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he Ethics of Withholding/Withdrawing
utrition in the Newborn

rian S. Carter* and Steven R. Leuthner†

he provision of nutrition and hydration to newborn infants is considered fundamental care. For
remature and critically ill newborns, similar considerations generally hold true. Nutrition may be
rovided for these infants using assisted measures such as parenteral nutrition or tube feedings.
owever, for some newborn infants the provision of medically assisted nutrition may be a more

omplicated issue. In particular, the goals of nutrition need to be clearly elaborated for newborns
ith lethal conditions or for whom appropriately administered intensive care is unsuccessful in
ustaining life. These infants may benefit from palliative measures of care and a limitation or
ithdrawal of burdensome or nonbeneficial interventions. This article explores issues pertinent to
eciding and communicating the appropriate withdrawal of medically assisted nutrition and imple-
enting palliative comfort measures.
2003 Elsevier Inc. All rights reserved.
t
o
p
n
c
a
c
t

E
A
H

E
w
m
1
fl
a

1

2

g
t
“
c

hroughout the neonatal period, the use of
early and aggressive parenteral nutrition

as become normative.1 Indeed, fluid and nutri-
ion provisions are fundamental components of
hat may be seen as basic newborn care in both

he well and the sick, or premature, newborn. As
ith other interventions, the provision of nutri-

ion should be directed toward accomplishing
ome goal for the newborn patient. Reasonable
onsiderations include:

. Obtaining an approximation of in utero fetal
growth in premature infants in order to facil-
itate normal development

. Providing sufficient energy substrate for basic
metabolic demands, as well as any increased
needs in the sick newborn

. Ensuring that there is a proper nutrient bal-
ance to support the infant’s immune function
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and ensure, in the surgical patient, wound
healing

An evidence-based approach toward nutri-
ional therapies is recommended, and a wealth
f nutritional data is available for managing the
remature or sick newborn. Additionally, the
utrition plan should fit with the overall goals of
are for the patient, and both patient benefit
nd safety must be addressed in providing the
omposition and means of administering paren-
eral or other medically provided nutrition.

thical Considerations of Withdrawing
rtificially Administered Nutrition and
ydration in Adults

thical considerations around the provision or
ithholding of nutrition gained attention in
edical practice in the late 1970s and early

980s. An “emerging stream” of thought that
uids and nutrition could be withheld became
pparent, argued around 2 propositions:

. The medical administration of nutrition is a
medical intervention, and

. A benefits/burdens calculation was the criti-
cal element of judgment about withholding/
withdrawing medical interventions (the rule
of proportionality).

In an early article, Seigler and Weisbard2 ar-
ued against this emerging stream. They stated
hat while these 2 propositions were true, it was
troublesome” that physicians or families might
onclude that the ““burdens” of withdrawal”
(December), 2003: pp 480-487
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Withholding Nutrition in Newborns and Infants 481
ould outweigh the “benefits” of treatment (eg,
ustaining life by providing nutrition).

We would argue that such thinking may be
awed, as it appears to be against the normative
pproach that clinicians commonly take for re-
olving such weighty decisions. For example,
hen clinicians are deciding to continue or with-
raw a ventilator, they don’t balance the benefits
f assisted ventilation against the burdens of
ithdrawing the ventilator. Instead, they con-

ider the benefits and burdens of the treatment
eg, tracheal intubation and assisted ventilation)
tself. They may ask, “Should I start the ventila-
or? Continue it? Or, withdraw it?” realizing the
mportance of understanding the consequences
f not providing the treatment (ventilation/oxy-
enation), which also has its separate benefits
nd burdens. They do not, however, report the
reatment as beneficial and the withholding or
ithdrawal as burdensome. To do so would dem-
nstrate a value bias. Such a biased analysis is not
rational weighing of proportionality.
In the early 1980s, Yarborough3 proposed

hat the symbolism often attached to feeding
even artificially administered nutrition) may
islead physicians as they try to make right and

ood decisions for and with their patients - even
hose who are terminally ill. Many physicians
oiced the perception that these measures were
ssential – even when other medical interven-
ions were being withdrawn. Generally, clini-
ians argued that the withdrawal of artificially
dministered nutrition would be the equivalent
o “starving a patient to death.” Attempting to
laborate on a deeper level, Yarborough asked
linicians to consider the provision of medically
dministered nutrition as “force feeding” rather
han a presumed essential good. He proposed
hat:

. Those who insist on tube feeding should
present the burden of proof of demonstrat-
ing benefit rather than those who would
forego it having to explain [potential] harms,

. Unbiased, more reasoned and less emotional,
ethical decisions regarding artificially admin-
istered nutrition requires more facts about
the attendant risks and benefits of such mea-
sures (especially in the terminally ill patient),
and

. The potential that forced artificial nutrition
might even be considered a form of torture
(rather than a means of providing comfort
for a supposed state of suffering) should be
studied.

Presently, many clinical and ethical profes-
ional societies see no difference in artificially
dministered nutrition and other medical inter-
entions that might become inappropriate in a
iven patient’s condition and, thereby, should
e considered for withdrawal.4-6

Recently, the potential benefits and burdens
f nutritional support were reviewed by Winter.7
is report addresses the provision of such inter-

entions compared with withholding/withdraw-
ng (WH/WD) them in regards to survival, re-
ponse to therapy, and comfort or correction of
etabolic abnormalities in adults.7 He con-

ludes that clinical benefits of nutritional sup-
ort fail to be demonstrated in study after study
f patients at or near the end-of-life. Impor-
antly, he cites a general complication rate of at
east 15% (infection, thrombosis) attendant to
roviding parenteral nutrition. And even in ar-
ificially administered enteral feedings, often
hought to be less invasive, he found a 76%
omplication rate.

In Winter’s review of the benefits and bur-
ens of not providing these interventions, it was
vident that there was a reduction in the meta-
olic rate, urea load, respiratory secretions,
oughing, nausea, vomiting, diarrhea, and urine
utput in adults at the end of life for whom
utrition was withheld.7 Fasting in adults was
lso reported to lead to some psychological or
ehavioral changes. These included a release of
ndogenous endorphins, which could provide
n analgesia effect and rising pain threshold, or
ven euphoria, accompanied by the preservation
f mental function. A reduction in hunger also
ccompanies the production of ketones seen in
asting adults. In the end, WH/WD of nutrition
nd hydration in the terminal adult had some
enefits and did not hasten death.

ediatric Withdrawal of Artificially
dministered Nutrition

he support found in the adult literature that
ithholding artificially administered nutrition
ear the end-of-life does not prolong life, may
ot be true in pediatrics. Certainly, there are
ediatric patient populations for whom gastros-
omy tube feedings or parenteral nutrition will
rolong the life of the child. This may be so,
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Carter and Leuthner482
ven if the child will ultimately die from their
nderlying condition. A ready example would
e the premature infant with an extremely short
ut - perhaps following necrotizing enterocolitis
NEC), or an infant with severe hypoxic-isch-
mic encephalopathy (HIE). This fact, that lives
an be prolonged with artificially administered
utrition, ought to lead clinicians to engage the

amily in dialogue concerning what constitutes a
alued life - or alternatively, what may be consid-
red as prolonging death. Families generally re-
uire information, an opportunity to have time
or reflection, and the allowance to contribute
o this most difficult decision. Providing nutri-
ion, therefore, which might at first be consid-
red as essential care for every infant, may need
o be reconsidered in light of the infant’s under-
ying diagnosis, prognosis, and limits of what

edicine has to offer. As noted by Dr. Ronald
ranford, “anyone who believes that eating and
rinking in normal children are remotely simi-

ar to providing a feeding tube for severely brain
amaged children has never been present at the
edside of these patients and has no good sense
f the medical reality.”8

Decision-Making

o proceed with the decision-making process for
he WH/WD of artificially administered nutri-
ion, many issues must be examined. The focus
eeds to remain on the infant and his/her per-
eived best interests. All pertinent decision-mak-
rs need to be identified. All explicit medical, as
ell as human value, facts need to be obtained
nd contemplated. And, finally, external con-
erns such as legal precedents must be weighed.

Decision-makers. Parents, as principal decision-
akers for their children, hold a well-estab-

ished prerogative. But parenting can be most
ifficult in the neonatal intensive care unit
NICU).9-11 Myths concerning the capabilities of
arents need to be dismissed. Barring evidence
f their being mentally incapacitated (eg,
other postoperatively managed under seda-

ion/analgesia), acting with obvious harmful in-
ent toward the infant, or simply being absent or
ninvolved, all parents should be enjoined in
utually deriving the best interests of their in-

ants and share in decision making.12

Myths that may require attention include:

. Parents are unable to hear and understand
the facts
. Parents cannot help but be overwhelmed by
emotions

. Parents cannot speak out of concern for the
infant’s interests rather than their own self-
interest.

These myths call for enhanced communica-
ion, psycho-social and practical supports, and a
haring of ideas addressing infant interests now,
nd in the future, as well as quality of life con-
iderations and attention to perceptions of in-
ant pain and suffering.

Neonatal and pediatric health care profes-
ionals retain an interest in the well-being and
ong-term outcome of their young patients. In
he NICU, outcomes may be uncertain. Yet, the
nclination to treat or intervene on behalf of the
remature and critically ill newborn seems ratio-
al when growth, development, healing, and
ome measure of health can be attained. None-
heless, tragic situations do exist wherein cure-
riented care needs to give way to comfort mea-
ures in view of a terminal prognosis. This may
lso be true when situations exist in which the
enefits of continued interventions are, at best,
ncertain and the burdens to the child associ-
ted with their provision may not be acceptable
o the family.

The state may also hold some interest in pre-
erving an infant’s life if it is clear that the life
ill be meaningful in a human relational sense.
imilarly, if it is perceived that an infant is suf-
ering, and that such suffering can be reduced
ut the parent(s) do not allow it, the state’s

nterests may prevail and parental rights be lim-
ted or terminated through court actions.

Factual considerations. The facts that need to be
onsidered in making decisions to WH/WD ar-
ificially administered nutrition fall into two cat-
gories. First are the medical facts:

. Underlying diagnosis

. Response to previously given treatments

. Likely response to appropriate treatments or
interventions not yet offered

. Ultimate prognosis for the infant’s condition

These all need to be determined and dis-
ussed.

Example. Is there:

. an underlying lethal condition (eg, Trisomy
18)?

. a refractory chronic and debilitating condi-
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Withholding Nutrition in Newborns and Infants 483
tion (eg, severe respiratory failure on assisted
ventilation at � 3 months of age?)

. multiple organ-system failure (eg, over-
whelming sepsis)?

. an irreparable loss of vital tissue or organ
function (eg, severe brain injury, loss of
bowel)?

Or is the condition one that can be treated
ver time and met with some improvement; or
or which there exists nutritional, medical, or
urgical options (even organ transplantation)
iven time, relative health and access to such
easures at home or in the hospital? Special

onsideration must be given on an individual-
zed basis for complicated patients when the
ong-term therapeutic option is considered ex-
erimental at best, such as those with a severely
hortened bowel in whom bowel transplant may
e but a remote possibility. For some such pa-
ients intervening liver failure, recurrent infec-
ions, or poor growth may preclude operative
epairs or transplantation and the hard choice
f withholding further parenteral nutrition may
e most prudent.

The second category of factual considerations
s human value in nature.

. What do the parents anticipate, expect or
desire for this infant?

. What values, principles, or other constructs
motivate their likelihood to consider risk,
weigh options and proceed with decision-
making?

. And also, what values are upheld or pursued
by the involved health care team?

These facts aren’t often explicitly discussed
n rounds. It may require a family care confer-
nce, ethics consult, or other deliberately
lanned session to uncover them. Yet, these val-
es are important in shaping choices. The pur-
uit of these facts is essential in order to pursue
n informed, shared decision-making process as
dvocated by the American Academy of Pediat-
ics.13-15 The benefits of a negotiated best inter-
st standard, as described by Leuthner, may lead
o accomplishing mutually recognized goods for
he infant by parents and health care profession-
ls alike.16

Legal issues. External considerations that may
hape decisions for WH/WD of artificially ad-
inistered hydration and nutrition require ex-

mination as well. Real people within society and
nstitutions make choices that may lead to pre-
edents for others. Eight judicial decisions
egarding the withdrawal of technologically
rovided nutrition (and hydration) exist: 4 ad-
ressed patients in a persistent vegetative state
PVS) and 4 addressed never competent per-
ons.17 Many appellate court decisions regarding
asogastric or gastrostomy tube feedings, as well
s parenteral nutrition, hold these measures to
e equivalent to life-sustaining technologies
uch as mechanical ventilation.

In a recent issue of the Journal of the American
edical Association, 7 legal barriers to end-of-life

are were addressed as myths, realities or having
rains of truth.18 One myth that the authors
escribe is that of the WH/WD of artificial fluids
nd nutrition from terminally ill or permanently
nconscious patients being illegal. In reality,
hey state, much like any other medical treat-

ent, it can be withheld/withdrawn if the com-
etent patient refuses or, in the case of an inca-
acitated (including never competent – eg,
ewborn) patient, the appropriate surrogate
ay decide. The role of surrogates, however,

iffers among the different states. In states like
isconsin, the option to WH/WD artificially ad-
inistered nutrition at the request of a surro-

ate decision-maker is not allowed unless the
atient is terminal, in a persistent vegetative
tate, or there is some explicit refusal of this
reatment prior to the respective patient losing
ecision-making capacity. We contend, however,
hat the value of human dignity extends to both
ompetent and incompetent individuals. Cogni-
ive or developmental incompetency should not
esult in a denial of the right of being free from
edical interventions.
So, where does this leave the newborn? The

ncompetent newborn/child has a right to
efuse medical treatment, which can properly be
xercised by involved and informed parents. To
resume that life-sustaining treatment should
ontinue until death is imminent, if the patient
as not previously indicated otherwise, would
ake the newborn infant or child a passive ob-

ect of medical technology.17 The burden of
roof should rest with the medical staff to dem-
nstrate that a parent/guardian is not acting in
he best interests of the infant before usurping
his authority from them.

But what if the newborn/infant/child is not
n a terminal or irreversible state? Do the inter-
sts of the State prevail in a weightier fashion
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Carter and Leuthner484
hen? The so-called Baby Doe rules (Child Abuse
mendments) could arguably pertain. Should
hysicians, parents, or others question the con-
ideration of artificially administered hydration
nd nutrition as “medically indicated” treatment
r construe it as clinically “appropriate” in all
ases?

In the Federal 1984 Child Abuse Prevention
nd Treatment Act it is stated, “The term “with-
olding of medically indicated treatment” does
ot include the failure to provide treatment
other than appropriate nutrition, hydration, or
edication) to an infant when, in the treating

hysician’s . . .reasonable medical judgment:

. the infant is chronically and irreversibly co-
matose,

. the provision of such treatment would
a) merely prolong dying,
b) not be effective in ameliorating or correct-

ing all of the infant’s life-threatening con-
ditions, or

c) otherwise be futile in terms of the survival
of the infant, or

. the provision of such treatment would be
virtually futile in terms of the survival of the
infant and the treatment itself under such
circumstances would be inhumane.”19 [19,
italics added].

Varied interpretations of this language exist:

. every infant should always be provided with
medical means of nutrition

. every infant should receive nutrition appropri-
ate for his/her medical situation.

While in reality this law does not apply di-
ectly to physicians, nurses, or parents, it does
et the attention of many. And while it does not
reate a federally mandated standard of care, or
uthorize any civil or criminal penalties, it is
ften misinterpreted as doing so.20 What the
mendment addresses is the receipt of federal
ollars for patient care - and the potential that
uch money may be curtailed if an institution is
eported, investigated, and found to be in
reach of the Child Abuse and Neglect Amend-
ents by withholding care against the standards

tated above. Given the broad interpretation of
appropriate nutrition, hydration, or medication”
nd in the purview of clinical judgment, the
resent authors do not believe that there should
e any restrictive interpretation of these rules to
rohibit the withdrawal of nutrition.
Emotional Considerations

trong psychological forces exist that lead par-
nts and professionals alike to think of nutrition
nd hydration as different than medical treat-
ents. Pediatric professionals demonstrate this
hen they make a distinction between artificial
reathing and feeding through their practice
atterns of treatment withdrawal. The Pediatric
ection of the Society for Critical Care Medicine
ound that 98% of physicians were apt to with-
old cardiopulmonary resuscitation (CPR), 86%
ithdraw ventilators, and only 42% withdraw

ube feedings.21 A pediatric house-staff survey
3rd year residents) demonstrated that 100%
ould withhold CPR and vasoactive drugs, 97%
ould withdraw ventilator support, but only 45%
ould withdraw fluids and nutrition.22 A 1992
hild Neurology Society survey revealed that
5% of pediatric neurologists never withheld nu-
rition and hydration even in cases of persistent
egetative state in children.23 And in a recent
npatient review of the care provided to termi-
ally ill infants and children, while CPR or as-
isted ventilation were withheld or withdrawn in
5% and 64%, respectively, only 23% of dying
nfants and children had their nutritional sup-
ort removed prior to their death.24

Those who argue against withdrawing artifi-
ially administered nutrition generally hold that
here is something fundamental about eating, or
eing fed. This intuitive desire to help provide
ood to infants seems to have even more sym-
olic importance to parents than other family
embers who might be asked to consider it in

n adult relative because of the nature of par-
nting and the very biologic and social role that
arents fulfill. Parents nurture their infants by
oing many things - including feed them. Yet,
hile it would indeed be wrong to withhold
ydration and nutrition from otherwise healthy

nfants, some infants are not - or may never be -
ealthy at all.25 Hence, the moral or ethical
onfusion of an obligatory provision of nutrition
o all infants should be avoided.17

Johnson and Mitchell have recently written
bout the issue of WH/WD artificial means of
utrition.26 They agree that no moral distinction
xists between an endotracheal breathing tube
ETT) and a feeding tube of any sort - plastic
ubes that enter a body orifice for the purpose of
roviding necessary elements for survival, be this
ugar, protein, fat or oxygen, have no moral
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Withholding Nutrition in Newborns and Infants 485
istinction. Additionally, they and others, ad-
ress a few of the psychological issues pertinent

o this issue17,26:

. Societal beliefs that children are not sup-
posed to die

. Medicine may have a “cure” for any given
condition “just around the corner”

. Clinicians should not “give up” on any infant.

Perhaps the most pertinent real concern,
oth factually and emotionally, is the potential
ncertainty of outcomes for a given condition in
young infant. This may be true for neurologic

nd metabolic diagnoses, and even some other
hronic conditions.

Many of the psychological stumbling blocks
ay revolve around the concept of “starving”

nd the issue of “time.” If a clinician withdraws a
entilator from an infant, the infant typically
oes some breathing on his/her own. It may be
nly one agonal breath in a critically-ill infant,
ut continued respiratory function may follow
or some time in others - even for days. Typically,
f an infant does some intermittent breathing,
llowing it to live for a few hours or days, it is not
rgued that clinicians should reinstate the ETT
ecause the infant is taking in only half the
xygen she or he needs. Instead the standard of
are is to apply palliative care through giving
xygen and medication for comfort.

Yet this is the conclusion that many arrive at
n cases concerning artificially administered
eedings. It has been argued that if an infant
akes in only one half of the feeding required to
urvive, there is justification in providing the
ther one half through artificial means.26 The
ourse of reasoning for this is that without feed-
ng, the infant’s dying (and alleged suffering)
ill be protracted – therefore, a slow “starving”
f the infant should be avoided. This rationale
ay well be the first of a few psychological traps

nto which any caregiver may fall. The explora-
ion of what is meant when people say the word
starving” requires further attention.

Typically when the word “starving” is used,
here are two parts to the word that come to

ind. The first of these is the lack of nutrition
including the lack of calories, protein, fats, and
ugars). It may well be true that taking in only
ne half of the necessary feedings necessary to
ustain life, accomplish growth, or heal disease
ay lead to a slow death through lack of nutri-

ion. But the question must be asked, “Is this
eally any different than the infant who takes
ntermittent breaths of oxygen – not enough to
urvive, but enough to prolong things a little?”

hy would the response to these two scenarios
e different?

The second part to be considered when using
he word “starving” is that there is a connotation
f suffering which accompanies the lack of nu-
rition. Suffering is to be avoided - the goals of

edicine include the reduction or elimination
f suffering. And it is this meaning of the word
hat people rely upon for an emotional response
o the avoidance of “starving.” Such a consider-
tion does have moral weight, but the moral
eight is no different than that of the infant for
hom the ventilator is withdrawn. In this latter
ase it is argued to give morphine to take away
he suffering attributed to air hunger. Is this any
ifferent than providing morphine to take away
ood hunger? If the infant will be suffering, cli-
icians do not want to cause a long-suffering
eath. Again, Dr. Ronald Cranford states, “pa-
ients do not show any of the terrible signs of
tarvation described by pro-life supporters.”8

In reality, the difference that may exist be-
ween the withdrawals of these 2 interventions is
ikely to be in the length of time from withdrawal
f the intervention until death. Is there any
oral significance in the “time” from WH/WD

f any intervention to death? To assign too
uch significance to this consideration of time
ay present a second psychological stumbling

lock for caregivers. If time is the issue, it prob-
bly underscores why most clinicians have so
asily come to grips with stopping ventilation -
he infant usually dies rather quickly. Without

uch time on their hands to fret over this being
he “right” decision, it may be more readily ac-
epted. Comfort care is provided for a relatively
hort time and it is generally considered that the
ight thing was done. On the other hand, when
ll nutrition is discontinued, it can take up to
wo to three weeks for an infant to die. This gives
linicians and parents plenty of “time” to ques-
ion the moral credibility of their actions. If the
nfant takes in one half the necessary volume of
eedings orally, this time may be even more pro-
onged - in the range of months. Time and the
otion of suffering, then, engender a discussion,
r questioning, of right action. Does it really
atter if it only was a few hours or days? And

ven if the infant doesn’t suffer, what about
thers?
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Carter and Leuthner486
In the end, infants with conditions that ulti-
ately lead to their demise pose no real moral

ilemma concerning “time” other than the im-
ortance that it be spent free of suffering, with
ptimal human contact, and in comfort. Such a
onsideration, then, can support the decision to
emove all artificially administered hydration
nd nutrition and initiate active comfort mea-
ures.27 It could even be argued to not provide
rtificial tubes but instead turn hopes toward
aking the best care and comfort for the baby in

he remaining time that he/she has with family.
If an infant is to be provided some volume of

heir feedings as a first measure of comfort, it
hould be done orally. This will serve to satisfy
is/her hunger, avoiding hunger “pains” as well
s provide an opportunity for parental/child in-
eraction. In these circumstances there is not
ikely to be any second component to the defi-
ition of starving - no suffering. The fact is,
owever, that artificial feedings can issue more
iscomfort than benefit for the dying child.
isks attendant to the administration of nutri-

ion are noteworthy (catheter thromboses or in-
ection, tube malposition, aspiration). And, as
as previously noted regarding adults, the bur-
en of proof that such measures are truly bene-
cial to the infant remains to be demonstrated
eyond the simple fact of prolonging the in-
ant’s biologic life - perhaps without any poten-
ial for perceiving benefit or interacting in a
uman relational sense.28

ractical Strategies in the NICU

iven the occasional necessity to consider the
H/WD of artificially administered nutrition in

he NICU, what guidance can be given?
First and foremost, the necessity of maintain-

ng communication between the parents, ex-
ended family, and the health care staff must be
nderscored. All involved should be aware of the

nfant’s signs and symptoms that may develop
ith the withdrawal of artificial hydration and
utrition, the time frame over which these will

ikely appear following withdrawal, and a best
stimate as to the time of death. Any staff mem-
er that is uncomfortable with a decision to
H/WD hydration and nutrition should be al-

owed to step down from the care of the infant.
With the withdrawing of ventilator support or

asoactive medications, and the expectation that
eath will occur in minutes to hours, intrave-
ous access may be important for comfort med-
cations. It is reasonable to cap the intravenous
ine and remove it only after the infant’s death.

hile some caregivers feel more at ease remov-
ng these other modalities first, and only much
ater address the withdrawal of nutrition or hy-
ration, this is an unnecessary step that may lead
o more psychological distress than removing all
herapies at once. It is also important to with-
raw nutrition and hydration together because
ithdrawal of nutrition alone prolongs the
eath without the biological advantages of dehy-
ration on relieving other symptoms.

If an infant has survived the withdrawal of
ther therapies, it is important to understand
he potential time frame of death from the

D/WH of artificially administered hydration
nd nutrition. This may depend somewhat upon
he disease process and the size of the infant. For
xample, the preterm infant who had NEC and
as severe short gut syndrome will likely die
ithin a week or so from stopping all hydration
nd nutrition. However, the full-term infant with
astroschisis and short gut from infarction of the
ntestine may survive up to three or four weeks.

hile it will be impossible to predict when a
hild might die at the outset, it is important that
he staff and family are prepared by recognizing
reasonable range of time over which this may
ccur. If the infant acts hungry and can take in
ome oral feedings, they should be provided. In
his setting, it is important to remain focused on
he overall goals of comfort care, rather than the

ore typical “growth and development” aspects
f nutrition, even if this infant might live weeks
o months. Staff can learn to teach or redirect
he focus of care and emotions from wondering
nd sadly wishing for an infant’s death to being
uick to enjoy each extra day given as a gift.
hese actions will go a long way in helping fam-

lies cope and avoid second guessing.
Pertinent symptom management for infants

eceiving palliative care is important for nurses
nd physicians to master. Generally, infants that
ie from the WD/WH of hydration and nutri-
ion do so comfortably. While there will likely be
ignificant electrolyte disturbances, seizures are
xtremely rare except in those infants who have
n underlying seizure disorder or neurological
ondition. If a child is going home with a family,
orazepan is a good agent for signs of agitation -
t can be given IV, IM, PO or subcutaneously for
seizure. Morphine should also be available for
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ny signs of discomfort, and familiarity with its
se is commonplace among hospice staff. Both
f these medicines can also be given sublingually
r by dropper. Good skin and mucous mem-
rane care is important in helping to prevent
ymptoms of thirst and discomfort. It is also an
utward sign that the infant is well cared for by
he family.

When the infant stops urinating, death can
oon be anticipated. It usually will occur within a
umber of days from the point of anuria. Sleep
eriods will increase, and the infant eventually
ill not consciuosly awaken again. Parents usu-
lly describe death as happening comfortably in
he infant’s sleep.

eferences

1. Thureen PJ, Hay WW Jr: Early aggressive nutrition in
preterm infants. Semin Neonatol 6:403-415, 2001

2. Seigler M, Weisbard AJ: Against the emerging stream.
Should fluids and nutritional support be discontinued?
Arch Intern Med 145:129-131, 1985

3. Yarborough M: Why physicians must not give food and
water to every patient. J Fam Pract 29:683-684, 1989

4. Council on Scientific Affairs and Council on Ethical and
Judicial Affairs: Persistent Vegetative State and the Deci-
sion to Withdraw or Withhold Life Support. JAMA 263:
426-430, 1990

5. Hastings Center. Guidelines on the Termination of Life-
Sustaining Treatment and Care of the Dying. Briarcliff
Manor, NY, The Hastings Center, 1987

6. The Society of Critical Care Medicine Ethics Committee:
Attitudes of critical care medicine professionals concern-
ing forgoing life-sustaining treatments. Crit Care Med
20:320-326, 1992

7. Winter S: Terminal nutrition: Framing the debate for
the withdrawal of nutritional support in terminally ill
patients. Am J Med 109:723-726, 2000

8. Cranford RE: Withdrawing artificial feeding from chil-
dren with brain damage: Is not the same as assisted
suicide or euthanasia. Br Med J 311:464-4651, 1995

9. Harrison H: The principles for family-centered neonatal
care. Pediatrics 92:643-650, 1993

0. Anderson B, Hall B: Parents’ perspectives of decision
making for children. J Law Med Ethics 23:15-19, 1995

1. Carter BS, Leuthner SR: Decision making in the NICU-
Strategies, statistics, and “satisficing”. Bioethics Forum
18:7-15, 2003

2. President’s Commission for the Study of Ethical Prob-
lems in Medicine and Biomedical and Behavioral Re-
search. Deciding to Forego Life-Sustaining Treatment: A
Report on the Ethical, Medical, and Legal Issues in
Treatment Decisions. Washington, DC: US Government
Printing Office, 1983, pp 171-192

3. American Academy of Pediatrics, Committee on Fetus
and Newborn: The initiation or withdrawal of treatment
for high-risk newborns. Pediatrics 96:362-363, 1995

4. American Academy of Pediatrics, Committee on Fetus
and Newborn and American College of Obstetricians
and Gynecologists, Committee on Obstetric Practice:
Perinatal care at the threshold of viability. Pediatrics
95:974-976, 1995

5. American Academy of Pediatrics, Committee on Bioeth-
ics: Ethics and the care of critically ill infants and chil-
dren. Pediatrics 98:149-152, 1996

6. Leuthner SR: Decisions regarding resuscitation of the
extremely premature infant and models of best interest.
J Perinatol 21:1-6, 2001

7. Nelson LJ, Rushton CH, Cranford RE, et al: Forgoing
medically provided nutrition and hydration in pediatric
patients. J Law Med Ethics 23:33-46, 1995

8. Maisel A, Snyder L, Quill T: Seven legal barriers to
end-of-life care; myths, realities, and grains of truth.
JAMA 284:2495-2501, 2000

9. US Child Abuse Protection and Treatment Amendments
of 1984. Pub L No.98-457.

0. Barnett TJ: Baby Doe: Nothing to fear but fear itself. J
Perinatol 10:307-311, 1990

1. Task Force on Ethics of the Society of Critical Care
Medicine: Consensus report on the ethics of foregoing
life-sustaining treatments in the critically ill. Crit Care
Med 18:1435-1439, 1990

2. Rubenstein JS, Unti SM, Winter RJ: Pediatric resident
attitudes about technologic support of vegetative pa-
tients and the effects of parental input–a longitudinal
study. Pediatrics 94:8-12, 1994

3. Ashwal S, Bale JF, Coulter DL, et al: Child Neurology
Society Ethics Committee. The persistent vegetative state
in children: Results of the questionnaire sent to mem-
bers of the Child Neurology Society. Ann Neurol 30:472-
473, 1991 (abstr)

4. Howenstein M, Carter BS, Gilmer MJ, et al: Circum-
stances surrounding pediatric deaths in hospital. J Invest
Med 51:S274, 2003 (suppl, abstr)

5. Carter BS, Sandling J: Decision making in the NICU:
The question of medical futility. J Clin Ethics 3:142-143,
1992

6. Johnson J, Mitchell C: Responding to parental requests
to forego pediatric nutrition and hydration. J Clin Ethics
11:128-135, 2000

7. Catlin AJ, Carter BS: Creation of a neonatal end-of-life
palliative care protocol. J Perinatol 22:184-195, 2002

8. Morris EB, Carter BS: Decision Making for Severely
Brain-injured Newborns. The Pharos, Spring 2001, pp
4-9


	The Ethics of Withholding/Withdrawing Nutrition in the Newborn
	Ethical Considerations of Withdrawing Artificially Administered Nutrition and Hydration in Adults
	Pediatric Withdrawal of Artificially Administered Nutrition
	Decision-Making
	Decision-makers.  
	Factual considerations.  
	Example.  
	Legal issues.  

	Emotional Considerations

	Practical Strategies in the NICU
	References


