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The Family Voice

Our Beautiful Child

Anonymous Parents

“Life is full of surprises.”

ABSTRACT

In this article, the parents of a child with a difference in sex
development describe how their perception of their child’s anatomy
evolved over time. They also recount the ensuing complex, at times
intimidating, power dynamic when a pediatric surgeon strongly
advocated for “normalizing” surgery, presented as the sole and
necessary option. This personal chronicle shows how, even though
initial feelings of confusion or even shame can be normal, it is
possible for parents to develop positive views of their children’s
differences. The authors espouse the notion that parental malad-
justment with respect to their child’s anatomy is not an indication
for any form of “normalizing” surgery.

Although we have all heard this phrase thrown
around in various contexts, it can morph from a
cliché to, at certain junctures, a critical concept to
summon in moments of personal vulnerability and
uncertainty.

We are the proud adoptive parents of a beauti-
ful four-year-old child. When we began the domes-

This article is written by the parents of a child born with a differ-
ence in sex development. It describes their complex journey from
shock to acceptance, and recounts an upsetting interaction with
an experienced pediatric surgeon who considered intersex anatomy
a serious defect—a “disease” needing to be cured.
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tic adoption process, we envisioned a scenario in
which a pregnant woman, perhaps unable to par-
ent, made an adoption plan that entailed placing her
newborn with us. We were hoping for a healthy
baby—Ilikely from somewhere in the United States.
We scarcely could have guessed that presented to
us would be a one year old, born in the People’s
Republic of China, with ambiguous genitalia and a
significant anorectal malformation. We came to learn
that he had been abandoned by his birth parent(s)
(likely as a result of these anatomical differences),
passed several months in an orphanage, and ended
up being adopted internationally by a single mother
who feltill-equipped to deal with his heretofore un-
disclosed medical complexities; issues never di-
vulged until her arrival at the orphanage.

A bit more about us: we are two openly gay men,
married for several years, who wished to grow our
family through adoption. In 2016 we adopted this
truly beautiful one-year-old child. Despite his ana-
tomical differences, he is, in every way, perfect.

As we will explain, it is not by chance that we
choose to refer to our boy as a “beautiful child.”*

Our son was born with ambiguous genitalia and
a significant anorectal malformation. He is geneti-
cally male, with functioning testicles that have led
to the development of a male identity. He was, how-
ever, born with no penis and was initially deter-
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mined to be female after initial examination. It was
not until chromosomal testing that he was found to
be XY, and his sex legally changed to male.

As gay men and members of the LGBTQ com-
munity, we are painfully familiar with bias and dis-
crimination based on sex, sexual orientation, gen-
der identity, and gender expression. Even so, we
soon found ourselves more unprepared than ex-
pected to face the complex feelings related to our
son’s physical appearance. We felt ensnared in a
spiral of fear, anxiety, and even shame because our
son was different. We initially thought of his geni-
tals as a “problem” that needed fixing. We were not
equipped to deal with other people’s reactions, as
we were still coming to terms with our own shock
and perception of our child. In addition, we were
also facing the stress of having a new presence in
the household, three older children, full-time jobs,
and the normal ups and downs that all of us experi-
ence. Not to mention, the complex medical issues
that caused our child to be in constant pain needed
urgent and specialized surgical attention and posed
the threat of life-long problems. The future seemed
uncertain at best, and harrowing at worst.

We both work in healthcare and developed re-
lationships with several specialists who evaluated
our boy and attempted to advise us. There were
many vital decisions needing attention about when,
how, where, and by whom his anorectal malforma-
tion should be fixed. Those decisions were urgent
and took priority. We were overwhelmed and did
not have time, at that juncture, to home in on his
genital differences, which took the “back seat” for a
few weeks.

We were referred to an out-of-state pediatric
surgeon—internationally renowned because of his
experience in these matters. We began a correspon-
dence with him. He was wonderfully personable,
and we immediately relied on and considered him
(perhaps subconsciously) as some sort of hero—one
who was essential to our son’s survival and well-
being. This was a power dynamic of which we were
totally unaware at the time it was set in place.

Our son’s anatomy was peculiar. He had no anal
opening. Both urine and stool were eliminated
through a minuscule fistula that opened at the base
of his scrotum. He also had a structure of unclear
nature in his perineum, a so-called “perineal skin
tag.” Nobody knew exactly what that skin tag was.
Given its location, we could not help but wonder
whether it could be innervated and potentially the
source of sexual sensation. We started holding on to
some glimmer of hope that our son, who has nei-
ther a penis nor a vagina, may be able to have some

kind of meaningful sexual experience in the future.
Daydreaming perhaps.

A rude awakening was in sight. When the pedi-
atric surgeon learned of our son’s genital anatomy,
he wasted no time in giving us recommendations
about the “management” of his genital differences,
even though we never really asked for any, and, as
we later learned, this was not his area of expertise.
He pronounced to us that our son “will need a three-
stage penile reconstruction.” We were surprised to
hear such a declamatory and unequivocal recom-
mendation. Even though our son’s anatomy was
unusual, it did not interfere with his urinary func-
tion nor pose any health risks. Furthermore, the sur-
geon had failed to articulate a rationale for this rec-
ommendation, but stated that he had spoken with a
urologist who would be in charge of performing the
penile reconstruction, thus implying that said urolo-
gist had already endorsed this plan. We were per-
plexed, yet, due to lack of adequate experience and
education on the matter, believed and trusted this
recommendation as the best course of action.

When our son was admitted to the hospital the
day before his anorectal repair, he was initially
evaluated by his pediatric surgeon’s partner, who
was then in charge of presenting the surgical plan
to us. At the time, we clearly stated to her that we
wished to preserve the integrity of the perineal skin
tag and were concerned about the possibility of in-
traoperative nerve damage that could compromise
his ability to have sexual feelings in the future. She
reassured us, stating that she thought it unlikely that
this would happen. Our son had surgery the next
day; it was a stressful time that we will never forget.
When the surgeon spoke with us after the surgery,
he relayed that it had been a complete success. We
were relieved. He was able to reconstruct our son’s
rectum and anus as well as separate and refashion
his urethra. We were, however, shocked to learn that
he had cut through that perineal skin tag, incorpo-
rating it into the urethral reconstruction. He stated
that this was decided intraoperatively and was dis-
cussed with the urologist (whom we had never met)
with a determination made that the skin tag “was
not a penis” and therefore, not worth preserving. A
unilateral decision was evidently made by them that
the skin tag should be sacrificed—its tissue used to
lengthen the urethra, in preparation for a “future
penile reconstruction.” We were upset to learn that
neither our son’s surgeon nor the urologist, who had
never in any way communicated with us, thought
us worthy of consult on what, in our estimation, was
a significant deviation from the discussed surgical
plan. When we asked more questions of the surgeon
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about how such a decision was rendered, he seemed
perturbed by our insistence and was unwilling to
continue to talk about it. Instead, he recommended
we purchase his book in order to better educate our-
selves on the nature of our son’s “malformation.”
When we finally met with the urologist several
days later, he explained that he had never agreed
with nor endorsed the surgeon’s recommendation
that a penile reconstruction was a viable option. He
considered this approach risky and of dubious ben-
efit. He recommended no further surgical interven-

described as “disorders of sex development.” We
have learned that this terminology is controver-
sial, as having an unusual anatomy is not syn-
onymous with disease; it may simply be a rep-
resentation of the range of human sex develop-
ment. Many adults with differences in genital
anatomy find the term “disorder” stigmatizing,
preferring the terms intersex, variation in sex
development, or difference in sex development.?
2. We learned that no cosmetic surgical options
should be recommended for a child with inter-

We love him because of his differences, not in spite of them.
And we are grateful to have the opportunity to accompany
him on his journey, wherever it might take him.

tion to alter our child’s genital anatomy. While this
recommendation was more aligned with our devel-
oping views, it came too late. The complete lack of
agreement and communication between the two
surgeons made us lose trust in the surgical team.

We were disappointed with how communica-
tion (or lack of it, at multiple junctures), surgical
planning, and surgical management were carried
out. We felt utterly ignored, as though our voices
were of no consequence. We witnessed biased deci-
sions being made that were not in our son’s best in-
terests, nor based on any hard evidence. We were
shocked and saddened that our son’s genital integ-
rity had been surgically violated without our con-
sent, and felt guilty for not advocating more strongly
for him.

Following this initial shock, we started reading
with more specific intent. We scoured the literature,
books, and newspaper articles on intersex individu-
als, from a medical, social, and political viewpoint—
anything we could get our hands on. We were
pleased to see that, after we became more educated
on intersex matters, our feelings of fear and shame
gradually dissipated and ultimately disappeared.

We have put a great deal of thought into what
happened to us and our son, and have developed
our own view on the matter. What we learned can
hardly be summarized in a journal article, but here
we attempt to illustrate some key points:

1. Conditions for which there is variation from ex-
pected genital anatomy have historically been

sex anatomy without a multidisciplinary discus-
sion of risks and benefits. Given the complexity
and rarity of many of these conditions and the
possibility of biased views held by careprovid-
ers, parents, or both, the discussion should in-
volve multiple disciplines, including psychol-
ogy, social work, ethics, endocrinology, and urol-
ogy/reconstructive surgery. We believe this to
be a necessary safeguard, put in place to pre-
vent potentially harmful decisions and illumi-
nate ethical blind spots. Recommendations
should only be made after a thorough review of
each case, and should be personalized to indi-
vidual circumstances.?

3. We also learned that that choosing to forgo sur-
gical options is not a fringe view. To the con-
trary, a recent statement authored by the 15th,
16th, and 17th Surgeon Generals of the United
States concludes that “cosmetic infant genito-
plasty is not justified absent a need to ensure
physical functioning, and we hope that profes-
sionals and parents who face this difficult deci-
sion will heed the growing consensus that the
practice should stop.”

While we will never forget that our son’s geni-
tal anatomy was surgically altered without our
(and—more importantly—without his) consent, and
that a “normalizing” surgery was forced upon us,
the feelings of anger and deception have faded over
time. We are extremely grateful to our son’s surgeon
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for saving his life. We presume that he did not in-
tend to deliberately harm our son. We suspect that
the central issue at play was his lack of experience
with the management of unusual genital anatomy,
poor understanding that deviation from the norm is
not synonymous with disease, and a lack of famil-
iarity with the best practices that lead to successful
shared decision making with families of an intersex
child.

Perhaps the most impactful read that we would
like to mention is the book Born Both: An Intersex
Life by Hida Viloria.® Viloria is an intersex woman
who has been an invaluable advocate for the inter-
sex community. Reading about her life was amaz-
ingly eye-opening and instrumental in our journey
of acceptance.

Most importantly, we learned that our son (to
use Hida Viloria’s language) is a “beautiful child”
who is in every way perfect.® We love him because
of his differences, not in spite of them. And we are
grateful to have the opportunity to accompany him
on his journey, wherever it might take him.

We are there for you, son.
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