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Abstract

BACKGROUND: The aim of the following paper is to present the case termination of pregnancy indicated by lethal
congenital anomalies based on ethical and medicolegal consideration. The method used to resolve this ethical
dilemma is based on clinical ethics theory with systematic consideration of medical indications, patient preferences,
quality of life, and contextual features. Medicolegal considerations were also take-into account based on Indonesian
Law number 36 of 2009.

CASE REPORT: This case report shows the termination of pregnancy in a 26-year-old patient with 25-26 weeks’
gestational age. Unfortunately, the patients are referred too late, so because of limited facilities in the rural area,
the presence of congenital abnormalities in the fetus is not detected early in the 1* week of pregnancy. The results
of obstetric ultrasonography showed multiple congenital anomalies. The ethical dilemma faced by obstetricians is
whether to terminate the pregnancy now or after the fetus has reached term gestational age?

RESULTS: The results of ethical and medicolegal considerations in this case were carried out comprehensively
by producing a joint decision between the team of doctors, the patient, and her families. The decision was made
after providing adequate information regarding medical indications while taking into account the patient’s viewpoint
(patient preference), quality of life, and also contextual features.
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Open Access: This is an open-access article distributed
under the terms of the Creative Commons Attribution-
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Introduction

Sophisticated  diagnostic ~ technology in
obstetrics and gynecology is how able to detect prenatal
fetal anomalies. Using fetal ultrasonography (USG),
suspicious antenatal presentations such as fetuses
with congenital anomalies can be detected. Congenital
anomalies refer to structural and genetic defects that
occur at conception or during the period of intrauterine
development [1], [2], [3]. The discovery of congenital
fetal anomalies generally takes place during the second
trimester of pregnancy. Fetal ultrasonography, which is
carried out routinely during pregnancy, makes it possible
to visualize fetal morphology at a relatively early stage,
usually between the gestational age of 17 and 20 weeks [4].
Congenital anomalies are a major cause of mortality and
morbidity in the prenatal, perinatal, and neonatal periods.
Three percent of newborns have one single majoranomaly
and 0.7% of newborns have multiple abnormalities. The

majority of pregnancies with congenital anomalies can
cause miscarriage, spontaneous fetal loss, or termination
of pregnancy. With advances in technology with imaging
modalities and genetic testing capabilities, proper
identification and diagnosis of congenital abnormalities
are increasing [5]. According to an obstetric point of
view, maternal interest is primary, if the mother wishes to
terminate her pregnancy after a congenital anomaly has
been found in the fetus, so obstetrician may be able to
approve the request. This case reports a medical decision
being made based on ethical and medicolegal principles
related to the termination of pregnancy in conditions of
severe congenital abnormalities in the fetus that cannot
be repaired so as not to allow the fetus to survive. This
case is the first case handled at a referral hospital, the
delay in detecting lethal congenital abnormalities is due
to limited facilities in rural areas that do not have USG
facilities so that after being referred to the hospital, it
was detected. After discussing it with a team of doctors,
patients, and their families, it was decided to terminate
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the pregnancy. This becomes a dilemma for doctors
about when to terminate, is it at 25—-26 weeks of gestation
or after term? Based on the case described, a hypothesis
is obtained: There is an ethical dilemma faced by doctors
in making pregnancy termination decisions in cases of
lethal congenital abnormalities.

Case Report

A woman, 26 years old, was referred by the
regional hospital with a history of first pregnancy.
Unfortunately, from obstetric history, it turns out the
patient does not check her pregnancy regularly. Because
of limited facilities in the rural area, the presence of
congenital abnormalities in the fetus is not detected
early in the 1% weeks of pregnancy.

Figure 1: Gastroschisis

A case report of pregnancy termination in a
26-year-old patient at 25-26 weeks’ gestational age,
results of obstetric ultrasonography revealed multiple
congenital anomalies in the form of acrania, cleft lip
and palate, gastroschisis (Figure 1), ring-like finger
constriction, congenital talipes equinovarus (CTEV),
and amniotic band (Figure 2).

Figure 2: Amniotic band

Seeing the condition of the fetus that does not make
survival possible; the medical decision made by doctors
is the termination of pregnancy. However, termination of
pregnancy for severe congenital anomalies is strongly
associated with moral conflicts and ethical dilemmas for
doctors, patients, and their families, so it must be done
very carefully and professionally in accordance with
basic ethical and medicolegal rules. After a discussion
between the doctor, the patient, and her family to
consider the benefits of pregnancy termination, both the
patient and her family gave their consent to terminate
the pregnancy. Pregnancy termination is carried out
using 200 mcg of misoprostol administered vaginally
every 4 h. Upon delivery, the baby was stillborn with
a birth weight of 1100 g and presented with multiple
congenital anomalies in the form of acrania, cleft lip
and palate, gastroschisis, ring-like finger constriction,
CTEV, and amniotic band (Figure 3).

Figure 3: Multiple congenital anomalies in terminated fetuses (yellow
circle and black arrow)

Discussion

Causes of congenital anomalies can be
considered into five groups: [1] Abnormalities caused
by changes in deoxyribonucleic acid (DNA) sequence
in genes, or changes that affect gene function such
as methylation, [2] chromosomal anomalies, [3]
multifactorial disorders as a result of interactions
between genetic predispositions and other factors,
such as the environment, [4] teratogenic agents,
and [5] the cause is unknown [5]. It is known that one
of the five causes of congenital anomalies not only
has the potential to influence the development of the
embryo but could also be a risk factor for adverse
effects on the developing fetus. With the advancement
of microarrays technology, as many as 10-15% of
congenital abnormalities have been proven to be
caused by a loss of copies (microdeletions) or an
increase in the number of copies (microduplication)
in the genetic code. Despite major advances in
genetics over the past decade, the etiology of about
50% of congenital anomalies is currently unknown. If
sequenced, the entire genome (DNA sequencing) will
reduce the number of unknown causes; however, it is
estimated that around 20% of information cannot be
explained in detail and is described as a multifactorial
disorder [1], [2], [3], [5].
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In this situation, pregnancy termination ideally
should take place before 28 weeks’ gestation or before
the fetus reaches 1000 g in weight, or when the fetus is
unable to live outside the uterus. This is because if the
fetus weighs between 400 and 1000 g with a gestational
age <28 weeks, then it is not yet viable [6], [7], [8]-
The concept of pregnancy termination in a fetus with
congenital abnormalities is inadequately reviewed due
to its multifaceted issues such as medical, social, and
emotional complexity that must be taken into account
by the medical team (obstetricians, perinatology,
neonatologists, and geneticists), team of experts
(other medical experts, religion, ethics, medicolegal,
and psychology), and patients and families in taking
their decision [9]. In medical practice, termination of
pregnancy can also be done if the child born is estimated
to have severe defects and a very low life expectancy,
for example, if the fetus suffers from a deformed ectopia
cordis (the fetus will be born without a chest wall, making
the heart openly visible), rachischisis (the fetus will be
born with an exposed back without a covering skin) or
anencephaly (the fetus will be born without a cerebrum),
in this case, the fetus born had multiple congenital
conditions (acrania, cleft lip and palate, gastroschisis,
ring-like finger constriction, CTEV, amniotic band).

Discussion about alternative options, namely
continuing pregnancy, childcare, adoption, and
termination of pregnancy, is very important. After the
patient chooses a pregnancy termination procedure,
counseling includes a thorough discussion of the
various types of pregnancy termination procedures
and the risks, benefits, and expected results of each
option for informed consent. In the case of emotional or
psychological problems associated with the termination
of pregnancy, patients may experience various short-
term and long-term emotional disturbances, but it is
reported that most patients can accept their decision
for termination of pregnancy [10].

The termination of pregnancy in severe
congenital anomalies has ethical and moral challenges
both for doctors and patients. Most pregnancies expect
an ideal outcome in the form of a normal baby. However,
severe abnormalities detected during pregnancy lead
to ethical conflicts for doctors and patients [3]. Hence,
this can raise very complex ethical questions. On the
one hand, besides consideration of the mother’s rights,
there are also ethical considerations for termination of
pregnancy, namely whether it should carry out before or
after the fetus has reached a term gestational age. The
issue of pregnancy termination is not only related to the
field of ethics but also related to medicolegal issues.

When doctors are faced with consideration
of termination of pregnancy in lethal congenital
abnormalities, the question thatfirstarises is what should
be done? Several other questions will arise in the minds
of doctors. The main three questions are: (1) What
could go wrong? (2) what can be done? and (3) what
should be done to this patient? [11] The first question
concerns diagnostic and classification problems. In this

case, the doctor will use all of his medical abilities to
be able to minimize the diagnostic error that can be
made [6], [7]. In the case of lethal congenital anomaly,
the doctor may consider conducting additional
investigations other than obstetric ultrasonography
in the form of magnetic resonance imaging tests to
be more sure that the diagnosis of lethal congenital
anomaly abnormalities does not make it possible for the
baby to live extrauterine [1], [2], [3], [5]. The results of
obstetric ultrasonography, in this case, showed multiple
congenital anomaly and the possibility of acrania
because head circumference measurements on
ultrasonographic examination could not be performed.

The second question concerns the patient's
therapy if the diagnosis is already established. Doctors
provide the best for patients. In this case, the termination
of pregnancy must be performed based on the condition
that the fetus has lethal congenital anomalies and the
doctor must determine the safest method for terminating
the pregnancy [11], [12], [13]. In this case, the doctor
has educated the patient's mother and family along with
alternative choices that can be made (informed choice)
and after getting an explanation from the doctor, the patient
and her family agreed to sign an informed consent form.
Education is given by considering that if the pregnancy
is continued and the baby is born, then it will not be able
to live extrauterine. However, the choice to continue or
follow the recommendations for termination of pregnancy
remains an autonomous right of the patient and her family.

The third question arises when the diagnosis
can be established and the choice of therapy has
been decided based on science. In the third question,
concerning what should be done to this patient, several
questions will arise, such as (a) should the chosen plan
of action be carried out on this patient?, (b) if it is true,
is it appropriate and in accordance with the condition
and condition of the patient?, (c) does the patient agree
with the treatment options given? What if in the steps,
these questions pose a dilemma for doctors to make
decisions? [11], [12], [13] There are four approaches that
can be used to solve the ethical dilemma, namely [8] (1)
single-principle theories, the principle here is to choose
one principle by defeating other principles after careful
consideration, (2) ranking (lexically ordering) principles,
the principle here is to make a ranking (lexical) of the
principles that exist and the decision is taken on the
principle that the order is located at the top, (3) balancing,
the principle is the decision is taken by balancing the
existing principles, and (4) combining ranking and
balancing, the principle here is to try to rank and as far
as possible make these principles in one group. But in
practice, it is very difficult because the many values with
each other beat each other and cannot be balanced [11].

Ethical analysis in this case uses the principle
of balancing by discussing the ethical framework
which includes vulnerability and components of ethical
responses [14]. These components are (1) ascertaining
the extent to which this fetal disability has an effect on
subsequent life, (2) reduce vulnerability by involving the
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decision of the mother who is pregnant and the family and
is responsible for the decision to terminate the pregnancy
prematurely because the fetus has a congenital
abnormality, (3) reduce the patient’s vulnerability and try
to restore the patient’s autonomy to the right to life but
because of a fatal disability it was decided to terminate
as soon as possible to avoid the threatening condition of
the mother’s life, and (4) determine the vulnerability of
the patient and family after being given information about
the disease suffered by the fetus and its effects so that
they can approve informed consent.

In daily practice, a doctor is always confronted
with moral judgments to make ethical clinical decisions.
Clinical ethics is a methodology in medical decision-
making processes, which is mostly done, is the moral
pluralism method which divides four types of categories
that require moral analysis [13], [14]. These four
categories are medical indications, patient preferences,
quality of life, and contextual features.

The medical indication of pregnancy termination
in congenital anomalies can be based on the principle of
beneficence and non-maleficence which shows that if
pregnancy is continued, it can have an adverse effect on
pregnant women and the impossibility of extrauterine live
fetuses. The termination of pregnancy can be done to
ensure that pregnant women receive medical treatment
based on the benefit-based indication that patients
get the right action, including selecting the safest and
effective method of termination of pregnancy [13], [14].

Patient preferences also need to be considered
because medical decisions are also based on the
autonomy principle whereby a pregnantwoman can decide
to continue her pregnancy with a congenital fetal anomaly
or terminate a pregnancy. The American College of
Obstetricians and Gynecologists emphasizes that respect
for autonomy requires every doctor to acknowledge and
respect values and beliefs and not discriminate against
patients based on differences in these values and beliefs
with values and beliefs held by doctors [15], [16], [17].

The quality of life of patients and their fetuses
also needs to be considered. Pregnancy can end at all
stages of gestational age if the child to be born will suffer
physical or mental disorders as a serious disability,
implied abortion is defined as “serious disability”
therefore, abortion is a problem between clinical and
practical considerations. Royal College Obstetrics
and Gynecology has detailed guidelines for health
professionals in their involvement in making decisions
for termination of pregnancy at the end of the month in
fetuses with congenital abnormalities, one factor that
may be able to assess the quality of life is the suffering
that will be experienced by children at birth or suffering
by the person who will take care of the child [17], [18].

Contextual features are obtained by using
the principles of justice and fairness. Although clinical
ethics is more focused on medical indications, patient
demand, and quality of life, medical decisions are
not only made by doctors and patients but must

also consider other aspects such as socio-cultural,
religious, or financial [11]. Cultural issues, especially
religion and belief systems, have a very important role
in the termination of pregnancy. Islam also does not
encourage Muslims to have an abortion, especially
after the period of the ruh being blown into the fetus
which has varying interpretations such as 40, 90, or 120
days after conception [9], [19].

The termination of pregnancy in the perspective
of Islamic law in some figh literature has various
interpretations. If the age of the fetus has reached 40 or
42 days or after it is blown, then in Islamic law, abortion
is forbidden. Whereas fetuses younger than 40 days or
before the ruh were blown, the jurists differed in their
opinions about not having an abortion. Forty days or
before, the ruhis blown, but all of these reasons must be
clear to save the life of the mother in an emergency [19].
However, in cases of pregnancy with congenital
abnormalities in the fetus, pregnancy termination is
considered to be done after it is confirmed that the fetus
will die after birth or physically and mentally unable to
survive after birth. We recommend that early detection
of congenital abnormalities is done before 120 days of
gestation [9].

Usually, contextual features that influence
ethical decisions are financial, religious, and cultural.
In this patient, there is no conflict of interest in
decision making. There are no family problems that
affect treatment decision making, financial problems
were not found because the patient is covered by the
Indonesian health insurance-Badan Penyelenggara
Jaminan Sosial; also there are no barriers to religious
and cultural factors. According to the Indonesian Law
System, any termination of pregnancy is prohibited
to be carried out based on article 75 paragraph (1) of
Indonesian law number 36 of 2009 concerning health.
Exceptions to the prohibition include, among others,
indications of medical emergencies detected early
in pregnancy, both those that threaten the life of the
mother and/or fetus, who suffer from severe genetic
diseases and/or congenital defects, or which cannot be
repaired making it difficult for the baby to live outside
uterus [20]. The same statement is also contained in
article 31 of Indonesian government regulation number
61 of 2014 concerning reproductive health which allows
termination of pregnancy on the basis of fetal health,
including suffering from severe genetic diseases and/or
congenital defects [21].

The impact of this study on Indonesian
society is that in this case it provides an illustration of
the importance of regular antenatal care so that early
detection of congenital abnormalities can be carried
out. This case also provides information about the
clinical features of lethal congenital abnormalities
and ethical and medicolegal aspects in making the
decision to terminate the pregnancy. For doctors,
it can be a reference for doctors at both referral and
regional hospitals related to clinical management of
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lethal congenital disorders and decision making for
pregnancy termination based on predetermined medical
indications. The regulatory change that may occur due
to the publication of this study is the stricter regulations
related to antenatal care that pregnant women must
perform in the early trimester to detect early congenital
abnormalities in the fetus. Education from primary
care to the community about health in pregnancy and
antenatal care must be improved so that the public
understands the importance of antenatal care.

Conclusion

Ethical and medicolegal considerations related to
the termination of pregnancy in lethal congenital disorders
contain various problems and debates related to the
basic principles of clinical ethics and medicolegal and can
conflict with patient autonomy with the right of the fetus to
live. The decision to terminate a pregnancy due to lethal
congenital abnormalities in this case was carried out by
clinical ethics methods by balancing medical indications,
patient preferences, quality of life, and contextual features
and fulfilling basic ethical principles, also in accordance
with medicolegal rules based on Indonesian law number
36 of 2009 concerning health.

Ethical Statement

Patient and their relatives have been agreed
and signed informed consent regarding publication of
receptive medical data in the journal article.
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