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neonatal care

n Advances in the care of critically ill new-

borns over the last 30 years have resulted

in the ability to save the lives of the majori-

ty of even the sickest and smallest new-

borns—as young as 23 to 25 weeks of

gestational age.

n These tiny infants are at great risk of poor

outcomes, but predicting these outcomes is

very difficult in the early days of life.

n Ethical dilemmas arise over what is in the

best interest of a critically ill newborn when

the odds for any particular child are

unclear.

n Physicians and parents can disagree over

what is in the best interests of a child, and

who should have the authority to make that

decision is debated. 

n The withholding and withdrawing of med-

ical treatment from neonates is a complex

process that includes deliberations of par-

ents and clinicians and falls under the juris-

diction of each state’s laws concerning

child protection.

Framing the Issue

Approximately 520,000 babies (12.7%) are born prematurely
(before 37 weeks gestation) in the United States each year. A
report from the Institute of Medicine published in 2007 estimates
that in-hospital charges for preterm infants account for $18.1 bil-
lion dollars in health care costs, half of the the total costs for
newborn care in the United States. Dramatic changes in the care
of critically ill newborn infants over the last three decades have
resulted in the ability to save the lives of the majority of even the
sickest and smallest neonates (newborns in the first month of
life). Newborns as young as 23 to 25 weeks of gestational age—at
the threshold of viability—and weighing 500-600 grams (between
about one pound, two ounces, and one pound, five ounces) sur-
vive at a rate of close to 50% in most neonatal centers. Yet such
infants are at great risk for poor outcomes including cerebral
palsy, hydrocephalus, neurodevelopmental delay, and hearing
and vision problems. Predicting outcomes in the first days of life
is difficult in most circumstances and creates the fundamental
dilemma of deciding treatment options in the face of not know-
ing the future quality of the infant’s life.

Doctors and parents are sometimes criticized for aggressively
treating these infants or, conversely, allowing them to die. Care
for critically ill neonates can be justified based on the increasing
survival with good outcomes for some, if not all, of these very
tiny patients. But who ought to be permitted to make these choic-
es and determine whether treatment should be provided, with-
held, or withdrawn? What constitutes the “best interest” of the
infant, and what process for decision-making should be utilized
in these hard cases?

History of Decisions in Neonatal Care 

Awareness of ethical dilemmas or value conflicts over very
premature infants is not new to those responsible for their care.
Clinicians first brought this issue to public attention in 1973.
Historically, physicians had felt obligated to make treatment deci-
sions based on their personal beliefs about the future quality of
life of their smallest patients. At times, professionals shared this
decision-making with the family, but often it was thought to be
part of the job of the health care provider to make such choices.
These decisions were usually made within the privacy of the
delivery room, nursery, or pediatric unit. There was little open
discussion or even awareness by members of society that value-
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laden ethical decisions were being made and
rationalized as medical judgments. To a large
extent, families and society wished these decisions
to be private matters because they were considered
far too complex and personal for public involve-
ment and debate.

However, coinciding with the evolution of new
technology for neonatal intensive care, physicians
have recognized a new role as collaborators who
provide recommendations for health care decisions
that are made jointly by the family and physician,
rather than solely by the doctor. In competent
adults, respect for a person’s fundamental right of
self-determination, or autonomy, has resulted in
the practice of allowing adults to make health care
decisions for themselves, even if the physician dis-
agrees and—more importantly--even if the physi-
cian perceives that the decision is not in the adult’s
best interest. For example, an adult may refuse
antibiotics for pneumonia or effective chemothera-
py treatments for cancer. The process of such deci-
sion-making when it relates to children (or to any
individuals who lack the capacity to decide for
themselves) invokes the use of a proxy or surro-
gate. Proxy consent is not based on a patient’s
choice, but rather on another’s perception of the
appropriate choice.

Many have argued that the respect for a person’s
fundamental right of self-determination should be
extended to respect for the family as an
autonomous unit that makes substituted judgments
for members who cannot participate in decision-
making. This extension of the principle of respect
for persons may occasionally be problematic when
applied to neonates, however. Respect for
autonomous choices of adults is extremely power-
ful in that it allows capable adults to refuse treat-
ments despite negative consequences. However,
parents’ refusals for their infants of treatments
deemed beneficial by health care providers do not
hold the same weight as competent adults’ refusals
of treatments for themselves, or as proxy decisions
made for other adults if the proxy uses the known
wishes of the patient. Parental refusal of a life-sus-
taining therapy does not relieve the physician from
an ethical duty to the child, particularly if the
refusal of such treatment puts the child at signifi-
cant risk.

To preserve the child’s future right to
autonomous decision-making, the principle known
as the “best interest of the child” has supplanted
the “respect for persons” principle in regard to deci-

sion-making for infants. This principle supports
making a decision solely for the benefit of the
infant—sometimes, although rarely, even in con-
flict with parental beliefs. Determinations of best
interest often are made in the presence of massive
medical uncertainty as to the outcome of the pro-
posed treatment. Physicians in general have a great
deal of difficulty in admitting their lack of certainty
as to the benefits of continued treatment or new
interventions. Jeff Lyon, in his book Playing God in
the Nursery, graphically portrays the dilemma of
uncertainty: “If it is hard to justify creating blind
paraplegics to obtain a number of healthy sur-
vivors, it is equally hard to explain to the ghosts of
the potentially healthy that they had to die in order
to avoid creating blind paraplegics.”

W I T H H O L D I N G T R E A T M E N T I N

I N F A N T S :  W H A T T H E L A W S A Y S

The amendment to the federal child abuse law and subse-

quent regulations applying to neonatal treatment states, 

A new definition of withholding of medically indicated

treatment is added . . . to mean the failure to respond

to an infant’s life-threatening conditions by providing

treatment (including appropriate nutrition, hydration,

and medication) which in the treating physician’s rea-

sonable medical judgment will be most likely to be

effective in ameliorating or correcting all such condi-

tions. Exceptions to the requirement to provide treat-

ment may be made only in cases in which one of the

following applies:

(i) The infant is irreversibly comatose.

(ii) The provision of such treatment would merely

prolong dying or not be effective in ameliorating or cor-

recting all of the infant's life-threatening conditions or

otherwise be futile in terms of the survival of the infant.

(iii) The provision of such treatment would be virtu-

ally futile in terms of the survival of the infant and the

treatment itself under such circumstances would be

inhumane.

These regulations do not mandate unnecessary or inap-

propriate treatments. They allow physicians to use reason-

able medical judgment in making treatment recommenda-

tions and to involve parents in the decision-making process.

The regulations give responsibility for protecting neonates

with potentially handicapping conditions to the individual

states; federal involvement is severely limited. While protect-

ing the rights and interest of infants irrespective of underly-

ing condition or potential handicap, the regulations also vali-

date the importance of quality-of-life determinations in the

provision of care.
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The Law and Neonatal Care

In response to growing interest in these difficult
decisions, in 1984–1985, the U.S. Congress amend-
ed the federal child abuse law specifically to make
each state’s child protection agency responsible for
overseeing the withholding and withdrawing of
medically indicated treatments from neonates. The
law details the physician’s responsibility to use rea-
sonable medical judgement to make recommenda-
tions for care of critically ill neonates.
Furthermore, the federal regulations strongly urge
the formation of infant care review committees
(which the American Academy of Pediatrics calls
infant bioethics committees) to facilitate decision
review and to assist in the interaction among physi-
cians, the family, the hospital, and the state (see
box, “Withholding Treatment in Infants: What the
Law Says”).

Ethical Considerations

Physicians and parents caring for neonates at
the threshold of viability in delivery rooms and
neonatal intensive care units each have obligations
to advocate for the best interest of the infant based
on the principle of beneficence—the obligation to

maximize benefits and avoid harms. However, what
constitutes the best interest of such critically ill
neonates is most often uncertain. American neona-
tologists tend to deal with this uncertainty by con-
sidering it far worse to let an infant die who could
have lived a life of reasonable quality than to save
an infant who becomes devastatingly disabled.
They argue that parents’ decisions are not child-
centered, but take into account the effect of the
choice on their marriage and their other children,
as well as financial considerations, emotional con-
cerns, and their views on the value of life with a
disability or cognitive impairment.

However, some (including the author) have
argued that those who will bear the burden of the
decision—namely, the family—ought to have the
major role in making it. Parents are given broad
authority in our society to make virtually all deci-
sions for their children regarding nutrition, cloth-
ing, housing, education, religion, and medical care.
Society’s deference to parental choice promotes the
value of family integrity, ensures the availability of
an identifiable decision-maker, and acknowledges
the legitimate role parents play in shaping their
children’s futures. Parents search for meaning in
the life crisis they face with the birth of an
extremely premature infant and seek mastery and
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control over the experience. They desire respect
and consideration of their views and values. In the
face of uncertainty about the best interest of an
individual child, society generally defers to
parental decision-making, which values the inti-
mate role parents play in the lives of children.
However, parents’ authority to control their chil-
dren’s lives is not absolute. Society recognizes that
children may have interests independent of their
families and limits to parental authority may be
justified when necessary to protect the child’s well-
being. 

Difficult Choices

In the final analysis, these are very difficult
choices. When faced with a lack of certainty as to

what is in an infant’s best interest, the physician’s
obligation is to share with the family a clear under-
standing of the various treatment options and
make a recommendation consistent with what the
treatment team believes is in the child’s best inter-
est. Decisions should be collaborative, with the
child’s interest at the center of the analysis but
with parents responsible for the choice unless they
are making a decision clearly against the best inter-
est of the child. The physician’s values should not
be imposed inappropriately, and continued treat-
ment should not be forced when hope for benefit is
uncertain. Prolonging an infant’s life should not be
viewed as an end in itself, but should be weighed
against the probable quality of the future of that
life.


