
Making Decisions about
Neonatal Life Support

Respecting the views of all concerned requires
coordinated communication among all parties.

proper concern for the infant, as evi-
denced by the small amount of time
that they had spent with the baby in
the NICU. It was their belief that if
the parents had really cared about
the infant, they would have request-
ed the baby be transferred to the
regional children’s hospital for addi-
tional evaluation and treatment.

The neonatologists explained the
seriousness of the infant’s condition
to the nurses. They explained that
because of difficulty with the lungs
and abnormalities of facial structures,
the infant’s ability to breathe was
impaired, and all attempts to remove
her from a ventilator had failed. EEG
activity had been abnormal at birth,
and a report by a pediatric neurolo-
gist consulting on the case indicated
uncertainties of the infant’s potential
intelligence and that quality of life
was very unpredictable. The neona-
tologists explained that, in their
opinion, the baby was suffering.
They had discussed the seriousness 
of the condition with the parents 
as well as the option of transfer to
another facility. The mother did not
want to put the baby through more
test procedures or suffering when
there was so little hope for improve-
ment. The father’s main concern was
the quality of life for the infant.

The director of Social Work explained
that she had counseled the parents dur-
ing the baby’s hospitalization. She had
observed that the baby’s condition had
been very difficult for the parents. Ini-
tially, the parents had spent a great deal
of time at the hospital, but as time went
by the parents had visited less frequent-
ly. The social worker explained that, in
her opinion, what had appeared to be 
a lack of concern on the part of the par-
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Q.My hospital’s Ethics Commit-
tee met with our staff neona-
tologists to discuss discontinuing

advanced life support for a two-month-
old infant born with severe physical
abnormalities. The parents of the baby
agreed with the physicians and the com-
mittee’s recommendation. However, the
nurses involved in caring for the infant
disagreed with the recommendation and
refused to follow the wishes of the par-
ents. How can I resolve this issue in a
manner that respects everyone’s views?

A.A few years ago I experi-
enced a very similar situa-
tion to the one you describe.

Dealing with withdrawal of life sup-
port, particularly when it involves an
infant, can be one of the most emo-
tionally challenging ethical dilemmas
that a hospital leader can face. In 
our example, a meeting of the Ethics
Committee was called at the request 
of the staff neonatologists. The neona-
tologists recommended discontinuance
of advanced life support for an infant
with severe physical abnormalities who
had been a patient in the neonatal
intensive care unit for several weeks.
The parents of the infant attended the
committee meeting and expressed
their desire to follow the neonatolo-
gists’ recommendation. After a discus-
sion and an assessment of the facts, the
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committee approved the recommenda-
tion, and the neonatal intensive care
unit nurses were informed of the par-
ents’ decision. The nurses who had
been involved in the care of the infant
since her birth questioned the parents’
wishes and the committee’s decision.
The nurses communicated to their
nurse manager that they refused to
participate in caring for the infant
during her death. My initial reaction
was “How could they  refuse to follow
the parents’ request?” As administra-
tor, it was my responsibility to honor
the wishes of the infant’s parents
while respecting the moral and ethical
dilemma the nurses faced and to
somehow bring about a resolution 
that respected everyone’s views.

I called a second meeting of the
Ethics Committee and invited the
nurses who were involved with the
baby’s care in the NICU. Five of the
nurses who had provided care for 
the infant attended the meeting. I
explained that the purpose of the
meeting was not to make a decision
about the fate of the baby but to
open lines of communication between
all parties. The nurses expressed that
they did not feel they had been com-
pletely informed of the seriousness of
the baby’s condition. They did not
believe that the parents had shown
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ents was actually their defense mecha-
nism for avoiding hurt and further
attachment to the infant. The parents
were young and unmarried and held
low-paying jobs. The social worker was
initially concerned with the amount of
time the parents were spending with
the infant; however, she had come to
believe they deeply cared for the baby
but were emotionally torn between
being with the infant and needing to
maintain their income.

The attorney informed the committee
that state law was clear that an adult
has the right to make medical deci-
sions for himself or herself, but it was
not clear as to what parents or other
responsible parties can or cannot do
in a situation such as this. The attor-
ney expressed that there was no legal
reason not to follow the parents’
wishes. The social worker explained
that she had initially questioned the
parents’ ability to make a proper 
decision and that she had contacted
the state’s Department of Human
Resources to assume state guardian-
ship of the infant. The state depart-
ment had refused to get involved.

It became abundantly obvious that
our well-intentioned structure designed
to address this type of issue had been
seriously compromised by a lack of
coordinated communication between
all parties. Those who had been most
intimately involved in the care of the
patient—the nurses—were the least
aware of most of the facts. I compli-
mented the nurses for their compas-
sion and commitment to their patient.
I agreed with their suggestion that 
we should seek a second opinion and
agreed that the hospital should bear
the expense. I believed this was neces-
sary to achieve consensus among the

family, committee members, and
nursing staff. A second opinion was
obtained at the regional children’s hos-
pital, but it revealed no new informa-
tion. The baby was transferred back
to our hospital, where the nurses then
accepted the condition.

As hospital leaders, we have a responsi-
bility to our organization to learn from
our mistakes. In our attempt to resolve
the issue in a manner that respected
everyone’s view, we identified three
areas that needed improvement:

1. Communication—When the nurses
met with the committee, we learned
that the neonatologists had not com-
municated the condition of the infant
to the nurses, creating a false expecta-
tion among them. The social worker
had come to understand the family
dynamics but had not shared this infor-
mation with the nurses. Team confer-
ences were instituted to overcome the
communication barriers between nurs-
es, neonatologists, and social workers.
The Ethics Committee composition
was changed to include direct caregivers
of the patient whenever necessary.

2. Policies and procedures—Policies
and procedures are the guides that
staff look to when problems arise.
When faced with the dilemma, we
realized that our policies and proce-
dures fell short as to the rights of
minors and parents. Even state law
offered no clear direction. It also high-
lighted the need to review the rights
and responsibilities of employees.

3. Education—The need for greater
awareness of cultural differences was
made evident by the nurses’ percep-
tion of the parents’ behavior. Their
initial refusal to participate in allowing

the baby to die was insensitive to the
parents’ feelings and wishes. To better
prepare the nurses to deal with their
emotions and personal differences, we
utilized counselors to provide training
in conflict management and diversity.
Open dialogue about diver
sity can help staff be better prepared
when faced with a real event. s
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