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ASSESSING THE AAP’'S NEW
GUIDANCE FOR CHILDREN
WITH TRISOMY 13 AND 18

Robin Pierucci, MD
D espite mounting evidence to the contrary, babies with trisomy

13 and 18 are still routinely—and erroneously—labeled as

“incompatible with life.” Thus, a new statement from the
American Academy of Pediatrics (AAP), “Guidance for Caring for
Infants and Children with Trisomy 13 and Trisomy 18: Clinical Report,”
has changed the landscape in its defense of this population receiving
active medical treatment.! Previously, these babies were “rarely spon-
taneously offer[ed] the option of assessment, standard resuscitation,
stabilization, and evaluation.”? The new A AP article not only supports
evaluating and stabilizing these children, it defends substantial medical
interventions such as cardiac surgery and tracheostomy—interventions
that have typically been withheld from this patient population. Yet,
as supportive as the new AAP recommendations are, they also assert
that “exclusive comfort care remains a morally acceptable choice that
ought to be offered to all parents of infants with confirmed or strongly
suspected T13/T18.”?

While the new medical recommendations offer a genuine change
on behalf of the trisomy 13 and 18 patient populations, the AAP guid-
ance’s simultaneous embrace of comfort care prior to evaluating and
stabilizing the newborn, displays a disability bias against these infants
which threatens their survival.

Trisomy Friendly Recommendations

he new AAP guidance for caring for children with trisomy 13

and 18 recognizes several medical and moral truths. Far from
being futile, the AAP states that evidence indicates life sustaining
interventions such as: cardiac surgery, mechanical ventilation, airway
stabilization via tracheostomy, and gastrostomy tube placement,
have been beneficial. Therefore, “there are no ethical justifications”
for denying these children treatment “based solely on these genetic
diagnoses.”* Instead, clinicians are advised to evaluate how a potential
treatment could affect an individual patient in the larger context of a
likely complex medical situation and the family’s values.

For parents to receive the consistent, accurate information necessary
for informed consent, the entire medical team (such as doctors, nurses,
genetic counselors, radiology technicians) need to know that interven-
tions such as airway stabilization and a variety of surgeries can potentially
benefit these babies. No one is denying that these children may have lim-
ited lifespans or that their conditions are frequently medically complex;
however, life sustaining interventions (LSIs) may exist and the newborn
needs to first be stabilized and evaluated. This may seem self-evident, but
newborns with a prenatal diagnosis of T13 or T18 have not automatically
been the recipients of the Neonatal Resuscitation Program’s (NRP) uni-
versally recommended assessment and intervention protocol.” Without

being stabilized and evaluated, infants prenatally diagnosed with Trisomy
13 or 18 risk death resulting from a self-fulfilling prognosis.® As noted by
the AAP, in contrast to the bleak portrayal of a life defined by unremitting
suffering, “social media is now replete with images of smiling survivors
who experience joy and are beloved children and siblings”” The new
AAP article reminds us that these children experience and inspire love.

Another victory for this patient population is the call for institutional
accountability. The AAP acknowledges that only some hospitals are
known as “trisomy friendly”’® This is problematic due to the “principle
of justice [which] requires consistency in offering or denying specific
medical interventions for all children, including those with T13/T187°
A child’s life should not depend on whether the nearest hospital happens
to be trisomy friendly. Neither genetic diagnoses nor disabilities render
a life meaningless or unworthy of living.

If indicated LSIs are not available at a given facility, then transfers
to other institutions should occur and be covered by insurance, exactly
as would be the case for all other children. The AAP now states, for the
T13/18 population—and this should be extended to all genetic diag-
noses—denial of services based purely on chromosomal arrangement
is medically and ethically wrong.

Being “trisomy friendly” is greater than a single physician or
treatment option. In addition to a physician who is willing to offer a
medical intervention, there is an entire care team that also needs to be
on board. The medically complex patient population requires follow-up
clinics staffed by not only doctors and nurses, but also a wide variety
of personnel including but not limited to therapists, pharmacists, and
nutritionists. Nurse navigators often assist the complicated dance
between specialists, while also weaving in medical social workers, case
managers, and child life specialists. A trisomy friendly team helps both
the child and their family thrive.

However, before any child is born, there is a pregnancy that needs to be
navigated. The AAP recognizes a need for planned coordination amongst
subspecialty consults and the prioritization of care for the entire child. To
achieve this goal, they recommend “identifying a designated longitudinal
health professional”*® This role can be fulfilled by medical professionals
from within the hospital as well as groups from outside that are dedicated
to helping families through the trauma of a prenatal diagnosis. Examples
of these dedicated groups are Be Not Afraid (benotafraid.net), Journey of
a Lifetime (website under construction), and Navigating Fetal Concerns
(fetalconcerns.com). Medically complex children never exist in isolation;
their parents should not either. When we care well for these families, it is
medical care at its finest.

Concerning Issues

he AAP states, “at the heart of the ethical debate about whether LSIs.....
are appropriate for infants with T13/T'18 are the questions of whether
the potential benefits of these interventions outweigh their burdens, and
who should make that determination”” "' Weighing benefits and burdens of
any medical intervention is essential to sound medical decision making, but
itis not “at the heart” of the issue. The more basic and essential underlying
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tenet is that all human beings have intrinsic value; all of them. Our inherent
sacredness is why calculating the benefits vs risks of any proposed treatment
is mandatory. Essential to Catholic ethical medical decision-making is the
core understanding that a human being is never futile; however, a proposed
treatment could be.

Because the AAP misidentifies the core issue, they leave open the
door for what St. Pope John Paul IT describes as misplaced beneficence. He
explains that in the face of anguish, “the temptation becomes all the greater
to resolve the problem of suffering by eliminating it at the root, hastening
death”"? He further explains, “gently” ending a life “might seem logical
and humane, [but] when looked at more closely is seen to be senseless
and inhumane?” Additionally, when the need to support life is based on
the criteria “of productive efficiency;” then a “hopelessly impaired life no
longer has any value” " Alternatively, as stated in the Ethical and Religious
Directives for Catholic Health Care Services (ERDs), “Catholic health care
ministry is rooted in a commitment to promote and defend human
dignity; this is the foundation of its concern to respect the sacredness of
every human life”*

When medical care’s foundation is something other than the intrinsic
value of everylife, the offer of misplaced beneficence becomes increasingly
possible. This is exemplified by the AAP stating, “exclusive comfort care
remains a morally acceptable choice that ought to be offered to all parents
of infants with confirmed or strongly suspected T13/T187" The AAP
does not define comfort care, but Janvier does; it means “no interventions
to prolong life”*® Her data demonstrates with statistical significance that
infants with prenatal diagnoses of Trisomy 13 and 18 have lives that are
statistically shorter than those diagnosed after birth. The same is true for
those who agree to comfort care/palliative care prior to birth compared
to afterwards. The study found that “children with a prenatal diagnosis
and a decision for palliative care generally received, at most, warmth, and
sometimes sedative and analgesic medications, whereas children with a
postnatal diagnosis had a variety of interventions. It seems that palliative
care, for children with prenatal diagnosis, is directed to a goal of having as
short a survival as possible”"”

The findings from Janvier et al. are consistent with others who
have also found that a prenatal diagnosis can become a self-fulfilling
prognosis.'® In the transition from intrauterine to extrauterine life,
babies with normal chromosomes can require supported breaths or
oxygen. When a newborn’s chromosomes are unknown, it would be
unthinkable to withhold such basic stabilization, yet when T13/18 are
prenatally diagnosed, the same symptoms are left unaided. Similarly,
zero babies who are left unfed will survive, yet “comfort care” protocols
routinely omit a plan for feeding.

A New Opportunity

he new AAP article recognizes that “the diagnosis [of T13/18]

alone should not categorically preclude offering therapies that
could potentially prolong life”'* The paper offers clear recommenda-
tions for perinatal care coordination, potential therapeutic interven-
tions, and discharge planning. However, the AAP simultaneously
supports “exclusive comfort care”* as morally acceptable prior to an
in-person assessment. This fails to medically provide newborns with
confirmed or suspected T13/18 equivalent medical care as all other
newborns, and it ethically fails to recognize life as inherently valu-
able. Because all human lives are sacred, every person has the right
to be individually assessed and not treated as a diagnosis. There is no
diagnosis that negates our humanity.

After birth, it may become rapidly clear that being lovingly held
in the parents’ arms is the best care a baby can and should receive.
However, a preemptive plan to not intervene creates a self-fulfilling
prophecy of death sooner than later and fails to provide parents

information regarding possible interventions. Substituting comfort
care for information about possible treatment before assessing the baby
in-person violates obtaining true informed consent. Contrary to what
was previously thought, children with trisomy 13 and 18 have lives that
are meaningfully lengthened when provided LSIs. We know that not all
will be appropriate candidates for certain medical interventions, and
not all will respond to what we have to offer. Yet, regardless of their
lifespan, children with T13/18 have lives worth living, and that—not
the order or number of their chromosomes—qualifies them to receive
compassionate, medically excellent care.

Dr. Robin Pierucci, MD, MA is a retired neonatologist and the
founder of Navigating Fetal Concerns.
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ON THE AAP STATEMENT ON

VACCINE EXEMPTIONS

John M. Grondelski

he American Association of Pediatrics (AAP) published a
Policy Statement, “Medical vs. Nonmedical Immunization
Exemptions for Child Care and School Attendance” (here-
inafter, the “Statement”) in the August 2025 issue of Pediatrics.! The
Statement urges elimination of exemptions from compulsory vac-
cination requirements for school attendance and child care except
for medical contraindications. It specifically advocates eliminating

religious or philosophical exemptions.

The AAP Argument
AP notes that all American states currently have vaccination
requirements for enrollment in public schools and child care



facilities, many also applicable to private schools. They are justified on
public health grounds: successful containment of community transmis-
sion of vaccine-preventable diseases (VPD) requires an immunization
rate of 90-95 percent of the population (p. 74). The Statement claims such
regimes prevent large-scale illness and death, reducing medical costs.
Vaccination regimes usually permit two kinds of exemptions: medi-
cal and nonmedical. Medical exemptions from a particular vaccine are
granted when contraindicated for a specific patient, for example, for
adverse or allergic reactions or because of another medical condition
(e.g., immunosuppression in organ transplant recipients). Medical
exemptions can be temporary or permanent, with many states requiring
periodic revalidation of the former. AAP supports medical exemptions
in part because “when granted appropriately, [they] typically do not have
asignificant impact on overall community vaccination coverage” (p. 74).
Nonmedical exemptions typically involves religious, philosophical,
or conscientious objection claims. Five states (California, Connecticut,
Maine, New York, and West Virginia) recognize no non-medical exemp-
tions. Forty-five states allow nonmedical religious exemptions. A smaller
number allow exemptions for philosophical, personal, or conscientious
objection reasons. AAP contends how states apply them varies broadly.
AAP’s arguments against nonmedical exemptions include:

No “major world religious traditions ... preclude adherents
from being vaccinated” (pp. 74-75). Some even regard vaccina-
tion as an act of charitable love of neighbor (the footnote refer-
ences Pope Francis's 2022 assertion that the COVID vaccina-
tion was a ““moral obligation™).” It asserts “small communities
or individuals” sometimes reject vaccination “independent(ly]
from antecedent scriptural or doctrinal traditions” (p. 75).

State hesitation to interfere with diverse free exercise of reli-
gion claims, which “can substantially limit the public health
value of vaccine requirements for school attendance” (p. 75).
States’ inability fairly to adjudicate such claims in practice leads
“inevitably to disparities in immunization coverage and schools
that are less safe” (p. 75). “Geographic clusters” where “families
with similar sociocultural beliefs often live near each other or
attend the same schools” (p. 75) magnify that effect, increasing
the potential for VPD “outbreaks” that can spread more broadly.

AAP claims that there is a solid and consistent legal basis for vac-
cination requirements, including Supreme Court cases affirming them.
It admits that in recent years these precedents have been challenged
but opines they are “rarely successful” although “remain[ing] a threat
to maintaining high vaccination coverage in the United States” (p. 76).

Turning to “ethical justification[s],” the AAP admits its Statement
implicates numerous principles, including “personal autonomy and
parental authority” as well as “communal responsibility and equity.”
It quickly pivots from “a comprehensive discussion of these issues” to
address “some ethical arguments that ground” the Statement (p. 76),
focused on “parental authority”

“Parental authority” is “important” but is also “constrained in
various ways,” primarily, to ensure the child’s welfare. It intersects with
“the state’s interest in protecting school communities” with immuniza-
tion requirements being a “reasonable strategy” to balance those two
areas, says AAP.

Without using the word, AAP concludes that parents who will
not submit to immunization requirements can homeschool, an option
the AAP implicitly treats as inferior because it denies children the
“benefit[s of] ... group educational contexts” and ancillary, school-
based services like meals and afterschool childcare. It deems them nec-
essary “trade-offs” that balance “a safe school environment and protect
parental authority” (p. 76, emphasis added), “Fundamentally, policies
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that make immunization a uniform condition of school attendance
and permit only medical exemptions are an equitable choice that strike
optimal balance between parental authority and public safety” (p. 76).

The Statement concludes with seven Recommendations that:
endorse mandatory immunization requirements for school attendance
and child care; urge “equitable, timely access” to vaccines as social policy;
support temporary medical exemptions for some students; urge total
elimination of nonmedical exemptions and ensuring remaining medical
exemptions are “appropriate and evidence based” (p. 77); recommend
pediatricians counsel parents against nonmedical exemptions and not
participate in them; suggest child care facilities, schools, and local health
departments be more rigorous in maintaining immunization compli-
ance records; and suggest broad dissemination of immunization rates
at such facilities and the risks arising when they decline.

Objections from a Catholic Perspective

aul Ramsey’s 1970 book, The Patient as Person,’ was in many ways a

Copernican revolution in bioethics. It displaced a physician-centric
vision of the patient as bearer of pathologies soliciting an “expert’s”
ministrations with a holistic patient-centric vision of the patient as
a person who is bearer of rights and the primary determiner of his
health care. Secular bioethics reinforced this perspective by emphasiz-
ing patient autonomy as a core pillar of that discipline.* Nazi medical
experiments on prisoners demonstrated the downside of compelled
submission to medical interventions.’

An integral vision of the patient qua person must start from a
holistic vision of the person. The AAP Statement undermines that
vision. In practice, it dismisses any measure of a person’s “wellness”
besides immunity against VPDs. It is the classic instantiation of a
materialist, logical positivist reduction of reality to what is quantifiable,
measurable, and observable.

A holistic vision of the person cannot ignore a person's mnoral health,
which surpasses mere personal self-opinion. Classical philosophy recog-
nized that doing evil does not just cause bad in the world; it also causes
bad in the doer. Doing good and avoiding evil is the first principle of
practical reason, known to all persons irrespective of religion. That prin-
ciple is not confined to avoiding physical evils, such as VPDs. It applies
above all to moral evil, against which conscience is the normal guardian.
While participation in what one deems evil can be forced upon a person
(thereby diminishing if not even removing his moral culpability), a person
or society that employs such practices does violence to the person and
can hardly be called just. A person has inalienable rights, even against
the larger community.®

The Statement frequently operates out of a utilitarian mindset: the
numerical greater good justifies truncating personal rights and margin-
alizing people socially. Even with medical exemptions, the Statement
focuses more on the negligible size of the medically exempted cohort not
endangering overall vaccination levels while minimizing the potential
medical harm a vaccine might cause a particular person.

One of the most important ways a person expresses his personhood
is through his will. That is why, ordinarily, a person’s “acting with oth-
ers” should be the result of a free choice deriving from persuasion, not
conformity driven by compulsion.” Downgrading conscientious objec-
tion undermines that principle, even among Catholics. Pope Francis's
endorsement of COVID shots as a charitable act cannot negate individual
conscience. Declaring X “evil” may be exhaustive, but in most instances
calling Y “good” can only make it recommended, not compulsory. The
Statement misses that subtlety.

The Statement also disregards history. Yes, the development of
immunization was a human civilizational advance, but one cannot ignore
Americans’ experience with COVID and the ensuing vaccine mandates
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that threatened people with unemployment and social exclusion. Pushed
in the name of public health and science, those mandates ran roughshod
over patient autonomy and ethical concerns, including concerns about
vaccines from abortion-derived stem cell lines and the innovative (i.e.,
experimental) nature of those mRNA vaccines. The narrative justifying
those shots shifted. In many places, the mandates were repealed more
quickly by popular nullification than formal change.

Against that background, there is no denying that credibility of
claims made in the name of public health was damaged. When bio-
ethicists expand such claims to encompass global concerns, even greater
suspicion of the public health label emerges. Consider the proposal by
two bioethicists to genetically modify ticks to expand the environments
in which they might spread Alpha-Gal Syndrome (digestive intolerance
of red meat) to humans. They recommend it in the name of the “public
health” of the environment.® Instead of repairing that public credibility
problem, the AAP simply doubles down on the mandate.

Finally, while the courts have not (yet) chipped away at manda-
tory vaccination, the Statement disingenuously ignores their growing
receptivity to free exercise claims. Remember: Buck v. Bell, which
asserted the principle of compulsory vaccination could encompass
eugenic sterilization, was never formally overruled.” This fall, the
Supreme Court may hear a case over denial of free exercise claims by
New York City teachers refused religious exemptions and then fired
for not taking COVID shots.! It also includes executive action, such as
the Department of Health and Human Services pressing West Virginia
to adopt religious exemptions."

All things considered, the general principle of having children
immunized when attending school is sound. How AAP wants to do
that—and its tolerance of “collateral damage”—is the problem.

John M. Grondelski, PhD, is the former assiciate dean of the School
of Theology at Seton Hall University in South Orange, New Jersey.
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