [ICU] care and inva-
sive procedures but may include antibiotics, IV ther-
apy, and hospitalization); surgical care (includes
hospitalization and emergency surgery but no ICU
care); and intensive care (no restrictions).

The section on feeding (to be completed for each of
the 2 scenarios, acceptable and intolerable medical
conditions) is quite detailed. It asks patients to
specify whether they would want basic care, supple-
mental feeding, IV infusions, or tube feeding. Basic
feeding is defined as being spoon-fed but having a
regular diet. Fluids by mouth are to be offered, but
there is no attempt to feed using a special diet, IV
fluids, or tube feeding. If the patient does not choose
basic feeding, he can then select supplemental feed-
ing (supplements or special diets). He can also select
IV feeding, defined as “giving nutrients, water, salt,
carbohydrate, protein, and fat, by IV infusions.” He
is also asked whether he would accept tube feeding,
either via nasogastric tube or gastrostomy tube.32

Physician Order Form for Life-Sustaining Treatment
(POLST)

One problem with orders to limit care has been
their lack of portability. Orders that are valid in a
nursing home are not recognized by ambulance
drivers or emergency room personnel. They need to
be rewritten once a patient is hospitalized. To over-
come this problem with implementing advance care
planning, the state of Oregon developed a system-
atic approach to advance directives and orders to
limit treatment.33 The resulting form is the
“POLST.” Printed on bright pink paper, the form is

Table 2
Inclusion of artificial nutrition and hydration in physician orders to limit patient care

Type of order Application Inclusion of ANH

Do not resuscitate Hospitalized patients with life-limiting illness None
Comfort care Patients being transported, none by ambulance None
Levels of care Nursing home residents Typically includes 1 level limiting ANH

Let me decide
Scope of treatment orders,

transferable across institutions
Residents of specific state, especially nursing

home residents
Special section on ANH

POLST (Oregon)
POST (West Virginia)

ANH, artificial nutrition and hydration; POLST, physician order form for life-sustaining treatment; POST, physician order for scope of treatment.
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valid in all Oregon healthcare institutions, including
nursing homes, ambulances, emergency rooms, and
acute care hospitals. The original document is sup-
posed to travel with patients as they move from one
location to another.

The POLST form has 5 sections. First, it indicates
whether the patient is or is not to have cardiopul-
monary resuscitation, clarifying that this refers only
to attempts made to revive an individual who is
pulseless and without respirations. Next it specifies
the chosen level of care, which it categorizes as
comfort measures (wound care, suction, oxygen, no
transfer to the hospital unless needed to control
suffering); limited medical interventions (cardiac
monitors, medications, but no intubation or mechan-
ical ventilatory support, transfer to the hospital if
medically required but avoidance of intensive care
units); and full treatment (any indicated interven-
tion). The third section of the POLST form addresses
antibiotics in order to remind patients, families, and
physicians that antibiotics are a form of life-sustain-
ing treatment. The fourth section deals with artifi-
cial nutrition, stating specifically that this applies
only if patients cannot take fluids by mouth. Finally,
the orders must be signed, like any physician order,
and the physician needs to state with whom the
orders were discussed and on what basis the deci-
sions were made.

Recently, a modified version of the POLST system
was adopted by West Virginia. Known as POST,
Physician Orders for Scope of Treatment, it is a
simplified version that draws on the Oregon experi-
ence. It includes the same 5 sections as the POLST
form. Of note, the section on ANH specifically states
that, “oral fluids and nutrition must be offered if
medically feasible.” The order provides 3 choices for
the use of IV fluids: no IV fluids, IV fluids for a trial
period, or IV fluids to be given long term. It has a
parallel set of choices for tube feeding.

Talking to Patients and Families
Advance care planning involves far more than

merely completing a form, whether an advance
directive or a physician order form. To truly capture
the preferences of a patient, good advance planning
must start by explaining to the patient and his proxy
his current health status. Patients need to know
whether they are robust, frail, demented, or dying
today before they can contemplate what approach to
medical care would make most sense for them if they
develop a new medical problem tomorrow. Once they
have a sense of their general condition, they can
engage in the process of prioritizing their goals of
care. Only then can they think about whether they
favor life prolongation at any cost, a focus exclu-
sively on comfort, or treatment geared to maximiz-
ing their quality of life.34 Once the goals of care have
been established, articulating specific wishes for
particular situations often follows naturally. This is
especially true for patients who already have a

major, life-limiting condition with known, expected
complications, such as chronic obstructive lung dis-
ease or amyotrophic lateral sclerosis (where respi-
ratory failure is likely to develop) or Alzheimer’s
disease or cancer (where swallowing difficulties or
anorexia commonly occur).

When physicians and patients discuss ANH as
part of the advance planning process, they need to
be clear on what it involves. Misconceptions about
PEGs abound. Whether the physician is talking
about tube feeding because it is a possible response
to a present medical problem or a potential inter-
vention down the line, she must explain what tube
placement entails and enumerate the risks of the
procedure. It is essential to describe the long-term
complications of a PEG tube. Most important, the
physician must explain the consequences both of
having a tube and of not having one. For the case of
advanced dementia, for example, the physician must
explain to the surrogate (or the patient if this is a
theoretical discussion about a possible future state)
that gastrostomy tubes have not been shown to
prolong life, nor have they been demonstrated to
prevent aspiration pneumonia or pressure ulcers,
other common problems in demented patients that
they have sometimes been alleged to affect. And
most important of all, there is no evidence that
patients with advanced dementia or advanced can-
cer who have lost interest in eating experience
suffering.35

Often the issue of hydration must be discussed
separately from that of nutrition. Patients and fam-
ilies often associate lack of nutrition with “starving
to death” and simultaneously believe that dehydra-
tion is exquisitely painful. In fact, dehydration is
typically analogous to a natural anesthetic and
allows patients to become progressively more som-
nolent until death arrives.

Conclusion
ANH have come to occupy a prominent place in

advance care planning. Patients’ preferences
regarding the use of ANH are often spelled out in
advance directives, particularly instructional direc-
tives, but sometimes in living wills and values
histories as well. When a prospective patient desig-
nates a healthcare proxy, the individual is often
asked to state whether the proxy has jurisdiction
over decisions about ANH. State statutes and court
cases reflect, and in some cases shape, the inclusion
of ANH as a technology that is often an important
part of advance planning. Finally, physician orders
to limit treatment, an increasingly prevalent way of
determining the scope of future care, typically
address ANH, either by specifying a level of care
that in turn either includes or excludes ANH, or by
indicating directly whether it is to be provided.

As we engage in advance care planning with our
patients or implement previously completed plans,
we must remember that for patients and their fam-
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ilies to make informed choices, they need a good
understanding of just what ANH is and what it can
accomplish. We need to be sure that patients grasp
what is entailed by PEG tubes, both in terms of the
procedure itself and subsequent risks and benefits.
We need to be certain that we are familiar with the
data on the efficacy of ANH in a variety of specific
situations, such as amyotrophic lateral sclerosis,
metastatic cancer, or advanced dementia. And above
all, we need to be able to explain to patients what
they can expect to experience in terms of pain and
suffering, hunger and thirst, with and without ANH.
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