
Eur J Pediatr (2001) 160: -364-368 @ Springer-Verlag 2001

Pieter J. J. Sauer and the members of the Working Group*

Ethical dilemmas in neonatology: recommendations
of the Ethics Working Group of the GESP
(Gonfederation of European specialists in Paediatricsl

Received: 13 November 2000 and in revised form: 4 January 2001 /Accepted: 7 January 200i

Abstract Neonatal intensive care has greatly improved the survival chances of a very sick
infant. At the same time, it has also given rise to serious ethical problems. In ail cir-
cumstances, however, parents and paediatricians and other healthcare team workers
should continuously evaluate together what is in the best interest of the infant and react
accordingly. It is also clear that the principle "the best interests of the infant" can be
interpreted in different ways; therefore no simple guideline is possible.

Introduction

Recently a hospital in the United States was charged and
ultimately had to pay a large sum of money to a family
in order to cover the costs of looking after an infant who
survived the neonatal period with a serious handicap.
The infant was born after a pregnancy of 23 weeks. The
parents were informed before the delivery about the
potentials and risk of a newborn surviving a pregnancy
of 23 weeks. Based on the risks of dying and the chances
of a serious severe handicap later in life when surviving,
the parents indicated that they did not wish their child to
be resuscitated at birth. Despite this, the doctors resus-
citated the infant and put her on the ventilator. Treat-
ment was continued despite indications obtained after
birth for a very severe handicap in later life and despite
the wishes of the parents to discontinue treatment. The
parents took the hospital and the doctors to court be-
cause they had not given consent to treatment. They
found the hospital and the doctors l iable for the costs of
the treatment of their child. The hospital administration
as well as the physician claimed thatihe infant was alive
at birth and therefore had the right to be treated,
regardless of parental rvishes. This case clearly raises a
number of questions re_earding neonatal intensive care:

2.

Should every newborn infant be treated, regardless of
its situation (gestational age, i i lness etc.)?
Have the parents the right to make the decision for
the infant; what is the role of other caregivers?
Once a treatment is init iated, should it be continued
despite indications that the infant might survive with
a very severe handicap?
When people other than the parents are given the
right to decide whether to start or continue trearment,
can they be held liable for the costs of treatment and
care of a severely handicapped child?

Ethical principles that pedain to each newborn infant

l. Every human individual is unique and has the right
to live its own life.
Every human individual has its own integrity which
must be acknowledged and protected.
Every human individual has the right to optimal
treatment and care.
Every human individual has the right to take part in
society and what society has to offer.
The optimal purpose of all measures and decisions
should focus on the "best interests" of the patients.
It is acknowledged that rhe definition of ,"best
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interests" can be more dimcult to establish in the
newborn infant.

6. Decisions should not be influenced by personal or
social views on the value of life or absence thereof
by the caregivers.

7. Retardation or disability alone is not a sufficient
reason to stop treatment.

8. Withholding or discontinuation of life support
measures are ethically equivalent.

9. Decisions to withhold or withdraw treatment should
always be accompanied by optimal palliative ther_
apy and dignified and comforting care.

10. The opinion of parents or the responsible repre_
sentatives should be included in all medical dleci_
sions. Doctors treating the sick infant first should
come to the conclusion on the basis of comprehen_
sive facts. This should then be discussed with
parents in thoughtful dialogue.

Il. In the case of unclear situations and controversial
opinions between members of the healthcare team
or between the healthcare team and parents, a
second expert opinion can be helpful.

12. Every form of intentional kill ing should be rejected
in paediatrics. However, giving medication to relieve
suffering in hopeless situations which may, as a side_
effect, accelerate death, can be iustified.

13. Decisions must never be rushed and must always be
made by the healthcare team taking into account all
the available evidence.

14. All decisions have to be based on evidence as solid
as possible.

Categories of newborns

In order to structure this article, various groups of
patients wil l be discussed. Each division into groups is
somewhat arbitrary; however, for a clear discussion the
follorving groups are deflned here:

l. Infants who u'i l l  die shortly despite optimal treatment
under the present and local treatment modalit ies.

Comment: There are newborn infants for whom death
is inevitable. although they can sometimes be kept alive
for a short period of t ime. An example of this are those
born rvith lung hypoplasia.

l. Patients who potentially can srtrvive with intensive
care, but for rvhom the expectations for the way they
survive are \,ery severe.

Comment: Infants in this group are extremely preterm
infants or those born prematurely who after a-fiw days
show severe brain abnormalit ies, for instance laree
intraventricular bleedings with seizures.

3. Patients who can survive for some period of t ime with
non-intensire medical treatment, but with a l ife in
rvhich sr-rffering will be severe and sustained.
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Comment: At least two subgroups can be distin_
guished in this category: (a) infants born with extensive
abnormalities which will prevent them from living any
form of independent life and where sufferine witt Ui
extensive and cannot be relieved by any mean-s. Exam-
ples are infants with very extensive forms of spina bifida.
(b) A second group consists of those infants who sur-
vived due to intensive care, but at the moment are no
longer dependent on intensive care a very severe prog-
nosis can be made as to the way they survive. tn theJe
infants one might not have wanted to start treatment if
the outcome had been known. Examples are infants
surviving after extensive hypoxic ischaemic
encephalopathy.

Moral dibmmas

In infants a number of moral dilemmas has to be faced.

Has every human being the right to be treated?

Ac.cording to the principles stated above, every human
individual has the right to be treated, regaidless of
potential handicaps and malformations. Thi question,
however, is whether this rule is absolute and what is
meant by treatment. In general, one can state that the
right to be treared is not equal to the obligation of a
physician to treat allpatients. When there is iright to be
treated, then there is also the right to withhold tieatment
based on the "best interests" of the patient. Treatment
can also consist merely of symptom relief. When with-
holding treatment, however, one should never leave a
patient in a suffering, unbearable situation.

The right to refuse or withold treatment

The conscious individual has the right to refuse or
withhold trearment based on the principle of integrity of
the human body. Nobody can be foried to be treated
against his or her will. The question is how to apply this
principle to the patient who cannot express hii or her
will. Should all patients be treated because their will is
not known, or can parents or other caretakers make the
decision for the child that (further) trearment is not in
the best interest of the infant and should be stopped?

Role of parents

It is generally accepted within the European Community
that the patient who can express his or her will can
refuse further treatment. In some countries within the
European Community, patients who endure severe sufl_
fering that cannot be relieved by other means and where
death is imminent, can ask to have their life terminated.
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The infant cannot ask to have its treatment (or even its
l ife) terminared. Does this imply that the infant always
has to be treated, or can parents make the decision for
their infant? Parents do have the oblisation to care for
their infants, but does this mean also tf,e right of refusal
of treatment?

Role of physicians

According to the Hippocratic Oath, physicians are ob-
liged to try to keep their patients alive. The same oath,
however, also sets some limits. The physician also has
the obligation to prevent suffering as much as possible
and to refrain from treatment when treatment cannot be
regarded to be in the interest of the patient. Therefore,
although the main guideline for the physician is to keep
his patients alive, there can be circumstances where,
looking at the best interest of the patient, he or she
should refrain from treatment.

Should the projected outcome
of the infant influence physicians?

A child is at the beginning of his or her l i fe. When the
projected outlook is one full of suffering or without
means of communication with the environment. may or
should this inffuence decisions? The severity of suffering
and possibil i t ies to communicate in either way are, in
adults, considered to be important indicators in a deci-
sion whether or not to stop or init iate treatment. There
seems to be no ethical reason why the outlook should
not be taken into consideration in the case of a newborn,
despite the fact that he or she cannot decide for them-
selves about what suffering it acceptable.

May doctors decide not to treat?

The question is whether doctors may decide not to treat
an inlant and let nature take its course, even when the
ultimate effect wil l be death. As stated above, the Hip-
pocratic Oath but also that of Maimonides, does not
request treatment under all circumstances. If treatment
is futi le or clearly not in the interest of the patient, the
job of the physician is to prevent suffering and not to
prolong life.

May doctors decide to let an infant die?

Some infants are born with such extensive abnormalit ies
that despite the most optimal treatment, the outlook wil l
be one of severe and endless suffering. The same can be
true in infants rvho survive due to intensive care but
rvhere a prediction as to the severity of the abnormalit ies
can only be made when the intensive care period is over.
In these patients, a l ife full of suffering, a suffering that

cannot be ameliorated by any means, can be predicted.
This is a l ife where the adult, given the option, might
want his or her life terminated. As stated in the ethical
principles, intentional killing should be rejected in
infants. On the other hand, giving medication to relieve
suffering which may, as a side-effect, accelerate death.
can be justified.

Moral considerations

The following items can be taken into account in the
prediction of the expected life of the infant

1. Projected suffering and burden.

If it can be foreseen that the life of the infant will be
full of suffering and pain that cannot easily be relieved,
one has to ask whether this is a life to be lived.

2. Communication with the environment.

A unique feature of a human being is its possibility
to interact with its environment. If this will never be
possible, an important quality of life is lost.

3. Dependence on medical care.

The option for the child to live his or her own life can
be severely impaired u'hen they are almost completely
dependent on medical care for survival. This can limit
the development of the infant to an inaccessible degree.

4. What is the life expectancy of the infant?

One has to balance the life expectancy against the
burden of treatment. If the burden of treatment is
intense and the life expectancy rather short, initiation
or continuation can be questionable.

When the group of paediatricians, nurses and other
caretakers treating the patient has serious doubts
whether continuation of treatment is in the best interest
of the patient, this should be discussed with the parents.
The rights of parents re_earding the decision about con-
tinuation or discontinuation are not clear. If under
conditions as indicated above the parents ask the treat-
ment to be continued, it will be done. On the other hand,
if the healthcare team and parents are both convinced
that continuation of treatment is not in the best interest
of the infant, treatment rvill be discontinued; even when
the ultimate result is the demise of the infant.

Role of parents

There is a difference in opinion between lawyers about
the extent to which parents can make decisions. Some
lawyers are of the opinion that parents have the obli-
gation to care for their infants and that they have to care
under all circumstances. Others feel that carin_s for can
also implicate asking for discontinuation of treatment
u,hen the parents, after havin_s been fully counselled, are
of the opinion that the life of their child will be so full of



Application of moral principles to patient categories

In situations where infants and children wil l die shortly
despite optimal treatment under present and local
treatment modalit ies: (a) the,paediatrician should stop
further medical treatment and use all possible ,.rou.".,
to prevent suffering and pain of the infant and of the
parents; (b) the decision to stop treatment is a medical
decision. The decision has to be communicated to the
parents. The parrents, however, cannot force the paedi_
atrician to institute or continue a treatment when this
treiltment wil l only increase the suffering of the patient
wi thout  any chance of  surv iva l .

In a situation where there is tr chance that the infant
or child can be kept alive using intensive care treatment,
however, the or.rt look regarding the predicted l ife of the
infant is one full of suffering which cinnot be relieved bv
any. measure: (a) all possible investigations have to be
instigated to predict the outcome of the infant as accu_
rately as possible; (b) when both the treatment team and
the parents are convinced that, in the very best interest
of the child, treatment should not be staried or contin_
ued. treatment can be withheld. If, however, the parents
maintain that treatment should be started or continued,
it has to be done. In case the treatment is not started or
discontinued, all possible methods are nsed to prevent
unnecessary sr.rffering of the infant.

In a situation where a patient depends on non_
intensive medical treatment in order to survive but the
predicted l if 'e rvil l  be one full of suffering which cannot
be relieved by any means: (a) all possibli investi_eations
have to be done to predict the outcome of the irrfant as
accnrately as possible; (b) the prognosis regarding the
predicted l ife of the infant has to be discussed bv the
complete team looking after the patient. The prognosis
also has to be discussed with the parenrs; (c) pirents
have to be informed completely about the chances of
surviving and the expected l ife of the infant; (c) when all
agree th i . t t  the in fant  is  suf t 'er ing.  a l l  possib le inrerven_
tions har.e to be used to alleviate the sufi 'ering. When
strffering can only be alleviated by measures which

367

could, as_a side-effect, shorten the life of the infant. these
interventions.are acceptable. If the parents do nor a_sree,
a decision will have to be raken by the medical f,am
including a second opinion, whetherio override parent;i
views._ If time allows, this may be done through legal
procedures. In an emergency, the team which treats iire
patient accordin_e to his or her perceived best interests,
documents the decision making and accepts later
responsibility. Relief of suffering is the paramounr
responsibility of doctors.

Conclusions

Despite potential differences in opinion, the follow.ing
general statements can be made:

In the event of futile treatment, the primary obii-ea_
tion_of the paediatrician is to counsel ihe pa.ents and
let the patient die with minimal suffering. The deci_
sion l ies primarily with the physician.
Where a patient might survive with the help of neo_
natal intensive care but the outlook as to hotl the
patient might survive is very severe, the paediatrician
and parents should discuss the best intlrests of the
infant. If both parents and physicians believe that it is
in the best interests of the infant to withhold further
treatment, this should be done. If the parents ask
for continuation of treatment, this shouid be done.
Paediatricians should never stop treatment against
parental wishes.
In a situation where a patient is dependent on med_
ical treatment but the predicted l ife wil l be one full of
suffering which cannot be relieved by any means. all
possible interventions have to be used to l l leviate the
suffering. When suffering can only be alleviated by
means which could, as a side-effect, shorten the l ife of
the inlant, these interventions are indicated.

untelieved suffering that their child's death is an acr ofmercy.
In the case where the parents are of the consistent

opinion that treatment is not in the best interest of thechild, a. great responsibility lies with the physician.
Under circumstances where he or she has also serious
concerns about the outcome, the wish of the parents hasto be acknowledged and followed. When on the other
hand the paediatrician_cannot agree with the request notto institute or to withhold treaiment, he or she has theobligation to consult a colleague or refer the parents toa colleague. When both paediatricians are convinced
that treatment should be dbne in the best interest of the
infant, it should be done despite the wishes of the par_
ents. In extreme cases, legal measures might have ti be
taken.
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