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Restrictive abortion laws have impacts reaching far beyond the immediate sphere of reproductive health, with cascading effects on
clinical and ethical aspects of neonatal care, as well as perinatal palliative care. These laws have the potential to alter how families
and clinicians navigate prenatal and postnatal medical decisions after a complex fetal diagnosis is made. We present a hypothetical
case to explore the nexus of abortion care and perinatal care of fetuses and infants with life-limiting conditions. We will highlight
the potential impacts of limited abortion access on families anticipating the birth of these infants. We will also examine the legally
and morally fraught gray zone of gestational viability where both abortion and resuscitation of live-born infants can potentially
occur, per parental discretion. These scenarios are inexorably impacted by the rapidly changing legal landscape in the U.S., and
highlight difficult ethical dilemmas which clinicians may increasingly need to navigate.
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INTRODUCTION
Restrictive abortion laws have impacts reaching far beyond the
immediate sphere of reproductive health, with cascading effects
on clinical and ethical aspects of neonatal care, as well as perinatal
palliative care. These laws have the potential to alter how families
and clinicians navigate prenatal and postnatal medical decisions
after a complex fetal diagnosis is made. Since the overturning of
Roe v Wade, the legal landscape in the U.S. has been rapidly
evolving, further complicating the already intricate process of
prenatal decision-making (though an expansive legal analysis is
beyond the scope of this paper).
Through the discussion of a hypothetical case, we will explore

the nexus of abortion care and perinatal care of fetuses and infants
with life-limiting conditions. We will highlight the challenges
providers face due to ambiguity in the language of new laws, the
increasing risk of moral distress for care teams, as well as the
potential impacts of limited abortion access on families anticipat-
ing the birth of these infants, including threats to bodily autonomy.
We will also examine the legally and morally fraught gray zone of
gestational viability where both abortion and resuscitation of live-
born infants can occur. These prenatal and postnatal scenarios are
inexorably impacted by the specific legal landscape of the practice
environment, which now differs by state, and highlight difficult
ethical dilemmas which clinicians increasingly need to navigate.

Case part 1
During routine fetal ultrasound, a pregnant patient at 18 0/7
weeks receives a diagnosis of fetal alobar holoprosencephaly, a
severely life-limiting condition. This condition occurs when the
forebrain fails to develop into two hemispheres, resulting in loss of
the midline structures of the brain and face, and typically leads to
stillbirth or death in the first 6 months after birth [1]. After
obstetric counseling about the diagnosis and prognosis, the
expectant parents do not wish to continue the pregnancy. They
live in a state with a total abortion ban with few exceptions for
lethal fetal anomalies or health of the pregnant individual. The
obstetrician is unsure whether the fetal diagnosis meets the lethal
anomaly criterion and is thus unwilling to perform the abortion.
The family cannot afford to travel out of state and thus continues
the pregnancy. They are referred for joint consultation with
palliative care and neonatology to discuss postnatal care options.

CHALLENGES OF DEFINING LETHAL FETAL CONDITIONS
“Lethal” anomaly and “futility” exceptions within individual state
abortion law have highlighted challenges in the interpretation of
such terms [2]. Definitions of “lethal” can include any malforma-
tion that leads to death in-utero, or those that lead to death in the
newborn period either in some, most, or all cases [3]. While some
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diagnoses are consistently categorized as “lethal” by pediatric and
obstetric providers, such as anencephaly, bilateral renal agenesis,
and thanatophoric dwarfism, an exhaustive consensus list of
“lethal” diagnoses does not exist [4]. Paradigmatically, some
diagnoses historically considered lethal, such as Trisomy 13 and
18, are now recognized to have significantly more variable life
expectancy with multiple studies reporting that survival is possible
beyond a year in 10–20% of those infants who are liveborn [5–7].
Provision of more robust medical support and evolutions in
surgical techniques have led to increased survival for some infants,
demonstrating that mortality curves are not static and depend on
a variety of factors.
Hypoplastic left heart syndrome is another example of a severe

congenital condition with a shifting prognostic consensus [8, 9].
Despite the high rate of postnatal complications and ongoing risk
of mortality, the evolution of medical and surgical care alongside
decreasing morbidity and steadily increasing survival rates, has
resulted in ambivalence among clinicians regarding the option of
postnatal non-intervention for these patients [10, 11]. Multiple
other factors impact the determination of lethality including
variable disease phenotypes, prenatal care logistics, parental
choices regarding degree of postnatal interventions, as well as
access to pediatric subspecialty care.
The terms “lethal” and “incompatible with life” fail to capture

the evolving landscape in medicine and are now thought to be
broadly dismissive of entire populations, showing a lack of respect
for individual viewpoints and perceptions of quality of life. As a
result, the medical community - perinatal palliative care specialists
in particular- are shifting to the use of more thoughtful
terminology, such as life-limiting or potentially life-limiting [12].
These more inclusive terms, which are often used to support

families who wish to pursue life-prolonging intervention for
infants with conditions considered to be life-limiting, contribute
further to the difficulty in reintroducing the term “lethal anomaly”.
The classification of fetal diagnoses as “lethal” plays a pivotal

role in states with abortion exceptions for such diagnoses, but
variability and opacity in how these lists are constructed highlight
some of the basis for the move away from the term “futility” as
well in modern bioethics. Such lists inaccurately suggest that a
high degree of diagnostic precision and accuracy for “futility” is
possible. Illustrative examples of current state laws are provided in
Table 1. It can be argued that for some of these conditions,
interventions are not physiologically “futile” since the desired
effect can be achieved (i.e., mechanical ventilation to improve
oxygenation). In the ongoing absence of unanimity among
medical experts on the actual definition of “lethal” or “futile,”
difficulties in consistently applying this standard as part of a legal
framework for abortion exemptions will remain.

A NEW DIMENSION OF MORAL DISTRESS FOR NICU AND
PERINATAL HOSPICE CLINICIANS
Conscientious refusal amongst clinicians has long been a part of
the conversation on abortion [13, 14]. However, as the legal
landscape continues to evolve, the utilization of conscientious
provision, a federally protected right to choose whether to
participate in services based on moral objections or religious
beliefs, may become increasingly prevalent [13, 14]. Despite the
reversal of Roe v. Wade and subsequent laws banning or
restricting abortion in their state, some obstetricians continue to
provide abortion care, in order to protect their patient’s
reproductive autonomy, self-determination, and maternal

Table 1. Examples of abortion law restrictions for fetal anomalies, as of September 2023.

Floridaa “two physicians certify in writing that, in reasonable medical judgment, the
fetus has a fatal fetal abnormality”

Georgiab ““Medically futile” means that, in reasonable medical judgment, an unborn
child has a profound and irremediable congenital or chromosomal anomaly
that is incompatible with sustaining life after birth.”

Louisiana: “exclusive list of anomalies, diseases, disorders, and
other conditions that shall deem an unborn child “medically
futile“c

achondrogenesis; anencephaly; acardia; body stalk anomaly; campomelic
dysplasia; craniorachischisis; dysencephalia splanchnocystica (Meckel-Gruber
syndrome); ectopia cordis; exencephaly; gestational trophoblastic neoplasia;
holoprosencephaly; hydrops fetalis; iniencephaly; perinatal hypophosphatasia;
osteogenesis imperfecta (type 2); renal agenesis (bilateral); short rib
polydactyly syndrome; sirenomelia; thanatophoric dysplasia; triploidy; trisomy
13; trisomy 16 (fu1l); trisomy 18; trisomy 22; and “a profound and irremediable
congenital or chromosomal anomaly existing in the unborn child that is
incompatible with sustaining life after birth in reasonable medical judgment
as certified by two physicians that are licensed to practice in the State of
Louisiana”

Mississippid ““Severe fetal abnormality” means a life-threatening physical condition that, in
reasonable medical judgment, regardless of the provision of life-saving
medical treatment, is incompatible with life outside the womb.”

Utahe “If the unborn child has been diagnosed with a fetal abnormality that is
incompatible with life, at the time of the diagnosis, the physician shall inform
the woman, both verbally and in writing, that perinatal hospice services and
perinatal palliative care are available and are an alternative to abortion.”

West Virginiaf “The embryo or fetus is nonviable”
ahttps://m.flsenate.gov/Statutes/390.0111.
bOfficial Code of Georgia Annotated 16-12-141: Restrictions on the performance of abortions; availability of records; civil cause of action; affirmative defenses.
cLouisiana Emergency Rule: Department of Health, Office of Public Health. “Conditions that Shall Deem an Unborn Child “Medically Futile.” (LAC 48:I.401).
Effective Jan 27, 2023.
dMississippi Code § 41-41-191: 41-41-191. Gestational Age Act; legislative findings and purpose; definitions; abortion limited to fifteen weeks’ gestation;
exceptions; requisite report; reporting forms; professional sanctions; civil penalties; additional enforcement; construction; severability; right to intervene if
constitutionality challenged.
ehttps://le.utah.gov/xcode/Title76/Chapter7A/76-7a-S201.html.
fhttps://code.wvlegislature.gov/16-2R-3/.

A. Pyle et al.

629

Journal of Perinatology (2024) 44:628 – 634

https://m.flsenate.gov/Statutes/390.0111
https://le.utah.gov/xcode/Title76/Chapter7A/76-7a-S201.html
https://code.wvlegislature.gov/16-2R-3/


personhood [2, 15]. These clinicians consider abortion provision in
spite of legal restrictions to be a necessary form of professional
civil disobedience, declaring that to do otherwise is to threaten
the health and well-being of their patients.
Though there have not yet been cases published where the

provision of perinatal palliative care has been restricted, it is
possible that conscientious provision of these services may
become necessary if the government attempts to limit the
ethically appropriate management by neonatal-perinatal clini-
cians. When there is a neonatal patient with severely limited life
expectancy or an expectation of significant suffering and/or
morbidities based on the best medical assessment, and for whom
hospice care would be an ethically appropriate choice, then a legal
obligation to provide invasive medical interventions despite
parental wishes for hospice care, is at best ethically nonobligatory,
and at worst in opposition to the principle of non-maleficence
[16–18]. Research has shown that high-quality bereavement
services and palliative care improves parent and family experi-
ences through compassionate counseling, therapeutic commu-
nication, and shared decision making [19, 20]. Perinatal clinicians,
along with their hospitals’ legal and risk management teams, need
to proactively discuss their unique and shared approaches to
complex cases, including the possibilities of conscientious
objection and professional civil disobedience, which may decrease
distress in such cases with time-sensitive decision-making [15].
Although neonatologists and palliative care clinicians do not

directly provide abortion care and are not faced with restriction on
their ability to provide the full spectrum of reproductive care, the
entire interprofessional team might experience complex and
heterogeneous distress and ambiguity in the care of infants when
part of the family’s journey includes unsuccessful pursuit of
pregnancy termination. The context of these experiences is
politically and socially charged, further heightening the emotional
stakes for everyone involved. Examples of specific sources of
distress for clinicians involved in the perinatal and postnatal care
of families with restricted access to abortion include the
challenging work of supporting parents following live birth:
navigating end-of-life care or decisions about life-prolonging
interventions, parental guilt about having desired an abortion, or
parental requests for comfort measures only for conditions when
it is not ethically appropriate. Clinicians might feel a strong sense
of injustice related to patients lack of access to abortion care, or
discomfort in knowing that the parents sought to terminate the
pregnancy. Diverging, strongly held beliefs about abortion by
members of the care team might also contribute to clinician
distress. Adverse outcomes for pregnant patients, for example,
attributed to delays in delivery due to ambiguity about whether
the maternal condition was sufficiently life-threatening might also
contribute to clinician distress.
Rates of moral distress in the neonatal ICU have always been

high [21–23], due to the inherent complexities and uncertainties
of perinatal care, and failures in identifying and supporting value
differences between parents and providers [24, 25]. Moral distress
- the tension between knowing the morally correct course of
action while being unable to act upon this knowledge, is distinct
from an ethical dilemma, where there is uncertainty about the
correct course of action [26]. There is a scarcity of validated,
evidence-based interventions to decrease burn-out and moral
distress in the NICU. Availability of palliative care, psychosocial
support teams, and, in some cases, healthcare ethics consultation,
is critical to ensure that families, neonatal ICU staff, and trainees
are all well supported.

POSTNATAL HOSPICE CARE- NOT AN ALTERNATIVE TO
ABORTION
Prior to recent legislative activity, families and clinicians have
taken into consideration the severity of fetal anomalies, views on

quality of life, and other personal/familial factors to determine
prenatal care pathways, including abortion. Outside of the context
of later-stage abortions in certain states, prognostic certainty or
projected illness severity was not needed to justify the medical
procedure [27]. On the other hand, provision of hospice care to a
liveborn infant requires an ethical justification based on the
infant’s diagnosis, anticipated prognosis of less than 6 months of
life, and consideration of parental views on quality of life. In
addition to this nuanced ethical framework for hospice care
provision, neonatologists and perinatal palliative clinicians may
now increasingly face navigating care for liveborn infants whose
parents sought and were unable to obtain an abortion. Many
pregnant patients value the opportunity to incorporate prenatal
findings into their decision-making about pregnancy continuation
versus termination, but this could also be seen as supporting
ableism, with concerns for potential disability strongly influencing
reproductive decisions [28]. A more inclusive approach could
focus on providing information from the perspectives of
individuals living with disabilities, as well as from their families,
to provide the full picture of life for those with medical
complexity.
In situations such as the case discussed above with alobar

holoprosencephaly, parents may choose to pursue comfort-
focused care for their child after birth, with the support of
hospice services. However, it is flawed to assume that all parents,
even those who considered or unsuccessfully pursued pregnancy
termination, will choose to forego life-prolonging neonatal care
for infants with life-limiting conditions, or that non-intervention is
appropriate in all circumstances. Instead, multiple scenarios are
possible. One is that these pregnancies result in the birth of
infants whose lives are supported by medical technology at
parental request, whether their condition is better, worse, or
exactly as was anticipated before birth. The infant might have
other ongoing needs for support regardless of whether they
survive with chronic medical complexity. The emotional and
psychological outcomes for parents are difficult to anticipate, and
the subjective valuation parents place on these outcomes will
likely be highly variable and should not be assumed to be
uniformly negative. Parents might struggle with guilt from having
once considered a termination, or trauma due to the legal
odyssey of pursing an abortion, all while parenting a sick child.
Unfortunately, some parents might not be able to access
perinatal hospice care, either due to geographical or logistical
limitations, with 60% of all Americans dying without any hospice
care [29, 30].
A more ethically complex scenario is one in which the infant is

at risk for a shortened lifespan or complex medical needs (such as
in cases of myelomeningocele), but for whom hospice care is not
thought to be morally justified without further prognostic
certainty for a markedly poor outcome. If parents request comfort
measures for an infant who might otherwise survive with a low
risk of morbidity, clinicians will have to navigate nuanced
conversations about ethically obligatory vs permissible choices.
However, previous intentions for the outcome of a pregnancy are
not a relevant consideration for the ethically permissible course
of action for an infant. It is also important to note that the ethical
permissibility of perinatal hospice care does not necessarily
equate to moral acceptability of this option from the expectant
parent’s perspective, when compared to life-prolonging inter-
ventions. A spectrum of considerations, including that of undue
suffering for the infant after birth, emotional suffering and trauma
for the family, and health considerations for the pregnant patient
might have driven the decision to pursue abortion over the
choice for perinatal hospice. Lastly, those parents whose infants
died with hospice care might experience trauma and loss that
differs from what they may have experienced following a
pregnancy termination, even if hospice care was comprehensive
and compassionate.
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Case part 2
The pregnant patient introduced previously, carrying a fetus with
alobar holoprosencephaly, is now 22 0/7 weeks gestation. She
develops preterm rupture of membranes and subsequent
chorioamnionitis. This is a known risk factor for maternal sepsis,
which is a leading cause of maternal death worldwide [31].
Antibiotics are started but her lab work and clinical course are
concerning for ongoing infection, as well as new onset renal and
hepatic dysfunction. She lives in a state which allows abortion if it
is to “save the life of the mother.” The staff questions whether her
condition is sufficiently dangerous to meet criteria for the state’s
exception to the abortion ban, which would permit expedited
delivery. They delay delivery to seek input from their legal team
and clinical ethics consultation teams. While the hospital does not
have a written policy covering exceptions to the abortion ban,
they do have a written policy for shared decision-making
regarding resuscitation at the margin of gestational viability,
generally accepted as the period from 22 0/7 weeks until 24 6/
7 weeks. Consistent with other hospitals around the country
utilizing prognostic data from large national retrospective cohort
studies, the decision to resuscitate in this period falls within the
zone of parental discretion. For appropriately grown infants
without significant congenital anomalies, after extensive counsel-
ing parents may choose initiation of intensive care or hospice care
in the delivery room for periviable infants.

AUTONOMY OF THE PREGNANT INDIVIDUAL AND ETHICAL
FRAMEWORKS FOR PERINATAL DECISION-MAKING
In the setting of restrictive access to abortion, it is vital for
clinicians to continue to uphold a model of care which centers
decision-making on the autonomy of pregnant persons. Within
maternal-fetal dyads there are distinct and sometimes conflicting
interests for the fetus, pregnant person, dyad, and family.
Obstetric ethics describes fetal interests using the concept of
“fetus as patient;” one who could benefit from the care of a
physician should the pregnant individual choose to proceed [32].
This ethical framework highlights the dependent status of a fetus
on the pregnant individual and avoids assigning “personhood” or
independent moral and/or legal status to the fetus. It is widely
recognized by ethicists and clinicians that the rights of a pregnant
person to bodily autonomy outweigh the obligations of others to
enforce beneficence or nonmaleficence for the fetus [2, 33]. This
concept can be challenging to implement in complex cases and
clinicians should provide medical information, which is then
placed in the context of a family’s goals and values [34–36].
Respect for maternal autonomy relies on the foundation that the
pregnant individual is best situated to evaluate the risks and
benefits for the fetus and the maternal-fetal dyad, and
additionally has an ultimate right to bodily autonomy and
integrity [37].
Abortion bans have the potential to set a new precedent of

establishing fetal personhood (this term is used here to reflect a
being with independent moral and legal status), by which the
state may be able to increasingly regulate the actions of the
pregnant individual to protect the absolute or even relative well-
being of the fetus [38]. There is a significant risk for loss of trust
between clinicians (which can include obstetric or neonatal
providers presenting prenatal counseling) and their patients, if
there were to become a requirement to report any “less than
ideal” choices during a pregnancy. This disruption to the pregnant
patient’s ability to openly disclose health behaviors has the
potential to drastically limit the ability to provide relevant prenatal
guidance and support to those who need it [37, 39, 40]. For
neonatal clinicians providing antenatal counseling in states with
these potential regulatory changes, families might not feel safe
answering questions or sharing concerns about health behaviors
that can affect fetal development, such as substance use, which

will then adversely alter effectiveness of both prenatal counseling
and postnatal management [41].
While the medicolegal precedent for “life of the mother”

exceptions, resting on a foundation of maternal autonomy, has
previously been well established, ethical and legal challenges are
becoming evident following the Dobbs ruling and subsequent
state laws. Multiple cases have been reported on by the lay media,
as well as in newly published literature [42], where clinicians are
uncertain on when they can legally intervene to save a pregnant
woman’s life, as well as refusals to fill life-saving prescriptions used
to treat serious medical conditions, criminal charges against
women who sought medical attention for miscarriages, and cases
when the health of a potentially healthy twin fetus has been
compromised for the benefit of the twin that is not expected to
survive [43–45]. In these circumstances, the physical health of the
pregnant individual and her autonomy are placed secondary to
the rights of the fetus, in contradiction to the well-established
maternal autonomy standard.
In comparison, the ethical frameworks most commonly relied

upon by pediatricians, such as the best interest standard (BIS) or
the harm principle, cannot typically be applied in cases concern-
ing a maternal-fetal dyad, as the fetus is not the same as a
neonate, and a pregnant patient may have competing or even
incompatible interests with those of the fetus. In pediatrics, the BIS
directs surrogate decision-makers (typically the parents) to
maximize benefits and minimize harms to the child, whereas the
harm principle seeks to identify a threshold of harm below which
parental discretion is permitted and above which, there will be
outside (typically governmental) intervention to protect the child
[46–48]. In the case described above, delivery during the
periviable period is recommended due to premature rupture of
membranes and progressive intrauterine infection. One could
argue that it would be in the best interest of the fetus to prolong
gestation in order to decrease the risk for the life-threatening
complications of extreme prematurity, but maintaining a preg-
nancy with increasing risk to the mother also risks fetal health. It is
very difficult to balance potential harms in perinatal situations
marked by grave uncertainty, increasing risks of stillbirth or
neonatal death, and/or possible complications for the pregnant
patient. There are no easy answers here, and commonly applied
pediatric principles do not typically provide reliable guidance for
pregnant patients.
As was the case before the Dobbs decision, neonatal and

perinatal palliative clinicians generally have a supportive role in
obstetric decision-making. Typically, these teams provide prog-
nostic information to obstetric clinicians who might be weighing
the potential risks and benefits to the maternal-fetal dyad in
proceeding with delivery vs. continuing the pregnancy, as well as
provide anticipatory guidance and help to expectant parents with
decision-making for post-natal infant care, or in some cases about
obstetric decisions. A shifting legal landscape around maternal
autonomy and fetal personhood does not fundamentally alter
these responsibilities, and prognostic information provided by
those who will care for the infant is independent from obstetric
medical decisions about whether the pregnant patient’s condition
warrants life-saving delivery.

ETHICAL CHALLENGES IN PERIVIABILITY AND HOW IT RELATES
TO ABORTION
Evolving legal restrictions on reproductive care post-Dobbs have
the potential to impact other areas of shared decision-making, as
seen in the hypothetical case presented above. Due to high rates
of mortality and morbidity, the periviable period is one of the
ethically protected spaces wherein parents make life-or-death
decisions for their child after consultation with the medical team
[49–51]. The American College of Obstetricians and Gynecologists
(ACOG), the American Academy of Pediatrics (AAP), and other

A. Pyle et al.

631

Journal of Perinatology (2024) 44:628 – 634



societies emphasize the importance of the counseling process
during this challenging period [50–54]. A multidisciplinary
approach addressing considerations for the pregnant patient,
fetus, and family, and providing accurate, unbiased, understand-
able information to families is recommended. In this collaborative
approach, the parental values and goals of care, the current and
anticipated medical condition of the child, and any other relevant
considerations are taken into account when developing a care
plan [55–57].
Post-Dobbs, the legality of this approach is of increasing

concern. In the U.S., the best interest standard is based on
medical prognosis. The determination of futility for periviability or
medically complex conditions diagnosed prior to delivery, is often
subjective and rarely certain, requiring real-time assessment by
the medical team. For some, the existing Born Alive Infant
Protection Act (initially conceived as a measure to dissuade late
term abortion) and other laws being proposed, threaten to
supersede physician judgement and restructure the legal limit of
viability [58], by establishing personhood for any infant who
breathes, has a heartbeat, or any voluntary movement at birth,
and requiring the provision of standard of care to those infants.
However, standard of care and appropriate treatment options are
determined by available evidence, and not by the presence of
personhood; a framework supported by the AAP [59]. Though
clinicians understandably worry about being held criminally liable
for delivery room decisions during the periviable or neonatal
period, legal suits are very rare, with only 15 noted in a
retrospective review of all cases 1980–2016 [60].
The birth rate for medically complex infants might continue to

rise, due to state laws restricting reproductive autonomy.
Clinicians might face more high stakes decisions regarding the
resuscitation and care of critically ill newborns or those with
known severe anomalies. Currently, 18 states have “born alive”
protections which require utilizing “skills” to preserve the life of a
neonate, and many others have proposed similar bills [61]. These
laws could potentially require care to be provided to previable
infants and those with severely life-limiting conditions, regardless
of parental wishes or established standards of care [50, 62, 63].
Taken literally, bills mandating resuscitation for infants with a
severely life-limiting diagnosis or at the edge of gestational
viability erroneously assume that these interventions provide a
real chance of long-term survival and have minimal risk to the
neonate and family, which is untrue in many cases. These complex
and difficult decisions should only be made by the family with the
assistance of clinicians who have the knowledge and training to
understand the implications of interventions and navigate goals of
care [50, 63, 64].
When clinicians seek to understand the pregnant patient’s

wishes in situations of uncertainty, they are correctly respecting
the zone of parental decision-making [49]. This established
framework indicates that if a treatment is clearly beneficial, it is
obligatory to provide, and if parents wish to forego this
treatment, there should be legal and ethical review. Treatments
thought to be absolutely futile in a physiologic sense should be
withheld in all cases. Those treatments with an extremely low
likelihood of achieving the desired outcome, previously
described as physiologically futile, now frequently described
as “potentially non-beneficial” to avoid the emotionally charged
context around the term “futile”, offer some moral space for
parents to pursue them, if they are not expected to cause
excessive harm. During the periviable period, medical interven-
tions are of uncertain benefit and are thus permissible, but not
obligatory. While using a prognosis-based framework to
determine the zone of parental decision-making related to
periviability provides clarity, there are also inherent challenges,
including limits in the available data [64–68]. Ideally, a national
consensus should be reached as to the limits of parental
discretion at periviability that acknowledges the limitations of

using gestational age alone as an anchor for decision-making,
and parents should always be given honest information to help
guide discussions and discretion as to how involved they wish to
be in decisions [69].
The hypothetical case above, with fetal holoprosencephaly, has

the added dimension of a serious congenital anomaly. Anomalies
that co-occur with extremely preterm birth generally make it
difficult or impossible to provide accurate, epidemiologically
derived prognostic information for expectant parents, and require
reconsideration of the spectrum of choices being offered. If the
infant has a condition for which perinatal hospice was offered
when term birth was anticipated, this option remains an ethically
permissible option in the setting of prematurity; however, preterm
birth might require thoughtful revision of the birth plan. In some
cases, a congenital anomaly with a good prognosis for term
infants might impart a considerably worse prognosis for preterm
infants and widen the zone of parental discretion. Finally, in some
cases, the additive effects of a congenital condition and
prematurity might significantly decrease the success of resuscita-
tion at preterm gestational ages otherwise considered to be
“viable”, moving this option towards impermissible. The
impermissible-permissible-obligatory (IPO) framework provides a
spectrum to help providers determine the zone of parental
discretion in such contexts [69].

CONCLUSION
Restricted access to elective and medically indicated pregnancy
termination has significant downstream effects on pregnant
patients, infants, families, and healthcare teams as well as non-
trivial impacts on postnatal care and psychosocial outcomes.
Clinicians who already experience a heavy burden of moral
distress are likely to face additional stressors as they face new
challenges created by lack of access to pregnancy termination for
fetal anomalies, and complex scenarios following live births,
especially those at the margin of gestational viability. As the legal
landscape continues to evolve, healthcare systems need to
proactively use well established ethical frameworks to create
consensus guidelines for these complex cases and build up
resources across the spectrum of perinatal and neonatal care.
Clinicians must familiarize themselves with current legal nuances
in their state, and hospital ethics committees and legal teams
should work with the medical teams, to provide clarity and
support needed for the provision of medically appropriate care.
Palliative care and psychosocial support services will be especially
critical in mitigating the impact of limited access to the full
spectrum of reproductive healthcare, so hospital systems should
dedicate the necessary funding to improve the provision of these
critical resources.
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