EDITORIAL / EDITORIAL

Palliative care in fetal medicine

As our Journal has its main scope in maternal and child health, we understand that the following considerations
are pertinent:

In general, palliative care is related to the adult population. The modern hospice movement in the 1970s,
created by Cicely Saunders, represents an essential milestone in the construction of what is currently consi-
dered as palliative care. Cicely, a social worker, nurse, and physician, defended that pain relief and symptom
control are essential in humanized care, which led her to found St. Christopher's Hospice, in London, a refe-
rence in research, teaching, and assistance in palliative care.l

In 1990, the World Health Organization (WHO) defined palliative care, updated in 2002, as being “care
provided by a multidisciplinary team that aim to improve the quality of life of patients and their families to face
life-threatening illness, through prevention and relief of suffering, as well as early identification, impeccable
assessment, and treatment of pain and other physical, social, psychological, and spiritual symptoms”.2

Pregnancy is a period of intense physical and psychological changes. A pregnant woman and her family
create the most varied expectations, among them is the child’s health. Fetal medicine is a specialty constantly
in advance with increasingly earlier diagnostic possibilities, using ultrasound and invasive tests, besides in-
trauterine therapies. Therefore, fetal malformations, including severe or lethal ones, can be detected early in
prenatal care.

In countries where abortion is provided by law, when faced with a diagnosis of fetal malformation, families
can choose to terminate the pregnancy or have prenatal follow-up. However, there is a paucity of data in litera-
ture on family management who choose to keep the pregnancy in case of severe and/or lethal congenital ano-
maly. The tendency of many obstetricians is to suggest the termination of the pregnancy. The other option of-
fered is to "do nothing." But, it is necessary to understand that families will deal with grief regardless to the
outcome of the pregnancy, and palliative care is a way to support families no matter what the option was.3 In
Brazil, abortion is provided by law, in case of rape, maternal life risk, and, in the context of fetal anomalies, on-
ly anencephaly. In cases of other serious or lethal malformations, or those who choose to continue the pregnan-
cy, prenatal should follow as usual.

Breaking the news of a severe or lethal malformation to a mother is an extremely delicate and difficult task.
Since the diagnosis to the outpatient follow-up and childbirth, family care can be challenging. Fear, insecurity,
and guilt are frequent feelings reported by patients. Some pregnant women remain themselves in denial for a
long period of time about their diagnosis. Thus, talking about perinatal palliative care during prenatal care is
necessary, although there still seems to be a blockage for many professionals. In the 1980s there were already
studies aiming to apply palliative care in neonatal intensive care units. In 1997, in the United States, there was
the first discussion about this type of care in fetuses with lethal anomalies detected during pregnancy. In Brazil,
until 2017, there was no prenatal model of palliative care, although it was implemented that year at the Univer-
sidade de Sdo Paulo.4

How would the approach on adopting palliative care at birth be made, depending on the diagnosis, progno-
sis, and the decisions of the family involved. In cases of anomalies known to be lethal, providing intensive care
may be considered irresponsible, and exclusive palliative care would be suggested. The fetal anomalies consi-
dered lethal are varied, such as anencephaly, alobar holoprosencephaly, bilateral renal agenesis, bilateral multi-
cystic kidneys, trisomies of chromosomes 13 or 18, among others.5 It is important to emphasize that a diagno-
sis of lethal fetal malformation does not necessarily imply immediate death, but intrauterine may occur in the
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peripartum period, at neonatal, or even within months.4

The prenatal consultation is the time when the patient usually brings her questions about the diagnostic
findings. Establishing a care plan during pregnancy, respecting and supporting the pregnant woman's decisions,
with clear information and in accessible language, are essential points during the follow-up. One should pay at-
tention to verbal and non-verbal language, choose a quiet place to communicate about the diagnosis, avoid ex-
cessive technical terms, validate the family members’ feelings, make pauses and check their understanding, and
know how to listen.6 It should be understood that it may be necessary to repeat the information in subsequent
consultations because sometimes, faced with a difficult diagnosis, patients may not assimilate all the informa-
tion in a first contact. Obstetricians and pediatricians, nurses, and psychologists, among other team members,
can be included in the line of care. It is emphasized that palliative care can be offered early when faced with a
severe disease diagnosis, since its objective is to improve the quality of life of patients, even if curative treat-
ment is proposed.4

Many health professionals have difficulty talking about palliative care, especially in the perinatology area.
Curative medicine and intensive care resources are prioritized in healthcare. Lack of knowledge or inexperi-
enced on the topic may contribute to this situation. Several professionals that have difficulties in health com-
munication should avoid it. Thus, implementing palliative care disciplines in the universities and health resi-
dency programs is the first step in improving care. Health education enables the qualification of professionals
to deal with complex situations, such as diagnosing severe diseases and communicating about death, the lack of
available therapy, and the reserved prognosis. It also enables greater acceptance of the patient to palliative care,
since it improves the understanding and the accessibility to the information with quality when attended by
trained professionals.”

A pregnant woman who is faced with fetal malformation deals with several kinds of griefs which begins
from the moment of the discovery of the diagnosis. Griefing for a healthy baby that will not be born, griefing
for a planned childbirth that will not take place, griefing over an idealized puerperium, and, many times, grief-
ing for the loss of a child. Recognizing the pregnant woman and her family’s necessity is essential in providing
care. It is possible to apply palliative care, originally proposed for adults, adapted to perinatology. Thus, one
should prioritize the comfort and relief of the patients' symptoms, communicate the evolution of the condition,
respect the family's beliefs and religion, and have them participating actively in the therapeutic decisions, in
welcoming grief in all its phases.
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