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The Microethics of Informed Consent for Early
Feminizing Surgery in Congenital
Adrenal Hyperplasia
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Ethics is what happens in every interaction between
every doctor and every patient.
—Paul A. Komesaroff

ABSTRACT

Early surgery for genital difference in 46,XX congenital adre-
nal hyperplasia (CAH) is highly controversial, with contested evi-
dence of benefits and risks. While professional urological societies
and a parent-led CAH advocacy group maintain that families should
have the option to consent for surgery for their child, former pa-
tients, intersex-led advocacy groups, and human rights and medi-
cal organizations denounce surgery on unconsenting infants for
non-life-threatening genital variations. In the absence of clear data,
clinicians are encouraged to engage in shared decision making
with parents to obtain their fully informed consent.

Unexplored microethics issues regarding clinicians’ implicit
bias for treatments may interfere with their ability to obtain parents’
fully informed consent in this setting. Implicit bias may be inferred
from parents’ experiences and from official and unofficial commu-
nications from clinicians.
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People with intersex traits/differences of sexual
development (DSD) are born with sex traits, includ-
ing chromosomes, gonads, or genitalia, that do not
align with binary medical definitions of sex. Unless
these differences are associated with urinary ob-
struction or exposed abdominal organs, these traits
pose no immediate threat to physical health. One of
the most common conditions associated with inter-
sex traits is classical 46,XX congenital adrenal hy-
perplasia (CAH). Due to prenatal androgen accumu-
lation, CAH may be associated with varying degrees
of fusion of the urethra and vagina, clitoral enlarge-
ment, or development of a typical-appearing penis.’
These variations are not dangerous, although asso-
ciated adrenal enzyme deficiency can cause poten-
tially life-threatening illness by blocking the pro-
duction of hormones that regulate the immune sys-
tem and fluid balance.

Early feminizing genital surgery seeks to nor-
malize the appearance of the genitals in children
who are assigned female gender by reducing clito-
ral size and creating an external vaginal opening.
These surgeries have been performed on hundreds
of infants under the age of two;?a review of two na-
tional billing databases, from 2009 to 2012 and 2004
to 2014, indicates that, during those periods, 291
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and 544 female-assigned 46,XX children with CAH,
respectively, underwent genital surgery in infancy.?
Importantly, the cited aims of early genital surgery
often combine physical and psychological goals.
These include reducing urinary infections and in-
continence, creating genital anatomy capable of fu-
ture penetrative intercourse, preserving erogenous
sensitivity, facilitating future reproduction, avoid-
ing fluid or blood retention in the vagina and uterus,
reducing the risk of stigma, promoting gender iden-
tity development “by providing anatomy concordant
with gender of living,” and responding “to parents’
wishes for their child.”*

Questions regarding the efficacy of these surger-
ies persist. There is some evidence that early femi-
nizing genital surgery may accomplish its physical
goals and can be satisfactory to some patients, but
there is no compelling evidence that early surgery
is superior or not inferior to deferral and the imple-
mentation of psychosocial interventions.®

There are also widely known and well-docu-
mented risks and complications of feminizing geni-
tal surgery in infancy. These include the harms of
anesthesia, vascular injury, bleeding, infection,
nerve damage, frequent re-operation, clitoral re-en-
largement, vaginal stenosis, urinary pain/infection/
incontinence, sexual dysfunction/impaired sensa-
tion, and permanent discordance of genital appear-
ance with self-assigned gender.® Researchers have
also observed that, in its confirmation that a person’s
natural genitals are abnormal, surgery may uninten-
tionally compound shame and stigma.” Intersex ad-
vocates have brought personal experiences of these
often irreversible consequences to the attention of
medical and human rights organizations that sup-
port a child’s right to autonomy, integrity, and health,
several of which have concluded that the evidence
of benefit is insufficient to outweigh the risks of geni-
tal surgery when a child is too young to give con-
sent.®

In the face of limited and conflicting evidence
regarding early feminizing genital surgery, as clini-
cians have observed, the usual clinical approach to
treatment using “evidence-based medicine meets
major hurdles.”® Genital surgery is a topic of ongo-
ing intense ethical debate." Increasingly polar po-
sitions have been taken, ranging from deferral to
parents’ “absolute final right”!* to make surgical
decisions for their child, to legislative efforts to de-
lay surgery until a child is old enough to give in-
formed consent.*

In response to this debate, the Council on Ethi-
cal and Judicial Affairs of the American Medical
Association recognized that parents are responsible

for nurturing their child’s health, well-being, auton-
omy, and personhood and concluded, “When no
single approach can be said a priori to be ‘best,” ethi-
cally sound practice requires that decisions be care-
fully tailored for each patient in a process of shared
decision making among parents/guardians, physi-
cian and the patient (in keeping with the child’s ca-
pacity to participate).”® This framing presents the
decision for or against early feminizing genital sur-
gery as a matter of equipoise, in which the risks and
benefits of both options are equally medically sound
and ethically viable, with shared decision making
by the physician and parents the apparently ideal
means to ensure informed consent.

The presumption of equipoise and the assump-
tion that shared decision making is the path to an
ethical and fully informed treatment plan are re-
flected in the statements of surgeons and surgical
societies. The Societies for Pediatric Urology (SPU)
states it is “not pro-surgery any more than . . . anti-
surgery,”'* and “supports parental and patient edu-
cation with accurate evidence-based literature re-
garding the risks and benefits of all management
options.”?® Statements by the SPU and the Ameri-
can Urological Association both speak to the neces-
sity of fully informed consent, including freedom
from coercion, the capacity for decision making, and
the disclosure of all relevant information regarding
the risks and benefits of all options, prior to sur-
gery.lﬁ

The aim of this discussion is not to question
whether clinical teams obtain informed consent in
the macro ethical sense. Rather, we present evidence
from the medical literature and practitioners’ nar-
ratives that allows us to explore the microethics of
obtaining informed consent for early feminizing
genital surgery. Truog and colleagues described mi-
croethics as “the ethics of everyday practice.””” In
the present context, microethics would address these
concerns: How do clinicians fulfill their obligation
to inform parents within a given doctor-patient re-
lationship? What information is presented, and in
what manner? We further suggest that practitioners’
implicit bias, from which no clinician is free and
which tends to lead clinicians to recommend pro-
cedures they were trained to deliver, is a driver in
the microethics choices they make during informed
consent discussions. Particularly in the pediatric
context, these questions are crucial: informed con-
sent, essential to the idea that parents have the right
to make decisions in the best interest of their child,
may be the victim of its own success, if clinicians
fail to recognize the communication factors that
compromise parents’ ability to provide it.” This may
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become dire in the case of early feminizing genital
surgery, in which “opinions and emotions may oust
facts and foster confusion. . . . increased by the lim-
its and pitfalls of ‘evidence-based medicine,” a
methodoloy that may be incompatible with some
ethical considerations, leaving ‘experience-based
medicine’ as the only tool.”?

Given that this article centers on discussions of
implicit bias, we would like to make explicit our
own. As an intersex person and a parent of intersex
children, and as active participants in intersex ad-
vocacy and support for a combined four decades,
we are biased by our experiences and those of the

icians’ attitudes and biases regarding a child’s
genitals may influence parents’ decisions.

Current clinical practice and clinicians’ commu-
nications suggest that clinicians’ implicit bias may
influence what and how parents learn about treat-
ment alternatives. The goal of the process of paren-
tal education is help parents to achieve an under-
standing of the choices, risks, benefits, and alterna-
tives they have, and to help them make decisions
that are concordant with their family’s values and
preferences.*Ideally, this education includes a thor-
ough and thoughtful review of the information de-
scribed above. However, parents’ informed consent

It is in the compromises struck by clinicians in the
education space that we may infer their biases about
what is important for parents to know, and
how to interpret these compromises.

intersex adults and families we’ve met to believe
that intersex traits are healthy variations of human
development. We are also biased to conclude that
affirming psychosocial support is just as, and likely
more, effective than surgical intervention in infancy
to promote social, emotional, and sexual health and
thriving. As physicians, we also hold the bias that
physicians seek to do what is best for their patients,
especially when what is best is scientifically am-
biguous. We aim to balance these first biases with
the last, and approach the following discussion with
intellectual humility.

There is evidence that surgeons of all disciplines
are biased toward surgery, even when the evidence
base supports less-invasive treatment.* Regarding
early feminizing genital surgery for CAH, one re-
cent study in which more than half of the children
in the study had CAH found a discrepancy in pre-
operative satisfaction with genital appearance: 30
percent of mothers and 50 percent of fathers were
satisfied with their child’s genital appearance, while
0 percent of the surgeons in the study were.?” The
authors observed that this discrepancy in pre-op-
erative satisfaction may have “represented [sur-
geons’] unconscious bias to justify the surgery that
they anticipated performing.” Remarkably, 96 per-
cent of the families in the study gave consent for
genital surgery. Rates of consent that parallel sur-
geons’ rather than parents’ attitudes suggest that clin-

may be compromised by the receipt of too much
information.* When individuals receive large quan-
tities of information, especially when it is ambigu-
ous or contradictory, they may react negatively, ex-
perience higher levels of confusion, and narrow their
choices more hastily,”® which may cause emotional
distress that may influence their decisions.?

Parents of a child with genital difference are at
risk of isolation, confusion, and distress at levels
comparable to parents of a child with a chronic ill-
ness.” This distress may further complicate a
family’s ability to deal with vast quantities of com-
plex information, create cognitive overload, impair
cognition, prevent full comprehension of the risks
surrounding early feminizing genital surgery, and
thereby overwhelm their capacity to make deci-
sions.” The option to exercise therapeutic privilege,
that is, to totally withhold distressing diagnostic in-
formation from a family in the interest of preserv-
ing their autonomy, has happily not been standard
practice since a 2005 Consensus Statement by the
International Consensus Conference on Intersex rec-
ommended routine disclosure.*

However, clinicians’ assessment of how to com-
municate the right information to a family in the
right way, to facilitate their decision making,*®is a
process of micro ethics. It is in the compromises
struck by clinicians in the education space that we
may infer their biases about what is important for
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parents to know, and how to interpret these com-
promises.

Investigation of clinical informed consent pro-
tocols, for example, indicates that parental educa-
tion is often incomplete. In a study of DSD clinics,
fewer than one-third of the staffs at the clinics re-
ported they documented discussions of risks with
parents that included the need for additional proce-
dures and effects of the interventions on sexual func-
tion, and one-sixth or fewer of the staffs reported
that they discussed potential psychological effects,
gender uncertainty, reversibility, and the elective na-
ture of interventions with parents.*

In another study concerning medical decision
making, 41 percent of parents said that they did
not understand their child’s DSD diagnosis.**In in-
terviews, parents who chose surgery said that their
doctors had given them an incomplete picture of
the risks and alternatives, or had even provided mis-
leading information.** The consequences of provid-
ing inadequate information are significant: not only
can the process of obtaining fully informed consent
be undermined in the immediate term, but incom-
plete counseling will leave parents poorly prepared
to deal with the implications of their decisions in
the future.

Because it appears that few care teams discuss
the elective nature of early feminizing genital sur-
gery, parents who consider infant surgery may not
understand that procedures like clitoroplasty (sur-
gery to reshape the clitoris and make it smaller) and
labiaplasty (surgery to reshape the labia to appear
more “feminine”) are not medically necessary.* In-
terventions to change a physical state such as geni-
tal variation may be considered necessary when that
state poses a serious, time-sensitive threat to health,
such as functional impairment, and the interven-
tion is the least harmful way to alleviate that threat.*
When genital difference itself poses no immediate
threat to a child’s physical well-being, intervention
for that difference is not medically necessary. The
SPU, however, argues that surgeons include “emo-
tional concerns” in discussions of medical neces-
sity.*® Despite a specific 2015 World Health Organi-
zation (WHO) designation of genital surgery as
“medically unnecessary,”*” some contend that
“medically unnecessary is too narrow to use in this
complex-patient population because the WHO [in
1946]°® defines health in encompassing psychologi-
cal, psychosocial and developmental health.”%

This psychosocial argument for physical inter-
vention reveals a core implicit bias, that “body dif-
ferences associated with DSDs may harm well-be-
ing.”* This bias has been stated explicitly by the

European Society of Pediatric Urology, which as-
serted, “Atypically developed genitalia can affect
not only physical appearance and body image, but
also . . . psychological and psychosexual develop-
ment of the individual.”*" A past president of the
SPU stated, “We’re not saying that there is definitely
going to be a negative outcome psychologically of
having ambiguity, but [there are] several conditions
or outcomes that can happen if surgery doesn’t hap-
pen, if nothing is done, and people have the normal
sexual urges that they may have. Then it’s as any
sexual interaction in someone who has not had sur-
gery, the negative impact is significant.”*? In addi-
tion to presumed stigma, some have cited high rates
of suicide attempts among transgender youth as evi-
dence that living with genital variation confers a 40
percent risk of suicide.*® Some have suggested that
genital variation has wide-ranging effects that could
even preclude a person from becoming a function-
ing member of society: “There is far more psycho-
logical impairment if you don’t let genetic females
be raised to their fullest potential.”** With surgery,
another surgeon avers, they “can have great jobs,
ultimately pay taxes, and be part of a community.”

These statements are inconsistent with the avail-
able evidence. A 2016 update of the 2005 Consen-
sus Statement by the International Consensus Con-
ference on Intersex reports “there is no evidence re-
garding the impact of surgically treated or non-
treated DSDs during childhood for the individual,
the parents, society or the risk of stigmatization.”*®
An association between genital difference and psy-
chosocial distress has never been convincingly dem-
onstrated.*” Recent evidence regarding stigma spe-
cifically in adult women with CAH suggests that
when they do experience social stigma, it is in rela-
tion to behavioral or external physical difference
rather than their genital variation;* stigma in sexual
settings occurs regardless of whether they have had
surgery or not.* While there have been few studies
regarding the number of families who consent to
surgery for their child, in 2016 Nokoff and colleagues
reported that 96 percent of families in their study
consented to surgery.®If this is indicative of the rate
of consent to surgery, then, as the update to the 2005
Consensus Statement noted, “the high prevalence
of normalizing surgery makes it impossible to sepa-
rate the differences and surgical management.”* Re-
gardless, significant bias remains, and failure to con-
form to gender and sexual norms and expectations
can compromise emotional health to such an extent
that a pediatric urologist characterized decisions
about early genital surgery as “the most consequen-
tial health decisions of [families’] lives.”%?
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The bias that psychological discomfort is inevi-
table and medically treatable can tip the balance
toward intervention without decision makers being
aware this is happening,” an effect that has been
underestimated by clinicians.* Indeed, many fami-
lies feel pressured to accept irreversible procedures,
and may believe that surgery will offer swift relief
for their anxiety.*® Reduction of parents’ distress is
often cited and studied as an outcome of early geni-
tal surgery, with some evidence that parental dis-
tress does decrease after surgery.’® It remains un-
known whether symptom resolution is related to
surgery or is a function of adaptation, such that par-
ents whose children do not undergo surgery would
also experience similar improvement.”” Neverthe-
less, the appeal of a quick fix is strong, especially
for distressed parents. Having expectations that sur-
gery can fix anything,®® stressed parents who fear
for their child may be easily convinced that surgery
should not be deferred.

Although psychosocial interventions are recom-
mended as a primary means to treat distress, and a
recent consensus group concluded that psychoso-
cial care for children and families is obligatory,* a
lack of validated interventions and specialized care-
providers limits availability.%° Furthermore, the as-
sumption that surgery can summarily avert psycho-
social distress may in turn undervalue psychologi-
cal support. As a mental health practitioner said,
“Part of my job on the DSD team is to convince the
other team members that there’s a crucial role for
mental health. In my first year on the team I was
accidentally forwarded an email thread in which a
few of the surgeons questioned why we even needed
a mental health specialist.”® Peer support, which
can help reduce parents’ fears and promote coping,®
is often underutilized.®® Even the professional sur-
gical standards indicate that support is beneficial
primarily as a pathway to, rather than around, sur-
gery, advocating “complete informed consent with
counseling and support. .. prior to proceeding with
any surgical intervention.”®

The assumption that surgery is a more effective
intervention than psychosocial support lacks robust
evidence.® To the contrary, there is evidence that
deferral of surgery with psychological support for
families and children has positive outcomes. Par-
ents who rejected early genital surgery for various
DSD said their child had not experienced unusual
bullying or harassment related to the child’s differ-
ence; their child went to school and had friends like
other children.®® In a feasibility study of seven
French families of children with CAH who opted
for ongoing psychological support and endocrine

treatment, genital difference decreased significantly
with time, and “girls and their parents have not ex-
perienced significant concerns regarding genital
ambiguity.”® The outcome of this implicit bias is
that families may be led to believe that their options
are to consent to early feminizing genital surgery or
to do nothing, leaving them “between a rock and a
hard place.”®®

In addition to the necessity and benefit of sur-
gery, there is also evidence that recommendations
regarding the timing of surgery may be influenced
by implicit bias. Emblematic of this are claims that
“nearly 90 percent of CAH patients believe that the
procedure should be done within the first year of
life”® and that “the vast majority are overwhelm-
ingly happy that they had it as a baby.””® Perhaps
not coincidentally, urologic surgeons have a strong
bias towards performing surgery early: in one sur-
vey of pediatric urologists, 78 percent of respondents
preferred early surgery, citing factors such as better
quality of genital tissue in infants and expectations
that only minor procedures would be required
later.”* As an individual surgeon remarked, “there’s
clear data that doing these surgeries younger are
better””? for outcomes and patients’ satisfaction.
When confronted with long-term data regarding poor
outcomes from early surgery, surgeons are confident
that “surgical techniques continue to improve and
the scientific literature reports current outcomes to
be significantly better than in prior generations,””
and that “we know that we’re so much better now
than we were 30, 40 years ago . . . it’s much harder
for us to accept that argument that things are bad.””

The oft-repeated contention that patients prefer
earlier timing relies on the conclusions of very few
studies, and is contradicted by close scrutiny of the
study methods and data.” In these studies, includ-
ing a 2016 French study,” those who “preferred”
early surgery were not informed of the alternative
of not having surgery at all; that delaying surgery
could have reduced the rate of re-operation for vagi-
nal stenosis; or that there had been significant tech-
nical modernizations predicted to improve out-
comes since their early childhood surgery.”

Additionally, numerous authors acknowledge
the lack of evidentiary support for the superiority
of early versus deferred surgery.”® As Creighton
writes, “the ideal timing and nature of surgical re-
construction. . . is highly controversial . . . evidence-
based recommendations still cannot be made.”” In
the absence of research that directly compares the
outcomes of early and later feminizing genital sur-
gery, it is impossible to say which is superior. Some
gynecologists who perform both early and postpu-
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bertal surgery advocate for deferral because they ob-
serve better healing in the presence of endogenous
estrogen,® and a recent case report described a good
outcome and preservation of sexual function follow-
ing feminizing genital surgery in an adult woman
with CAH, which was performed by a surgeon with
expertise in surgery for adults.®” Although contem-
porary surgical procedures may yield better out-
comes than the clitoral amputations of the distant
past, “there is controversy on functional outcome
of clitoral surgery despite using modern techniques
.. . [which do] not necessarily assure well sexual

mative: that is, even though “gender identity [is] de-
fined by the individual,”*® “if you have two X chro-
mosomes, you're genetically female.”%® (Cis refers to
a sense of gender identity that corresponds with
one’s birth sex. In the setting of a child with CAH
where genitalia are not typically male or female and
chromosomes are XX, female gender identity is pre-
sumed.) Despite finding that 14 percent of CAH
adults identify as intersex rather than female, a 2016
study stated, “for physicians it is obvious and un-
equivocal that a person with [46,XX CAH] has a fe-
male gender identity.”* Whatever the genital appear-

Clinicians tend to cite data drawn from older studies
that relied on now-invalid methods, or that
conflated gender behavior with identity.

function. . . . While most surgeons caring for these
patients claim they achieve ‘good cosmetic results’
the long-term functional outcomes are scant and
mostly disappointing.”® Despite this evidence, pe-
diatric urologists may retain their bias towards early
surgery in part because of a lack of training to per-
form surgery in older, consenting individuals,* and
informed consent may be further compromised by
the irrelevance of long-term medical consequences
of modern early feminizing genital surgery, the data
for which will have been made obsolete by newer
surgical techniques by the time information is avail-
able in 15 or 20 years.*

Satisfaction with assigned gender in CAH is an
important outcome for families who consider sur-
gery to align genital anatomy with gender assign-
ment. Because the infants have XX chromosomes, a
uterus, and ovaries, female gender assignment is
generally recommended.®® Interestingly, evidence
suggests that clinicians may underreport the risk of
performing gender-assigning surgery on someone
who grows up to not identify as female. Clinicians
tend to cite data drawn from older studies that re-
lied on now-invalid methods, or that conflated gen-
der behavior with identity.®® Based on these stud-
ies, it is commonly cited in the literature that the
rate at which recipients of early surgery do not later
identify as female is 5 to 10 percent,* and these data
are quoted to parents regarding the risks of perform-
ing early surgery. Further, some surgeons have ar-
ticulated a bias that could be described as cisnor-

ance, according to one surgeon, “these patients with
Congenital Adrenal Hyperplasia are female, and they
are not born with a penis, they are born with an en-
larged clitoris, and sometimes the clitoris looks like
a penis, and it could be four to five inches long.”*

These assumptions are contradicted by the avail-
able data. The only study that used psychiatric di-
agnostic criteria reported that 13 percent of the four-
to 11-year-old subjects of the study exhibited cross-
gender behavior that met those criteria sufficiently
to stimulate referral to a gender clinic.®” A recent
systematic review and meta-analysis reports that,
in two studies, 63 of 71 subjects (88.7 percent) of
46,XX subjects with CAH who had feminizing geni-
tal surgery identified as female, and therefore 11.3
percent did not identify as female; data from addi-
tional three studies indicate that 15 of 115 subjects
(13 percent) identified as “mixed” gender.”® These
data must be considered on the background of the
prevalence of transgender identity in the general
population, which has been estimated to be 0.6 per-
cent based on data from the Behavioral Risk Factor
Surveillance Survey.*

The consequences of minimizing these risks can
be catastrophic: incongruence between gender iden-
tity and gender assignment can cause gender dys-
phoria, which has been associated, in transgender
individuals, with severe psychological distress and
disproportionate rates of psychiatric illness and sui-
cidality.”® The distress of gender dysphoria in indi-
viduals with DSD can be relieved by affirming a
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person’s gender, sometimes including social and
physical gender transition, which has been reported
to dramatically reduce elevated rates of psychiatric
illness and psychological distress.” In CAH, because
early feminizing genital surgery is performed to re-
inforce female assignment long before a child ex-
presses gender identity, genital structures may be
irreversibly removed that align with eventual adult
gender identity, that could limit a person’s later op-
tions for gender affirmation. Because there is no re-
ported way to predict gender identity, whether an
adult will be satisfied with early surgery that was
performed to provide “correct” genitalia is a gamble.

present surgery as a relatively straightforward way
to make genitalia more gender-typical implies that
surgery can deter stigma and so should be done
sooner rather than later.’”* While ostensibly offer-
ing information and choice, the selected informa-
tion that is presented to parents reveals biases that
genital difference is abnormal, dangerous, and more
easily and effectively treated by surgery than psy-
chosocial support, especially when done early. The
result is a mixed message that covertly conveys the
medical necessity of surgery.'® Evidence exists that
physicians sometimes deliberately manipulate their
power to yield the decision that they believe is cor-

In CAH, because early feminizing genital surgery is
performed to reinforce female assignment long before a
child expresses gender identity, genital structures
may be irreversibly removed that align with eventual
adult gender identity, that could limit a person’s
later options for gender affirmation.

As one endocrinologist said, “When we’re trying to
force people into cultural normative, hetero-norma-
tive situations, there’s a high chance that we’re go-
ing to make some major mistakes and harm people
irreparably.”®” And yet, decisions regarding surgery
appear to occur in the setting of strong bias that a
child with CAH is destined to be female, and that
surgery can not only “normalize” genitals, but serve
as a sex-gender realignment technique.® Further-
more, interviews suggest that families are introduced
to the bias that surgery is required as part of effec-
tive sex assignment.

A multidisciplinary team model is thought to
optimize the quality of care, with “the evaluation
and management of each child individualized and
undertaken using a multi-specialty and family-cen-
tered approach,”®and is frequently held up as the
standard of care. However, decision making within
a multidisciplinary team structure remains suscep-
tible to bias. An analysis of interactions among DSD
team members and families found that clinicians
strategically deployed uncertainty to steer parents
to the perceived clinically appropriate option.'
Even when surgeons urge caution, emphasize that
surgery is elective and controversial, and discuss
the option of not doing surgery, to also tell parents
that genital difference can be stigmatizing and to

rect.’® One endocrinologist on a team said that while
she had advised 240 families over three years to
delay surgery, not one had taken her advice: “This
decision is made in the end with our surgeons. . . . If
a family wants a surgery, [the surgeons are] much
less likely than non-surgeons to say, ‘no we’re not
going to do that.” 7' Within the multidisciplinary
team, the microethics of what to discuss with fami-
lies and how to discuss it can intersect with the
team’s power structure to bias decision making to-
wards a surgical intervention.

An example of a balanced family education ap-
proach that avoids these issues of microethics is
detailed in a recently published shared decision-
making checklist for early feminizing genital sur-
gery in CAH, at Phoenix Children’s Hospital.'® It
includes suggestions from patient advocates and
discussion of various topics during multiple visits,
in which parents’ understanding is confirmed us-
ing a teach-back method. Part 1 of the checklist is
an overview of the diagnosis and treatment goals.
Part 2 addresses preferred language regarding
anatomy and diagnosis. Part 3 explores parents’ pref-
erences for information and addresses topics for re-
view over multiple visits including changes in pu-
berty, sexual health, gender identity, fertility, and
genetics. Part 4 suggests questions about ongoing
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care regarding medication and treatment and pro-
vides information about support and advocacy
groups. Part 5 explores issues of body image and
addresses the importance of professional mental
health support. Part 6 focuses on surgery: the first
portion addresses surgical procedures, irreversibil-
ity, controversies, and risks and benefits; next, de-
ferring or forgoing surgery are discussed, and fami-
lies are required to talk to people with CAH who
have chosen and declined surgery to learn about
their real-life experiences. In early experience, three
of four families who used the checklist deferred sur-
gery.l(ﬁ

In conclusion, even in the presence of the mac-
roethics elements of obtaining fully informed con-
sent, implicit bias may influence the microethics of
shared decision making and compromise parents’
informed consent for early feminizing genital sur-
gery in CAH. These include biases that genital dif-
ference is incompatible with the well-being of the
child and poses a threat to mental health; that sur-
gery effectively averts psychosocial distress and the
need for psychosocial support; that early surgery is
better and more effective than later surgery; that
people with CAH are always female; that gender
dysphoria is rare; and that surgery is necessary to
assign gender.

Furthermore, there is emerging evidence that
these biases and team power dynamics can erode
the ability of multidisciplinary teams to provide col-
laborative care and ensure shared decision making
with parents. A newly created checklist for deci-
sion making over multiple visits that has enabled
parents to defer surgery includes comprehensive in-
formation, the lived experience of adults who did
and did not have surgery, and peer and psychosoci-
al support. Further research is needed to directly
assess the presence and impact of biases held by
parents and clinicians, and to explore the role of
interventions that promote more effective shared
decision making.
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