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monogenic conditions: an Ethics
Committee Opinion
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Patient requests for transfer of embryos affected by monogenic conditions linked to serious health-affecting disorders detected in pre-
implantation testing are rare but do exist. This opinion sets out the possible rationales for a physician’s decision to assist or decline to
assist in such transfers. The Committee concludes that in most clinical cases, it is ethically permissible to assist or refuse to assist in
transferring such embryos. However, in circumstances in which a child is highly likely to be born with a life-threatening condition
that causes severe and early debility with no possibility of reasonable function, the transfer of such embryos is ethically problematic
and highly discouraged. (Fertil Steril� 2025;-:-–-. �2025 by American Society for Reproductive Medicine.)
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KEY POINTS
� Preimplantation genetic testing for monogenic conditions (PGT-M) can be used to investigate the genetic composition of pre-
implantation embryos. Patients whose embryos undergo such testing should be informed about the potential uncertainties of
this technique, including the possibility of variable penetrance and indeterminate or not fully predictive results.

� Patient requests for the transfer of embryos with known monogenic conditions are rare but do occur in the clinical setting,
predominantly in cases where no unaffected embryos are available for transfer.

� Valid and reasoned arguments exist to support physicians as they decide to either assist in transferring an embryo with a
knownmonogenic condition or decline to assist in such transfers. Principles of reproductive liberty, physician autonomy, pro-
fessional conscience, nonmaleficence, procreative beneficence, and child welfare are potentially invoked in decision-making
in this area.

� Many genetic conditions produce highly variable phenotypes, and variants of uncertain significance may or may not result in
offspring with clinically significant findings. This uncertainty underscores the importance of robust counseling to support
individualized decision-making, rather than reliance on categorical directives once a genetic variant is detected.

� In circumstances in which a child is highly likely to be born with a life-threatening condition that causes severe and early
debility with no possibility of reasonable function, it is ethically acceptable for a physician to decline a patient’s request to
transfer such embryos. Physician assistance in transferring embryos in this category is ethically problematic and, therefore,
highly discouraged.

� In circumstances where a child is highly likely to be born with a condition that is treatable or effectively manageable through
medical interventions, it is ethically acceptable for physicians to transfer such embryos on patient request. Refusals to transfer
embryos in this category also fall within appropriate ethical boundaries so long as they are made and applied in a manner that
does not discriminate against the patient on any basis.

� Physicians are strongly encouraged to refer patients to experts such as genetic counselors, mental health professionals, and
clinicians specializing in the specific genetic condition to help them understand the potential risks of transferring affected
embryos.

� Physician counseling at the outset of treatment should address the patient-specific prognosis for achieving unaffected em-
bryos through in vitro fertilization when used with PGT-M and convey that not all patients undergoing PGT-M will have un-
affected embryos available for transfer.
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� Fertility centers should have clear policies regarding whether they will transfer embryos that carry known or potentially
health-affecting genetic results.

� Information regarding a practice’s policies surrounding whether they will transfer affected embryos should be made available
to patients before they decide whether to pursue PGT-M.
T he burgeoning field of preimplantation genetic testing
(PGT) for monogenic conditions (PGT-M) enables pro-
spective parents to screen their preimplantation em-

bryos for specific conditions for which they are at risk,
information that can both aid in and complicate their repro-
ductive decision-making. Sophisticated diagnostic tech-
niques can currently detect hundreds of genetic variants
whose health impacts range from benign to lethal (1). Results
of PGT-M include the detection of genemutations that always
lead to disease (i.e., genetic mutations that cause Tay-Sachs
disease), genetic variants that increase disease susceptibility
(i.e., breast cancer associated variants), diseases with variable
penetrance (i.e., Huntington disease), and variants of un-
known significance (VUS).

Generally, patients who use these genetic technologies do
so to prevent the birth of a child at risk of carrying a health-
affecting condition. Preimplantation embryos identified to
carry such conditions are typically not selected for transfer
into the uterus but instead donated for research or discarded.
In some cases, the only embryos available for transfer are
affected by the genetic condition and represent the intended
parent(s)’ only chance of having genetically related offspring
(2). There may be rare cases in which intended parents inten-
tionally seek to transfer embryos affected with a genetic con-
dition that one or both intended parents carry (3, 4). The
discovery of and request for transfer of PGT-M-positive em-
bryos is likely to result in the birth of offspring with health-
affecting conditions, which poses ethical dilemmas for physi-
cians and their staff, patients, and society (5, 6).

This opinion discusses the difficulties and complexities
surrounding decision-making once an embryo screens posi-
tive for a monogenic condition via PGT-M. It discusses at
least four separate interests that are potentially invoked
when a patient requests the transfer of such affected embryos,
including the patient’s reproductive autonomy, welfare of any
resulting offspring, physician’s professional conscience, and
impact on third parties, including the patient’s family as
well as the larger society. These interests are considered in
an ethical analysis that sets out arguments for both honoring
and declining these patient requests.
DETECTION OF POSITIVE GENETIC RESULTS IN
EMBRYOS
Motivations for PGT-M testing may vary; however, most in-
tended parents elect to use this technology to avoid the trans-
fer of embryos that are found to be positive for the condition
being screened. Preimplantation genetic testing for mono-
genic conditions may also be used as a ranking tool, often
in cases where the genetic variant is associated with adult-
onset disease or variable penetrance. Although, in some in-
stances, PGT-M can provide patients with definitive results
in which positive findings always lead to disease, there are
many situations in which the cause and effect are not as clear
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cut. In the latter case, careful counseling regarding the range
of potential outcomes and the lack of certainty is critical.

Although most patients whose embryos test positive for a
significant health-affecting genetic finding choose not to
transfer them, some patients will request that such embryos
be transferred, even when counseled about the near certainty
that any resulting children will be affected by the condition.
Three potential reasons for such requests are as follows: the
affected embryos are the only embryos the intended parent(s)
have available for transfer, such that they represent their only
opportunity for genetic parenthood; the intended parent(s)
has religious or other beliefs that inform their desire to trans-
fer all embryos regardless of the future health status of any re-
sulting children; and the intended parents or their family
member(s) is/are affected by the genetic condition, and they
do not wish to avoid rearing children with these same charac-
teristics. Request for PGT to conceive a child who is affected
by a specific genetic condition (in contrast to avoiding the
transfer of such embryos) is known as ‘‘intentional diminish-
ment’’ (6, 7). These types of scenarios have been described
over the past several decades, usually involving intended par-
ents at risk of having children with hearing loss or achondro-
plasia (8). In the rare cases in which a specific genetic
condition is intentionally sought, patients are likely to have
discussed this reproductive plan with their physician, giving
them an a priori opportunity to consider whether to assist
or decline to assist in their reproductive efforts. Patients
whose religious beliefs or other values would guide them to
seek transfer of all resulting embryos are not likely to pursue
PGT. Overwhelmingly, requests to transfer embryos with pos-
itive genetic results fall under the first of these three scenarios.

No specific formal law in the United States governs the
transfer of embryos with positive genetic findings. Survey
research and anecdotal reports suggest that such requests
are made by a very small number of patients, and clinics
vary in their willingness to accommodate such requests. In
the only published survey of genetic testing practices in US
fertility clinics, four clinics reported that they offer PGT to
select an embryo for the presence of a genetic condition (3).
Law and policymakers outside the United States have issued
formal regulations on the acceptability of transferring em-
bryos with known health-affecting conditions. In the United
Kingdom, the Human Fertilisation and Embryology Authority
generally prohibits the selection of an embryo known to
‘‘have a gene, chromosome or mitochondrial abnormality
involving a significant risk that [the child] will develop a
serious physical or mental disability, a serious illness, or a
serious medical condition’’ (9). An exception, however, is
made where there is no other embryo suitable for transfer;
in such cases, the transfer of such an embryo is permissible.

Assisted reproductive technology (ART) clinics that offer
PGT-M should be aware of the range of choices their patients
may seek to make, both in requesting genetic analysis and in
seeking subsequent transfer of their embryos. They are
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encouraged to develop and make written policies regarding
the testing and transferring of embryos available to patients
before treatment, especially when those policies preclude pa-
tients from transferring affected embryos. Developing policies
that best reflect a clinic’s preferred approach can be complex
and challenging. In developing transfer policies, clinics
should research and consider the most up-to-date data sur-
rounding the availability and accuracy of genetic testing
technologies. This document discusses some of the clinical
uncertainties that impact decision-making surrounding em-
bryo transfer. It then sets out some of the arguments that
could inform a physician’s decision to assist or decline to
assist in transferring embryos with positive genetic testing
results.
THE IMPACT OF CLINICAL UNCERTAINTY IN
GENETIC TESTING OF EMBRYOS FOR
MONOGENIC CONDITIONS
Outcomes following the transfer of affected embryos can be
variable for several reasons. Some diseases have variable
expression and severity. Nonsyndromic hearing loss and
deafness are examples of such a disease. Other diseases,
such as Huntington disease, will always be expressed; howev-
er, the age of onset will vary. For cancer predisposition syn-
dromes, carrying the genetic variant is not correlated with
disease certainty but instead confers an increased risk of
developing one or more cancers.

Furthermore, the increased use of genetic testing in med-
icine has led to patient requests for PGT for VUS. Although
determining the appropriateness of PGT for the detection of
VUS is outside the scope of this document (1), it is important
to recognize that the clinical utility of PGT in these cases is
less certain because the phenotypic associations are not as
clearly associated with the genetic findings. Requests for the
transfer of PGT-M positive embryos in such cases require
careful review, optimally in consultation with a genetic coun-
selor or other medical genetics professional, to better under-
stand the potential health outcomes of resulting offspring.
Decisions regarding VUS may evolve as more information is
available regarding their expression and whether they are dis-
ease-causing.

Research may be lacking regarding genotype/phenotype
associations of various genetic findings. When evidence-
based clinical recommendations are not available for a given
genetic finding, physicians may require assistance to opti-
mally counsel their patients. Arguments for and against
transferring genetically affected embryos cluster around a
host of factors, including whether other embryos are deemed
unaffected in the cohort under consideration. What follows is
a framework for developing clinic policies to either assist or
refuse to assist in transferring such affected embryos.
ARGUMENTS FOR HONORING PATIENT
REQUESTS FOR TRANSFER OF AFFECTED
EMBRYOS
Arguments for honoring patient requests to transfer embryos
with positive genetic testing results dwell primarily, although
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not exclusively, in the realm of reproductive liberty and
patient autonomy. Described more fully in the following,
these positions may be labeled by their governing value:
reproductive liberty; equal protection; and preemptive dispo-
sitional authority.

The importance surrounding patient autonomy and
reproductive liberty in the practice of reproductive medicine
has long guided patient/physician relationships in this field.
This Committee acknowledges that some requests for assis-
tance in reproduction may include features that are material
to a patient’s decision-making for deeply private reasons
and deserve respect. Parents who request transfer of affected
embryos may so choose because it is their only opportunity
for biologic parenthood, or they are willing to rear a child
with a medical condition, or they desire a child who reflects
their own health experience, or they are unwilling to discard
embryos or donate them for research. Each of these rationales
is compatible with the exercise of reproductive liberty, and in-
fringements by physicians should generally be avoided. How-
ever, this does not imply that physicians are obligated to
transfer affected embryos, so long as their refusal to accom-
modate such requests is performed unbiasedly and communi-
cated to the patient before proceeding with treatment.
Accordingly, robust protection of reproductive liberty may
be particularly vital in the disability community where
discrimination and barriers to ART access have been previ-
ously documented (10).

Applying an equality model lens, an argument arises that
physicians, governments, and society should make no
distinction in the treatment of fertile and infertile prospective
parents. Just as fertile individuals are free to conceive and
give birth to a child with serious, even lethal, health condi-
tions without third-party interference, individuals who seek
or require assistance in reproduction should likewise enjoy
this same freedom. The notion that specific individuals should
be prohibited from reproducing or forced to terminate
ongoing pregnancies because their offspring are deemed ‘‘un-
worthy’’ of participation in the human race is deeply repug-
nant to our contemporary values, harkening to long-
rejected eugenics-era tenets (11). Treating all prospective par-
ents and their potential offspring as equally worthy is consis-
tent with honoring patient requests to transfer embryos with
positive genetic results.

An additional argument rests on the issue of who pos-
sesses dispositional authority over preimplantation embryos.
Embryos awaiting possible transfer are, by definition, extra-
corporeal and, thus, theoretically subject to claims of control
by the intended parents, progenitors (in the case of gamete
donation), or clinic personnel. Although disputes between in-
tended parents and physicians as to the disposition of em-
bryos are rare, in at least one case, a court awarded
complete control to the intended parents, deeming the fertility
clinic to occupy the role of bailee whose sole responsibility
was to exercise reasonable care over the bailment subject
(12). Applying this holding to instances where the wisdom
of transfer is disputed, patients could assert their superior
dispositional authority over the embryos in question. Howev-
er, this would not obligate any individual physician to
perform the embryo transfer.
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Arguments in favor of honoring patient requests for
transfer of affected embryos can gain and lose in strength de-
pending on a host of clinical factors, including whether other
unaffected embryos are available for transfer, whether the
child is highly likely to be born with a life-threatening condi-
tion that causes severe and early debility with no possibility of
reasonable function, whether the intended parents are
desirous of raising a child with conditions similar to them-
selves or their families, and whether the intended parents
are in accord with each other about the appropriateness of
transfer. Physicians who agree to honor patient requests for
transfer of affected embryos should discuss the limits, if
any, of their willingness to provide treatment as well as the
expected health complications a resulting child may experi-
ence. This latter duty can be fulfilled by referral to a specialist
trained in the particular condition at issue. Additionally, ge-
netic counseling should be offered when there is a potential
for phenotypic variability.
ARGUMENTS FOR DECLINING PATIENT
REQUESTS FOR TRANSFER OF AFFECTED
EMBRYOS
Arguments for declining patient requests for transfer of
affected embryos focus on the principles of physician auton-
omy and professional duties and the welfare of ART offspring.
Another considered factor is the possibility of incurring legal
or professional liability in the future for assisting a patient in
a way that harms another. The governing values that
comprise these arguments may be summarized as follows:
physician autonomy and professional conscience; reproduc-
tive nonmaleficence; procreative beneficence; offspring and
societal well-being; and liability avoidance.

The concept that a physician is free to determine whether
or not to enter into a doctor-patient relationship with a pro-
spective patient is embedded in medical ethics and health
law. The American Medical Association recognizes physician
autonomy in the selection of patients as a basic principle of
medical ethics (13). Even once a relationship is formed, phy-
sicians are not obligated to meet every patient’s demand, with
particular examples arising in the context of nonbeneficial
treatment or treatment that harms another.

Furthermore, physicians’ values, personal backgrounds,
and professional experiences—informing their professional
conscience—may counsel against transferring a particular
embryo even in the face of a patient’s firmly held desire to
do so. Exercises of physician autonomy and professional con-
science that are nonarbitrary and do not discriminate against
the patient on any basis and that can be accomplished without
inflicting harm or abandonment on the patient should be
accommodated. Solutions may include transferring the pa-
tient to another willing provider or transferring the affected
embryo(s) to a clinic ready to facilitate the requested transfer.

The precept of reproductive nonmaleficence describes a
physician’s obligation not to inflict harm while delivering
reproductive healthcare. Transferring an embryo that is high-
ly likely to result in the birth of a child with a serious disease
or disability can be interpreted as the physician causing harm
by facilitating the birth of an unhealthy person. At the same
4

time, it should be acknowledged that the physician is not
responsible for causing the genetic condition; it is the condi-
tion that directly causes harm to the resulting child. A further
interpretation of the principle of nonmaleficence may include
a duty to prevent or avoid harm. Under this configuration, a
stronger argument can be made that assisting in the transfer
of embryos with positive genetic findings violates the princi-
ple of nonmaleficence because the physician can avoid harm
to a resulting child by refusing to transfer the particular
embryo.

Philosophical discourse offers a counterpoint to the ‘‘do
no harm’’ principle in the form of a theory known as procre-
ative beneficence. This theory posits that prospective parents
and their physicians have a moral duty to select the embryo
that is expected, if successful, to have the best quality of
life. This edict to ‘‘do good, whenever possible’’ argues against
transferring affected embryos when at least one unaffected
embryo remains for possible transfer. Such is the policy adop-
ted in the United Kingdom that prohibits the selection of such
affected embryos, except when there is no other embryo ‘‘suit-
able for transfer’’ (9). The acknowledged weakness of procre-
ative beneficence is in determining what constitutes the ‘‘best
child’’ and the ‘‘best life.’’ If the intended parents alone are
vested with this decisional authority, their good faith judg-
ment about what would constitute their best child may be pre-
emptive of a provider’s conflicting view. A decision to
transfer an affected rather than an unaffected embryo would,
however, still be considered in violation of procreative benef-
icence, which measures the ‘‘best life’’ in terms of health and
well-being.

Child welfare concerns occupy an important role in repro-
ductive medicine. This Committee has previously addressed
offspring health and well-being as a factor in provider
decision-making about whether to agree or decline to provide
treatment under certain circumstances (14). When a physician
has a substantial basis for thinking that treating an intended
parent will significantly harm a future child, this Committee
has supported such treatment denials. Similarly, when an em-
bryo is highly likely to give rise to a child who will experience
a disease or disorder and for which no effective therapy exists,
a strong argument exists that physicians can ethically decline
to participate in the embryo’s transfer. Additional concerns
about harms to society from the birth of children with diseases
or disabilities can bemade but are highly problematic as argu-
able affronts to principles of justice and nondiscrimination.
The value of child welfare concerns as a basis for declining
embryo transfer is further complicated by the possibility of
a physician’s mistaken judgment about the prospective child’s
likely capabilities or quality of life.

Finally, it is reasonable for physicians to have concerns
about potential legal or professional liability for assisting in
transferring embryos that result in the birth of a seriously
health-affected child. Although the intended parents may
agree to waive any future claims against an assisting physi-
cian, no such waiver can be made on behalf of a future child
or a professional licensing authority or society charged with
maintaining high standards within the practice of reproduc-
tive medicine. The prospect of future liability should not deter
physicians from acting in the best interests of their patients.
VOL. - NO. - / - 2025
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At the same time, physicians who are in a legitimate position
to exercise discretion over treatment decisions may reason-
ably consider their potential liabilities. Such liability could
occur both when care is provided and when it is withheld.

RECOMMENDATIONS
Patient requests to transfer affected embryos raise clinical,
ethical, and legal dilemmas that impact various ART stake-
holders, including patients and their partners, physicians,
offspring, and society. Genotype to phenotype uncertainties
including incomplete penetrance, variable expressivity, and
the existence of VUS are challenges for physicians striving
to counsel patients about the risks and benefits of their repro-
ductive options. Additionally, patient preferences, values sur-
rounding health and disease, expectations, and options for
parenthood impact their decision whether or not to seek
transfer or some other disposition when an embryo has posi-
tive genetic testing results.

Valid and reasoned arguments exist to support physician
decisions to assist in transferring affected embryos and in
declining to assist in such transfers. Principles of reproductive
liberty, physician autonomy, and child welfare are invoked in
this clinical setting, creating challenges in prioritizing and
applying these and other principles as clinics work to estab-
lish guiding policies. Fertility clinics are strongly encouraged
to draft and make available to all prospective patients their
written policies on the transfer of embryos with positive ge-
netic results from PGT. To the extent possible, these policies
should be the product of an informed, deliberative, and
collaborative process that includes all relevant clinic
personnel directly involved in the care of patients or manage-
ment of the embryos. Furthermore, patients should be
informed of these policies before starting a treatment cycle
so they are fully aware of their options before embryo creation
in the case that no unaffected embryos are available for
transfer.

The Ethics Committee concludes that in circumstances in
which a child is highly likely to be born with a life-
threatening condition that causes severe and early debility
with no possibility of reasonable function, it is ethically
acceptable for a physician to decline a patient’s request to
transfer such embryos. Physician assistance in transferring
such embryos is ethically problematic and, therefore, highly
discouraged. This conclusion is consonant with prior Com-
mittee analysis that physicians may be morally obligated to
withhold services when significant harm to future children
is likely. In other circumstances in which a child is highly
likely to be born with a condition that is treatable or effec-
tively manageable throughmedical interventions or when ge-
netic testing has revealed findings of uncertain clinical
significance, it is ethically acceptable for physicians to adopt
a policy that they will transfer such embryos on patient
request. Physicians who agree to honor patient requests for
transfer of embryos in this category should discuss the limits,
if any, of their willingness to provide treatment, as well as the
expected health complications a resulting child is likely to
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experience, before the creation of embryos. Physician refusals
to transfer embryos in this category also fall within appro-
priate ethical boundaries so long as they are made and applied
in a manner that does not discriminate against the patient on
any basis. Information regarding clinic practices and policies
surrounding whether or not they will transfer affected em-
bryos should be made available to patients before the creation
of embryos. The presence or absence of one or more unaf-
fected embryos can be considered in generating clinic pol-
icies. Physicians are strongly encouraged to refer patients to
experts such as genetic counselors, mental health profes-
sionals, and clinicians specializing in the specific genetic con-
dition to help them understand the potential risks of
transferring affected embryos. Patients should be counseled
that in vitro fertilization may not lead to the creation of un-
affected embryos. Policies regarding the transfer of affected
embryos should be discussed before treatment onset.
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