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Ethical dilemmas

WO

in the vital sustaining therapy
for the premature newborns

Abstract

The paper represents a review of the ethical aspects in the process of care of the premature newborns. It is dis-
cussed the decision to support the life of a premature newborn. There are also reivewed the factors that need
to be evaluateds in the case of a premature neonate and the prognosis that can be made at delivery. The qual-
ity of life in the case of a premature neonate and basing the decision on the best interests of the neonate are
also reviewed. A separate chapter is represented by the recomandations regarding the parent-doctor conflicts
in these delicate situations. The etical decisions regarding the premature neonates cared in the neonatal in-
tensive care units involve three steps: estabilshing a correct clinical indications for the intensive care, the most
accurrate determination of the survival prognosis of the neonate; the estimation of the final result regarding
the neurological handicap and the quality of life of the neonate in the future. In conclusion, the sudies show
that neither the birth weight, nor the gestational age are predictors for the appearance of the neurological
sequelae and this is why a clinical strategy based exclusively on the gestational age or birth weight cannot be
sustained though.
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Introduction

The essential difference between the maternal-fetal
pathology and the other medical clinical specialties is
the fact that the purpose of the obstetrics and neonato-
logy medic is to conserve and protect the health rather
than diagnose and treat the disease, thus the existence
of prevention dominant when comparing to the patho-
genic orientated therapy. Despite the above, the me-
thods that facilitate the main objective of prevention
have significantly increased in number and have beco-
me more and more invasive and sophisticated, which
confers them with a risk potential, imposing a revision
of the classical theory of the measures that are exclusi-
vely intended to sustain life and health for this category
of patients.

When a pregnant woman behaviors in a manner that
may be harmful for the fetus or refuses a diagnosed or
therapeutic measure that is intended to improve the fe-
tus’ state of health, ethical dilemmas may appear for the
obstetrician, which is obliged to respect the mother’s
decisions and autonomy as well as to protect the fetus®.
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These dilemmas are described as maternal-fetal con-
flicts (Hornstra 1998; Oduncu et al., 2003; Wallace et
al., 1997) and are based upon a supposed opposition
between the maternal rights and the fetal rights, when
there is a conflict between the woman's autonomy and
the best interest of the fetus®.

There are many countries where the courts of law
have admitted that fact that the fetus has no legal ri-
ghts until it is born alive and becomes independent of
the maternal body (R v. Sullivan, 1991; Rodgers, 1993;
Martin and Coleman, 1995)°.

Because the fetus has no legal rights until the time
of birth, the child’s rights’ protection legislation (which,
under certain circumstances, authorizes the interventi-
on of the state in the case of a child with high risk) does
not apply.

Moreover, a series of international legislative measures
clearly state that the fetus has no legal rights which co-
uld overcome the right of the pregnant woman to decide
upon her own medical assistance (European Council, Pa-
ton v. UK-1980; Cook et al., 2003; Copelon et al., 2005)>8°,



The decision to sustain the life
ofa premature newborn

The viable newborn is defined as that that has the
capacity, after birth, to survive (taking into conside-
ration the modern possibilities of the neonatal inten-
sive care) up to the point when he can sustain on his
own his respiratory and cardiac activities.

In the case of extreme premature newborns, they
present a high level of incertitude regarding the long
term prognosis, the result could not be known, fact
which raises important ethical issues.

Three ethical perspectives continue to have a major
role in the decisions of selective non-treatment, with
dominants that vary upon country, hospital, medic or
even the mother:

B the principle of sustaining the life of conscio-
us children, which are not about to die and for
whom the treatment in not inutile and inhuman.
This perspective offers the simplest way to ap-
proach the ethical issues, minimizing the factor
of medical incertitude, the role of parents in ma-
king decisions, as well as any other dilemmas
that may appear during an extended treatment
for these newborns;

B the perspective of the parents’ dominant role
in the decisions of non-treatment; which is re-
asoned by the fact that the parents are the ones
who will fight for sustaining their children until
the later shall have a family and a “career”;

B the best interest of the patient (of the new-
born), where the focal point in decision making
is represented by the relationship between life
(sustained by medical treatment) and patient
(centered on patient’s life quality)?2.

In the clinical cases the evaluations from this per-

spective are based on more than one variable:

B the gravity of the patient’s medical condition,
determined both by diagnosed evaluation, as
well as comparatively with his newborn status
and with the evolution of other newborns in the
same medical condition;

B the possibility of application of a curative or cor-
rective treatment within the effort to determine
what treatment is benefic for a certain case;

B the main medical objectives of the particular
case (i.e. extending life, reducing pain etc.);

B the presence of severe neurological deficienci-
es;

B the increase of the child’s sufferance level (ma-
nifested by the increase of the arterial tension,
tachycardia, agitation and crying);

B the existence of multiple associated pathologies
(neurological, pulmonary, renal, cardiac etc.);

B the child’s life expectancy;

B the ration between the benefits offered by the
treatment and the level of child’s sufferance,
which defines the level from which the continu-
ation of the life extension treatment is still into
the child’s best interest?’.

The factors that must be determined
for a premature newborn
and the prognosis at birth

The decisions involving life sustaining treatment ap-
plied to a premature newborn in a severe state must be
determined upon what is best for him. The factors that
contribute to this decision are:

B the chance of therapy to be successful;

B the risks of the treatment and the risks induced by

non-treatment;

B the level by which the child’s life may be extended,

in the case of a successful treatment;

M the levels of pain and sufferance determined by the

treatment;

B the anticipated quality of life of the newborn with

and without the treatment?.

When the prognosis is totally uncertain, as it is often
happening in the cases of extremely premature new-
borns, all treating and intensive care measures inten-
ded to sustain their life must be applied.

The decision regarding the life sustaining treatment
may be taken at the time when prognosis becomes cer-
tain.

The neonatology medic must provide the parents
with information on the applied treatment, at a re-
asonable level of understanding, on the therapeutic
options and on the estimated prognosis with and
without vital functions sustaining treatment, so that
they make an informed decision for their child.

The technological and chirurgical acquisitions of
the last years and the evolution of the medicamen-
tary therapies for these children have determined
a tendency for supra-treating prematures and disa-
bled newborns, tendency that sometimes seems to
be in contradiction with the best interest of these
children”2,

The relationship between the weight at birth and
the survival prognosis is difficult to estimate, especi-
ally in the case of premature newborns with weights
between 500g and 875g, thus in a gestation age of
between 23 and 26 weeks (month 5 and 6 of preg-
nancy).

Starting with the ‘90s, the most controversial cases
where those of extremely premature newborns, with
weights at births lower than 600g and a gestational
age of approximately 24 weeks, which have a high
chance of developing severe neurological, pulmo-
nary and cardiac lesions, and the cases of newborns
weighting very little at birth and presenting neonatal
retard, determined by maternal factors (smoking, al-
coholism, malnutrition, infections etc.)??2,

The majority of these children die within their first
days of life, which is why a three day survival determi-
nes a significant increase of child’s survival chances.
The only solution to part the group of children with
real chances from the ones that have no chance in
constituted by the initiation of treatment for all, and
the ulterior clinical evolution shall indicate which of
them progress favorably and which have no chance.
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The decision to interrupt the sustaining
of a premature newborn’s life

The high frequency of neurological sequelas of the
premature newborns in comparison to the children
born on due time is well known, the prognosis of the
future neurological pathology of prematures being
even more difficult to anticipate than their survival
prognosis.

The international perspectives regarding the neona-
tology medic’s and the parents’ role in the decisions
regarding the health care for prematures and disabled
newborns significantly vary from country to country.
Whereas in democratic countries these decisions also
tend to be democratic, there are countries where the
neonatology medic exclusively makes the decision,
with little participation from parents or other me-
dics®.

There are only there situations that permit the inter-
ruption of these children’s treatment in the USA:

B when the child in into an profound and extended

coma;

B when the treatment may not extend the child’s

life for a long period of time;

B when the treatment is inhuman and virtually inuti-

le regarding its capacity of saving the child’s life.

The distinction between the incapacity of saving life
(second situation) and the “virtual inutility” (third situ-
ation) is given by the “level of probability or incertitu-
de in determining the inutility of a treatment”.

As a consequence, the prevalent standard for a
child’s treating or non-treating decision is based on
the “child’s best interest” in the USA.

The child’s life sustaining treatment may be inter-
rupted only when death is inevitable or in the case of
very severe organic lesions'??,

Many pediatricians prefer to provide the prematures
with life sustaining treatment for a period of time, to
give the treatment a chance to influence the evolution
of the child, even when there is a high probability that
the child will remain with sequelas in the future. This
strategy of “individualized prognosis” reflects, from an
ethical point of view, the inherent incertitude in medi-
cine, permits the discreet intervention of the parents
in decision making and prepares for making a decision
of non-treatment in the case when the prognosis be-
come unfavorable for the child™2022,

Life quality of the premature newborns
In the case of newborns in severe state, the decision of
maintaining the life sustaining treatment may be taken on
the basis of a number of factors:
M the chance of the applied treatment to be successful;
M the risk determined by applying the treatment or by
the non-treatment;
M the level by which the treatment, if successful, will
extend life;
B the pain and discomfort associated to the treatment;
B the anticipated quality of child’s life with and without
the treatment.
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The child’s best interest

From the ethical perspective of the child’s best interest
the question if the life sustaining treatment offers the child
more benefits than disadvantages is an important one.

The main accent, in some case, is placed on long term
and it refers to the life quality of the survival prematures,
especially when the treatment is partially successful, due
to some severe complications that determine definitive
sequelas, when the main accent is places on the “quality of
life” of the child, even in the case of a favorable diagnosis
regarding the sustaining.

In these cases the decisions are not mainly driven by the
medical treating indications, but by the question if the fi-
nal result of the treatment will be an acceptable one.

The components of life quality include:

M the anticipated level of cognitive and neurological

functions;

W psychical disorders that may be predicted;

B pain and sufferance associated to illness;

B the disadvantages and difficulties of the treatments

that the child that will follow in the future?.

For example, the “quality of life” of children suffering of
Down syndrome is seen as above level, thus all these children
are considered for treatment. On the other hand, the “quality
of life” of the anencephaly suffering children is seen as under
level, thus they are not considered for treatment.

The cases found at these extremes are further difficult and
controversial, but, generally, the physical handicaps must be
approached differently than the neuropsychic ones.

The majority of voices are saying nowadays that a certain
minimum level of neurological and psychic functions is ne-
cessary for a life to be worth living, for the life of the child to
have a“minimum acceptable”level of quality'>'*2,

The criterion of life quality represented by the pain and
sufferance associated to illness includes both the treatment
addressed to the illness in itself, as well as the future treat-
ments addressed to the definitive sequelas.

From this perspective, the prematurity represents an acute
crisis as well as a chronic condition, the prognosis for these
children being totally uncertain in many cases.

In the very difficult cases in the USA the prudence pro-
cedure in decision making is getting a consensual decision
from a multidisciplinary commission, which is fully knowled-
geable of the situation, impartial, emotionally stable and
coherent®?

The practice of the neonatologists in USA is to initiate
aggressive life sustaining treatments as precocious as possi-
ble, in the same time with running specific tests for diagnosis
and asking other pediatric specialists to consult the patients,
discussions with the parents taking place either initiated by
parents or when the prognosis becomes unfavorable.

This approach, called “waiting until certitude appears” in-
volves a clear ethical choice: saving a child that will have a se-
vere handicap is preferred to the death of a child that might
have a reasonable life.

The life sustaining treatment for these children shall be
interrupted only if death emerges or if the appearance of
severe sequelas that will strongly affect the life of the child
is inevitable™2,
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These ethics committees are not as often used in Great
Britain and Australia, the decisions being mainly made
by the medics and the children’s parents.

Anotherapproach, whichis frequently used in Sweden, aims
to reduce to minimum the number of children that will slowly
but predictably die and of those with severe handicaps.

It is called the “statistical prognosis” strategy and it uses
statistical data as: weight at birth, gestational age and the
results of the precocious diagnosis tests when making a
non-treatment decision?.

Medics-parents conflicts

The ethics committees also have the role of mediators
in the eventual conflicts that may appear between the
medics and the parents in the cases of non-treatment
decisions, because the birth of an extremely premature
child or of one with a congenial handicap has an enormo-
us emotional impact over the parents, these cases rising
extremely complex ethical issues??3.

In these situations, within a few days from the child’s births,

the parents usually react in one of the three ways below:

B the parents decide that they do no wish for the treat-
ment to be interrupted and they will not reconsider
their decision in the future;

M the parents and the medic commonly agree upon a
period of time, time after which they will reevaluate
the decision based on the certain data that has ap-
peared and on the evolution of the newborn under
treatment; this freely chosen interval usually being
between there and seven days;
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