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For 40 years surgeons have been 'correcting' some babies' ambiguous
genitals. As adults, the patients don't always like the results.

would be an outcast and commit suicide."
Heidi has in fact contemplated suicide

many times—not because she's different,
she says, but because of the unrelenting ef
forts to make her normal. When she was 3
months old, doctors opened her belly to in
spect her reproductive system.At 7months,
they went back in to remove her ill-formed
testes. As a 5-year-old, she returned to the
hospital for an overnight stay and woke up
with what she recalls as a painful itch be
tween her legs. "When I asked the doctor
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By Geoffrey Cowley

Heidi was a healthy, fijU-term baby• when she poked her
head into the world on
Oct. 20, 1961. But the
world wasn't sure what
to make of her. Instead
of congratulating Hei
di's 19-year-old mother,

the dehvery team kept her sedated for sev
eral days and wrestied with a bafflingques
tion: was this a boy or a girl? The baby had a
penis, but it was extremely small, and the
urethra! opening was down
near the base. There was also a . ;/•;
scrotum, though the testes had-
n't descended to fill it. Blood

tests showed that the child was r -
genetically male. But the doc- .
tors worried that a boy with t .
such unusual genitalia would I
never fit in. So they declared
Heidi a girl, and recommended ' i^.-.
surgery and hormone therapy
to ensure that she developed
normally. "My mother said she ^^
wanted to take me and run like
hell," she says now, "but the
doctors impHed that unless they
made melook like othergirls, I k

-MAfter surgery
you'll be normal,'
the doctors always
tell us. Tou'Ube a

girl like other
girls.' Never mind
that for months

they had been
saying I'd be a boy
like other boys.55

— KIRA TRIEA
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where my thing had gone, he
said, 'We had to take it off be-
cause you want to look like the
other little girls in your class'."
She took &e feminizing hor-
mones she was given as a
teenager, but when her doctors
suggestedcreating a vagina, she ^ ^ ,
balked. "You eventually decide i
you're not going any^vhere near /
needles, scissors or scalpels," .
she says. Today Heidi fives as a
lesbian. But she has never had y .
an orgasm (shelikens a lover's /,
touch to 40-grit sandpaper)—
and she is bitter. "Sometimes I
get so mad I want to get a dull,
rusty knife," she says, "and start
hacking offdoctors' genitals."

Heidi wasn't a victim ofmed
icalrenegades. The protocol her
doctors followed has been stan
dard practice for 40 years. Ev
ery month, dozens of sexually t
ambiguous newboms get a ^
"gender assignment" (usually - -£2^
female) and a surgical operation
to confirm it. But the practice is
nowunderattack. Members ofa
fledgling gender-identity move-
ment are crusading to stop the B^^H|
surgicaljuggemaut. Andthough
they lack political clout, they're
exposing flaws in a cherished medical doc
trine. Most physicians still adamantly de
fend the practice of"correcting" ambiguous
sex organs. They say the operations are usu
allysuccessful,especiallywith current tech
niques. Unfortunately, there is little if any
research to back that assertion. "We need to
knowthe long-term effects of these proce
dures,"saysDr.Justine Schober, apediatric
urologist in Erie, Pa. "And the truth is, we
don't."

Fetal development is a complicated busi
ness, but it usually follows one of two
paths. If a fetus is genetically female (hav
ing two X-shaped sex chromosomes),its go-
nads mature into ovaries. In genetic males
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(who bear an X and a Y), the same glands
develop into testes. The basic tendency of
any fetus—XX or XY—is to become ana
tomically female. But as the testes of an XY
baby start churning out testosterone, the
child gels a chance to masculinize. If the
hormone reaches the right tissues in the
right forms, the developing labia will fuse
to create a scrotum and a penile shaft, and
the budding clitoris will swell to form the
glans, or head, of the penis.

The process isn't always so tidy. Though
no one has hard numbers, experts suspect
that roughly one babyin 2,000 is bom with
sex organs that don't fit either of the stan
dard categories. Most fall into one of three
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basic groups, which Brown University biol
ogist Anne Fausto-Sterling has dubbed
herms, ferms and merms. Herms, or true
hermaphrodites, have both testicular and
ovarian tissue, often as a result of abnor
mal chromosomes. Ferms—technically,
"female pseudohermaphrodites"—are ge
netic females whose external sex organs be
come partly masculinized through prenatal
exposure to testosterone. And merms, or
mde pseudohermaphrodites, are genetic
males who don't fully masculinize in the
womb, either because they don't produce
the necessary hormones or because their
tissues don't respond.

Intersexuals have been persecuted in

•• When I talked
to doctors about
meeting other
families and other
children, they told
me it would be

impossible, that it
would be a terrible
idea. But it was
very healing.

—JUDY (max) beck

some societies, revered in oth-
. ers. But until 40 years ago, no

one gave much thought to "fix
ing" them. That changed in
the mid-1950s, when sex re
searcher John Money and his
colleagues at Johns Hopkins

I- . • • Hospital hypothesized that sex
ual identity was like Language—

5 easilyacquired, but onlyduring
i a critical period in early child-

hood. In the hope of creating
better lives for intersex chil-
dren, the Hopkins team started
remodeling their genitals and

^ coaching their parents to raise
V them accordin^y. The special

ists' optimistic case reports
wowed the profession, and

. . surger/ soonbecamethe norm.
Even now, despite aU the con-

- ' • • ^" troversy, the American Acade-
my of Pediatrics (AAP) main-
tains that kids with ambiguous
genitalia "can be raised suc-
cessfuUy as members of either
sex" and recommends going
ahead with surgery within the
first 15 months of life.

1^^^^ No one denies that surgeons
should intervene when a geni

tal anomaly interferes with urination or
creates a. risk of infection. But many spe
cialists believe that creating a normal ap
pearance is almost as urgent. Dr. Antoine
Khoury, chief of pediatric urology at To
ronto's Hospital for Sick Children, consid
ers genital ambiguity a "hidden disease"
that can be cured with modem, nerve-
sparing surgery. To bolster the point, he
produces a letter fi*om the mother ofa 17-
month-old ferm he treated at 6 months for
fused labia and an enlarged clitoris,iinoth-
er physician had seen that the child's chart
mentioned a previous surgery. "I told [the
doctor] about the procedures performed
by you," the mother writes, "and she
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commented that she could not tell at all."
That child may benefit, but it's too early to

declare her operation a success, for no one
knows whether her bobbed clitoris wiU ever
function normally. "The new techniques
may cause less scarring than people suffered
20years ago." says Fausto-Sterliig, "but the
claims are based on hope. No one has done
follow-up studies." Actually,one researcher
did run a small study recently, and his find
ings weren't encouraging. Dr. David Thom
as, a pediatric urologist in Leeds, England,
had a team of specialists examine 12 ferms
between the ages of 11and 15 who had had
their vaginas opened and their clitorises re
duced during infancy. Most had been treat
ed by specialists in state-of-the-art clinics.
Yetevery childhad required further surgery
to maintain a vaginal opening. And five of
the 12 reduced clitorises had withered and
died, even though several had looked fine
follo^ving surgery.

Fm sure

surgeons believe
we're fine because

we've been silent
for so long, but
silence is no sign
of healthy sexual
function. Ifs a sign
we've been

shamed. W

— CHERYL CHASE

Psychological studies are as scarce as
medical ones, but outcomes like Heidi's
don't appear to be rare. In a 1995 study
that compared the life experiences of 44
ferms with those of 20 control subjects,
German researchers found that surgical
complications were the main reason for
the ferms' lower qualityof liie.Counselors
who work with intersex patients confirm
that impression. In a recent letter to
Schober, Sacramento, Calif., psychothera
pist H. Martin Malin notes that, in his ex
perience, intersexuals who had surgery as
children "became quite isolated at puberty
[and] did not integrate successfully into so
ciety as adults." Many were "estranged
firom their families," he wrote. "They did
not pair-bond; their sexual fimctioning was
severely impaired; they were phobic about
medical procedures; they were despond
ent and had contemplated or attempt
ed suicide." Finally, "they were furious

Male and Female: Parting of the Ways
Boys'and girls' genitals loot:very similar for the first two months after conception. But
hormones gradually cause them to evolve into two different forms.
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that they had been lied to."
Some physicians still ad-

• vocate shielding intersex
leve children firom the truth. "If

cause have an excellent out-
come and they look perfect,"

llent says Khoury, "I would want
to downplay it as much as
possible." Other specialists

sign echo that sentiment, but it's
1 hard to find an adult inter-X.U.ctl sexual who isgrateful for be-

a sign the dark. Judy
(Max) Beck, who underwent
feminizing surgery during
infancy, recalls being hauled
into a New York hospital

LCHASE every year to have her geni
tals inspected. "I didn't
know what was going on,"

she says, "but I knew it was a terrible thing
and upset my mother a lot. The guilt was
killing." Cheryl Chase, the 41-year-old di
rector of the Intersex Society of North
America, says she not only was denied in
formation as a child but was lied to by doc
tors when she later tried to obtain her med
ical records. "The whole experience was so
traumatizing and shameful that I wasn't
able to talk about it until I was 35 "

Despite their sometimes angry rhetoric,
the activists and their supporters have a
f^rly modest agenda. They want physi
cians to delay surgery until their patients
can make informed choices. "You raise a
child in the sex that seems most comfort
able," says Fausto-Sterling, "and you keep
in mind Aat their body might change some
how." And instead offueling parents' fears,
the reformers say, doctors should offer in
formation and support. Studies suggest th?t
intersex kids who escape surgery can fare
quite well. When Schober examined 12
adults with intact "micropenises," every
one of them reported erections and or
gasms. Seven were married or cohabiting,
and one had fathered a child.

To the advocates of early surgery, wait
ing for kids to make their own decisions
sounds like a moral abdication. "We will
make some mistakes in gender assign
ment," says Dr. Kenneth Glassberg, the
Brooklyn pediatric urologist who speaks
for the AAP on the issue. "But surgery is
not a disservice to the majority of intersex
children. The disservice is in scaring pa
tients away." Dr. Heino Meyer-Bahlburg
of New York's Columbia Presbyterian
Hospital agrees. While conceding that
there are "verylittle data"and claiming he
is "into empirical data, not beliefs,"he says
the "persistence of gender ambiguity" is so
harmful to children that "we nevertheless
have to act." Unfortunately, their patients
may someday wish they hadn't.
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5 weeks: During the
early weeks of gesta
tion, male and female
embryos have identi
cal genital structures.
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7-9 weeks: At the ear- 1
liest stages of sexual t
differentiation, the s
boy's urogenital fold j
begins to elongate. s

Vagina

opening

•Outer
labia

11 weeks: The same
tissue that forms
a female's inner labia
produces a penile
shaft in the male.

Near birth: The labio-
scrolal swelling has
fused to create the
boy's scrotum and the
girl's outer labia.
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