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Abstract

Perinatal palliative care emerged as an essential measure to compre-
hensively address the treatment of neonatal patients with prenatal or
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Perinatal palliative care: a comprehensive approach

perinatal diagnoses of severe life-threatening illnesses. This care is
aimed at newborns suffering from conditions that prevent them from
surviving beyond a few minutes or hours, or in cases where they are
born lifeless. The focus is not only on the neonatal patient, but also on
supporting the mother and close relatives. The primary goal is to pre-
serve the dignity of newborns and to provide them with the greatest
possible comfort during their transition to the end of life.

Keywords: improvements in perspective, duality, cross-cutting treatment.

1. Introduction

Perinatal palliative care is defined as the care provided to pregnant
women and their infants from the time of diagnosis or suspicion of
a life-threatening situation. Although palliative care in adults and
even older children receives much attention, perinatal care is less
common and often neglected or overlooked. The purpose of this
article is to explore aspects surrounding perinatal palliative care to
raise awareness and sensitization of this practice. To prepare this
article, articles were collected from various sources, both national
and international, since, despite the recognition of palliative care,
there is a paucity of research and information on perinatal care in
Mexico. In addition, perinatal loss is still pootly recognized and dis-
cussed by both society and some health professionals (1).

It is crucial to consider all aspects of the people involved: the par-
ents and the fetus. The dignity of each human being must always be
respected and his or her value must be recognized from conception.
Early and comprehensive planning of perinatal palliative care is essen-
tial in the face of potentially fatal diagnoses in fetuses and newborns.

2. Background

Advances in diagnostic and screening methods for prenatal diseases
have opened a new window in the dimension of treatment of unborn
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patients. One of them being the palliative treatments that should be
available in case of a fatal outcome (2).

Perinatal palliative care was born as a necessary measure to treat
neonatal patients with prenatal and perinatal diagnoses of serious
diseases that may endanger the life of the patient, who suffers from
a condition that makes it impossible to survive more than minutes or
hours; or if he/she is already born lifeless (3). This care focuses on
the patient to be born but emphasizes the treatment of the mother
and family.

Like adult palliative care, perinatal palliative care seeks to provide
an adequate, optimal and dignified quality of life for patients with a
fatal or life-threatening illness. A key differentiator in relation to
adult care is the three-pronged approach of perinatal palliative care,
the relationship with the patient, the mother and the relatives of the
unborn child.

The first time the subject of perinatal palliative care was touched
upon was in the mid-1980s, the same year in which the wHo incor-
porated the term “palliative care” and promoted it as a branch of
neonatology rather than palliative care per se (4).

In an article published in 1982, Dr. William A. Silverman, a neo-
natologist and intensivist, comments on the potential benefit of the
same treatment used in adults at the end of life; hospices where
palliative care is provided but focused on neonatal patients (5).

At the beginning of the new millennium, an alternative measure
was sought for all patients who did not take gestational abortion as a
viable option, after a prenatal diagnosis of an incurable disease or one
that was incompatible with life. It is here where the concept of merg-
ing a hospice with the neonatal intensive care units is taken up again.

Dr. Byron Calhoun of the Madigan Army Medical Center in
Washington and Dr. Nathan Hoeldtke of the Tripler Army Medical
Center in Hawaii rescued the idea and formulated an approach to the
problem that they had observed in their independent units, but
which both contained the same essence (6).

Having to perform comfort maneuvers for neonatal patients af-
ter the best initial measures had been taken, such as de-escalating

1120 Medicina y Etica - October-December 2024 - Vol. 35 - No. 4
https://doi.org/10.36105/mye.2024v35n4.04


https://doi.org/10.36105/mye.2024v35n4.04

Perinatal palliative care: a comprehensive approach

treatments or discontinuing advanced life support measures due to
their futility, physicians and staff caring for neonatal patients saw the
imperative need for a physical area outside the neonatal intensive
care unit.

This separate area would be just to be able to give the opportu-
nity to perform the necessary procedures and talk to the mother and
family members about the measures and steps to follow in the care
of the newborn patient. Therefore, together with the social work,
the medical team, the bioethics committee and a priest or religious
figure, it was decided to create this annexed space where the whole
team formed by the participants could work in an interdisciplinary
mannet.

In charge of perpetuating the dignity of the newborn patients
and of offering the most comfortable way during the passage on the
road to death, the assighment was validated a few years after the be-
ginning of the 2000s; and it is still used in a similar way to this day (7).

3. Methodology

An integrative review of the literature was conducted to identify the
status of perinatal palliative care. Using databases such as PubMed,
Elsevier, Wiley Library, as well as Google Scholar, we searched for
relevant articles.

Those considered most relevant were selected and organized ac-
cording to authors and corresponding subtopics. The review includ-
ed original research articles, reviews and opinions.

To complement the literature, some web pages of official sourc-
es were consulted, including current regulations.

4. Development

Pediatric palliative care prevents, identifies, and treats suffering in
children with chronic, progressive, or advanced diseases and sup-
ports their families throughout the disease process (8).
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Neonatal palliative care is the active and total care of the new-
born with a diagnosis of life-threatening and/or life-limiting illness
and his or her family from birth to 28 days of life.

On the other hand, perinatal palliative care is applied from the
moment of diagnosis or from the second trimester of gestation un-
til the first month of extrauterine life in the case of diseases that
limit or threaten the life of the mother-child binomial and begins
during gestation and continues during the neonatal stage.

The objective is to provide the best quality of life to the babies
and their families. The aim is to eliminate or reduce the suffering
caused by the disease, as well as to provide psychological and spiri-
tual support to the patient and family members at the end of the
patient’s life. Palliative care involves a multidisciplinary team of spe-
cialists and can be provided in the hospital, at home, or in hospices,
if available (9).

5. Medical aspects

According to the Pan American Health Organization, 8 million new-
borns each year have some serious congenital defect, and approxi-
mately 40% will die before the age of five. In Latin America, con-
genital defects account for 21% of deaths in children under five
years of age, and 20% of deaths in the first 28 days of life are due to
congenital defects (10).

On the other hand, the WHO estimates that 240,000 newborns
per year present congenital disorders that will cause their death in
the first 28 days of life. In addition, nine out of every ten children
born with severe congenital disorders live in low- and middle-in-
come countries (11).

The Mexican Ministry of Health, in its Closing Epidemiological
Report 2019, classified neural tube defects and craniofacial alter-
ations as the most common congenital defects (12).
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Similarly, the latest annual report available is from the year 2021,
where 1574 new cases of the same defects were recorded as shown

in Figure 1 (13).

Figure 1. Cases of congenital defects by year

Source: own elaboration, with data from: SSA/DGE/SVE DTN and DCF. Cut-off on January
08, 2021.

Genetic syndromes and congenital malformations represent most
prenatal diagnoses of disease incompatible with extrauterine life; the
survival time in most of these patients is a few hours or days.

In neonates the main diagnoses related to the possibility of death
in the short term are extreme prematurity, perinatal asphyxia, hypox-
ic or metabolic encephalopathy and very low birth weight. These
patients may have a slightly longer survival, even weeks or months,
in which it is important to adapt the treatments to the current con-
ditions of the child (14).

Considering Wood’s classification, the Spanish Society of Neo-
natology proposes the following categorization as shown in Figure
2 (15):
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Figure 2. Categorization of the Spanish Society of Neonatology

Group I: Possible curative treatment that may fail Group II: Prolonged intensive treatment in incurable
conditions
Extreme prematurity, congenital heart disease, some

metabolic disorders. Advanced and progressive disease with survival of

. ) months or years. Muscular dystrophy, cystic fibrosis.
In this group, advanced life support treatments are

provided to preserve life, although in many cases the risk is

to survive with serious sequelae and limited vital In this case, the evolution and prognosis are known,

conditions. Palliative care increases its action as the palliative actions are support during the process of

disease progresses. disease progression.
Group llI: Progressive disease susceptible only to palliative

treatment from diagnosis Group IV: N(‘:m-progres.smj_1 disabling dls.eTase with
multiple complications and fragility
Immediate death: Palliative care is essential from diagnosis.
Patients with infantile cerebral palsy,
Extreme prematurity, renal agenesis, anencephaly. Tay-Sachs, chromosomal pathologies without serious
severe metabolic diseases, brain stem glioma, leuko-dystrophies, malformations (trisomy 21 or 18). Palliative care

osteogene.sws imperfecta. PaH!atlve care \srthe only qptlon : increases its performance as complications limit
available to improve quality of life; It starts from the diagnosis . L
vital conditions.

and accompanies the process of disease progression.

Source: own elaboration with data from the Spanish Society of Neonatology.

For many authors, perinatal care is a fifth group that should be add-

ed to the group of disease trajectories because of its work character-

istics, even in stages as early as the first trimester of gestation.
Palliative care is indicated mainly in three situations (9):

1. When a life-threatening fetal abnormality is diagnosed before
birth, and the fetus is born alive;

2. When a decision is made at the time of birth that initiation of
resuscitative maneuvers is of no benefit to the baby; and

3. When neonatal intensive care is or has become futile.

In the experience reported by the team of the National Institute of
Perinatology in our country, 48% die in the first hours in the toco-sur-
gery unit, 29% die in the neonatal intensive care unit with an average
survival of 8.4 days: 12% in intermediate therapy with an average stay

of 10 days and 7% in minimally invasive units with an average surviv-
al of 7 days (16).
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For statistical purposes in the analysis of the pediatric care guide-
lines, the following cases are considered for referral to palliative care:
gestational age < 24 weeks of gestation, weight < 700 grams, con-
genital anomalies incompatible with life, children with diseases that
do not respond to intensive care and who are expected to die in the
short term, or children who may survive with permanent depen-
dence on invasive life support.

Given a limited life prognosis, the possibility of applying life
support technology in situations incompatible with life only pro-
longs the agony, reduces the quality of life, increases suffering for
the patient and family, and generates a high family, moral, social,
economic and health care cost.

Among the challenges for the development of neonatal palliative
care in our country is the training of multidisciplinary teams with
palliative training that integrate this approach from diagnosis, con-
tinuing education and training of all health professionals to facilitate
detection and timely treatment. Likewise, training in bereavement
and crisis intervention for health professionals; promoting self-care
in the teams and providing tools for resilient coping with the adverse
circumstances that arise during the perinatal stage.

6. Social aspects

This type of care is offered to families who have decided to continue
with the pregnancy after receiving an end-of-life diagnosis following
an ultrasound (17).

Although cases of end-of-life diagnosis should be comprehen-
sive for the whole family, in perinatal patients’ special attention
should be given because of the vulnerability of this period of devel-
opment, family and patient.

Pregnancy and childbirth evoke joy and life. However, obstetrics
and neonatology teams face daily the care of fetuses and newborns
who will die in hours, months or years, without reaching adulthood.
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Although terminal patient care was initially oriented to the adult
population, in the last decade there has been a growing awareness
that there are children who often face the end of life without receiv-
ing adequate care (18).

In this scenario, the collaboration of the social worker is import-
ant, since he/she will describe the social context of the patient.

The family structure in which he/she lives and the relationships
with non-nuclear family members. This is to structure lines of sup-
port, friendships that may be available or belonging to groups or
communities.

The economic context of the patient and family members is rel-
evant in the context in which the patient develops, the availability of
resources, the characteristics of the home and the capacity to cover
any extra expenses, as a secondary product of a medical emergency
or a very prolonged treatment.

When speaking of palliative care, the concept of quality of life
must be considered, which will be understood as the state of gen-
eral satisfaction, in terms of the feeling of material and personal
well-being, such as health, education, functionality, housing, social
security, and subjectively the feeling of physical, psychological and
social well-being; such as the expression of emotions and the sense
of belonging to social groups, establishing harmonious relationships
with oneself, with the environment and with the community when
carrying out daily activities (19).

To refer to the quality of life of a patient we must consider the
presence of symptoms such as pain in the patient and emotional
aspects such as anxiety and depression (20).

Palliative care, being integral, must attend to the patient’s quality
of life, as well as that of the family members, in the case of perinatal
care, paying special attention to the parents who are in great vulner-
ability.

In Mexico, attention has been paid to palliative care since 2009,
the year in which the institutionalization and development of aca-
demic work began, at the same time as the reforms to the General
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Health Law (21). Although this is a step forward, the specific field of
perinatal care is still a little explored area.

It is important to consider cultural aspects, such as the customs
and beliefs of the patient’s nuclear family, as well as how they want
to deal with the treatment and the corresponding mourning.

This type of social structure is directly related to the accumula-
tion of spiritual beliefs, which will be addressed below.

7. Spiritual aspects

The spiritual value is focused more on those who remain in this life,
i.e., the mother and the relatives of the neonatal patients.

The aim of this approach is to find out how the parents see life
and what might be the best approach to the ultimate meaning of life.

Beliefs, values, traditions and rituals create a support network
that supplements decision making and nurtures the relationship that
must be established with the palliative care team to face the subse-
quent stages in the dying process.

This basis will support how they live —or coexist— with the
disease, the choices regarding treatments or measures, the experi-
ence of pain, the dying process and ultimately the bereavement pro-
cess (15).

Not only is it a tool for the benefit of the patient at certain times,
but it also helps to prevent and support feelings of hopelessness
and anxiety that may require intervention from outside the medical
team. Depending on their beliefs, parents may seek the guidance of
a chaplain, pastor or rabbi; even a shaman or similar figure who can
provide spiritual peace (22).

At the same time, consideration should be given to the rituals
that family members may request, depending on their customs and
traditions. To facilitate effective and complete treatment, these
should be validated, regardless of the position that the palliative care
team may have in this regard, since at this time only accompaniment
and compassion are sought and offered.
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These same rituals or conceptions of death are the way in which
parents and relatives express their love for patients who have just
been born and are already on the road to death. They are doors that
open a level of wholeness and well-being within the storm of suffer-
ing they are experiencing. By giving the neonatal patient, a place in
the community, it allows family members to catharsis after recogniz-
ing that this individual, although no longer in this life, will always
remain part of the community (23).

The forms of spiritual accompaniment are even more varied
than one might think, since it is not only in the religious sense, but
the search for connection between the souls —family, patient and
palliative team— can be given in different ways that go beyond the
religious sense.

An example of this is the use of music therapy as a method of
out-of-hospital emotional support for patients and families (24).

Another example is the possibility of interaction between the
patient and his older siblings —if any—. This experience brings
peace to the siblings by allowing them to establish a real connection
with the patient, albeit fleeting and fleeting, and thus to have a more
satisfactory outcome (25).

The aspects that should be touched on and supported in the
spiritual sphere of patients, mothers and family members are even
deeper than religiosity itself. Of course, itis true that religious beliefs
are a fundamental part of how the world is conceived, and therefore
how one will act accordingly. However, the spirit transcends beyond
the resonance of the patient’s religion with that of the team.

The true spiritual accompaniment is the capacity granted by the
interconnection of the souls of both the team and those receiving
palliative care to experience together the reality that is being lived;
and to provide the necessary arsenal so that those who remain in this
life can leave the ordeal and continue living with the learning that
this extreme situation has allowed.
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8. Practical aspects

Access to termination of pregnancy and the gestational limit from
which it can be applied are the subject of professional, political, legal
and public debate. Legislation in Mexico includes palliative care from
the perinatal period and throughout the lifeline (8).

When parents decide to continue with a pregnancy with a prob-
able fatal outcome for the fetus, careful planning of perinatal pallia-
tive care is required. There is evidence that this option can reduce
the possible emotional and psychological effects associated with the
other option-abortion (26).

In a prospective multicenter study in France, where abortion is
legal for life-threatening diseases for the fetus, 19% of women with
these diagnoses decided to continue with their pregnancy. Of these,
a palliative care plan was made for only 10% (27). Planning a birth in
these cases goes beyond the traditional, but also involves the prena-
tal, perinatal, and postnatal stages. Post-diagnostic advance directive
planning helps parents to have a feeling of greater control in coping
with their child’s condition. In this way they can make known their
beliefs, requests, goals for the remainder of the pregnancy and the
infant’s lifespan (2).

By starting perinatal palliative care with a multidisciplinary team,
there is continuity of care with the baby and parents, which helps
reduce the social and medical isolation to which family members are
potentially exposed and allows them to decide how they can make
the most of every second with their child (1).

In 2021, Crawford and colleagues published a descriptive study
evidencing the feelings of women with perinatal palliative care.
These experiences are valuable because they help us to put in place
more practical methods for patient care. The relevance of having
commemorative objects of the pregnancy and the child is highlight-
ed, since they represent a tangible memory. The empathy of all the
professionals involved in the process is also important, as well as
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the support groups, since they provide the parents with a sense of
accompaniment and belonging (28).

In view of the above, it is concluded that early planning of peri-
natal palliative care is important, which offers comfort to both the
baby and the family and is a means to alleviate physical and emotion-
al suffering. The option should always be offered to parents with
children with actual or potentially fatal disorders.

9. Bioethical considerations

Palliative care is generally recognized as an instrument of recogni-
tion of the dignity of the person at the end of life. This is widely
seen and heard in cases of palliative care in children and adults.
However, in the perinatal stage, the highest virtues of palliative care
come to the fore.

First, dignity is recognized regardless of condition. Despite not
having active decision-making capacity, their autonomy is respected
through that of the parents. Even though fetuses or newborns have
genetically and/or phenotypically abnormal or different traits, they
are recognized as the human beings they are. And, although they have
a fleeting life span, love, affection and above all respect are maxi-
mized in every precious moment. In fact, it has been reported that
parents have greater ease and adaptability in the face of grief by
recognizing their baby’s status as a “person” and his or her role in
the family (29).

Second, human life is recognized from conception as a life that
will soon end. Plans for the short extrauterine life are initiated, in-
cluding the organization of farewell rituals. By reaffirming the hu-
manity of the product of gestation, its well-being is always sought,
and it is always treated with respect. In this sense, perinatal palliative
care is seen as an alternative to abortion of products of pregnan-

cy with poor prognosis, mirroring the alternative of euthanasia in
adults (30).
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Moreover, although the fetus or newborn cannot decide for it-
self, its autonomy is respected through that of the parents, who look
after its greater good. This is something very particular to perinatal
palliative care, since it extends directly to the mother (and often to
the father) as participants and focus of the care provided.

It is clear here the integrality of Bioethics, in which nothing can
go unnoticed, every detail is important. Every life is important. The
socio-cultural context of the parents, medical prognoses, mental
health, the wellbeing of the newborn, future memories, the search
for meaning, transcendence, and legality all play a role in the decision
to opt for palliative care and to carry it out appropriately.

10. Discussion

Perinatal and postnatal (intrapartum and postpartum) palliative care
is a watershed in the quality of life that can be provided to newborn
patients who are dying, and to mothers and families who are grieving
the loss of a newborn.

By recognizing the duality of the human being, physical sub-
stance and spiritual essence from before birth, it allows us to face in
an integral way the difficult situation of the outcome of a relation-
ship that is just blossoming. This being that of the newborn with his
family and society. Secondary to the fact that value is given to the
substance and, therefore, to the physical pain that the parties may
experience, palliative care has an expeditious impact.

First, the care provided to the neonate is focused on providing a
light and painless transit through this life, duting the short time he/
she is in it. From comfort measures, such as hydration and analgesia,
to more exhaustive procedures such as sedation and ventilatory as-
sistance. The purpose of this first instance is to perform the neces-
sary maneuvers so that the patient does not suffer in the transition
from the beginning of extrauterine life to this life.

Secondly, there is the care of the physical pain of the mother
and family members. When a diagnosis is made, often prenatally,
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the suffering it generates is of a rather psycho-spiritual nature. But
equally, in situations of complicated births, the physical pain of the
mother can play against the total control of the neonatal patient’s
pain, which is why bipartite control is a fundamental cornerstone to
be addressed, first of all.

On the other hand, attention to the psycho-spiritual sphere
through the accompaniment of family members is another funda-
mental pillar in the full treatment of these situations.

The various authors report that it is necessary to know the pref-
erences, beliefs, customs and attitudes that the parents or relatives
have, to be able to provide close assistance, with a vision focused on
the patient and for the patient (31).

This vision, in addition to clarifying the panorama regarding
joint decision making, favors the work of the different stages of
the process of death and mourning, since the latter is carried out in
different ways depending on the beliefs of each specific family or
community.

Given the intrinsic difficulty that exists in the integral treatment
of patients and family members, resulting from the complex con-
sonance of the perennial biopsychosocial-spiritual spheres of the
human being, palliative care in the perinatal setting is presented as
a link that allows reunifying these spheres. By giving family mem-
bers, the possibility of contemplating the beneficial transition of the
neonatal patient through palliative care, the restructuring during and
after the outcome becomes relatively easier, because the accompa-
niment was carried from the beginning of the situation; committed
to the worldview of those who weigh them and focused on individ-
ualized treatment.

Not only is symptom control a key factor in palliative treatment,
but in these specific cases, spiritual accompaniment becomes fun-
damental. When facing the beginning and end of life in an instant
—and under situations that are out of the ordinary— the value
centered on the person comes to the fore; and due to the different
spheres, that make up the same, the integral treatment of patients
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falls not only on the medical team, but also on those who offer psy-
chological and spiritual comfort (32).

Unfortunately, a limiting factor for the optimal and integral treat-
ment of patients and family members is the discordance that usually
occurs when two different worldviews are confronted: that of the
team and that of the family members or patients.

These obstacles, instead of slowing down and generating doubt
as to whether the path taken is the right one, function as a possibili-
ty to act and inform about the need to avoid frictions arising from
conceptions or ways of seeing life and death in different ways. Rath-
et, they allow to emphasize the need to validate preferences so that
they can be managed by all parties.

11. Conclusion

Perinatal care should include a palliative vision for those cases that
represent the greatest vital risk; it is essential to assess the clinical
situation accurately, recognize the risks of possible courses of action
and establish plans of action agreed upon with the parents that pro-
vide the greatest well-being for the neonate and his or her family.

Prognostic uncertainty in many cases represents the greatest
challenge for effective advance planning, empathetic communica-
tion, dedication and patience to clarify possible courses of action in
the face of unfavorable disease progression.

Let us remember that parents are at the same time caregivers and
legal agents of guardianship and decision making in favor of the
newborn, which generates complex situations within the same fam-
ily. It is also convenient to have spiritual support that facilitates
reaching agreements for the best welfare of the child.

It is very important to allow the interaction of the parents to
generate bonds and loving memories, to favor that the death occurs
in a comfortable environment and to facilitate the processes of fare-
well according to the family needs and the sociocultural constructs
of each case.
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The deliberative process is undoubtedly an excellent option for

resolving conflicts and facilitating acceptable and quality advance
planning for all involved, including care and stress reduction for the
health care team itself.
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