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cally possible. There is a group of doc-
tors out there (and the number will grow)
who have instead been taught that “it is
more important to get gender assignment
right in a process that involves the patient
than to get it fast,” that the patient should
be fully informed and involved in deci-
sions about surgery and hormones, that
there is a wide range of genital anatomy
(“not statistically normal does not mean
pathological”) and that there is a great
need for early and consistent counseling
in order to “get away from the veil of
shame” so often associated with intersex
issues. According to Wilson, what is
truly shameful is that the sort of shaming
and traumatizing treatment which
Angela Moreno describes in “Hermaph-
rodites Speak!” remains the national
standard.

Wilson has been researching intersexual-
ity for a long time; however, his first
exposure to ISNA was last fall, when one
of the adult endocrinologists at Michigan

State’s Center for Ethics got a group
together to talk about intersex issues.
Afterward, he and Alice Dreger were
asked to do a presentation for the
Women’s Studies Department, and in
preparation, she showed him the pro-
foundly moving film “Hermaphrodites
Speak!” As Wilson says, “Things went
from there.” 

After the Women’s Studies presentation,
he decided that he had enough informa-
tion on the topic, and that he “now
wanted to start carrying the message to
the pediatric community.” That message
was the call for change that made up
most of his Grand Rounds presentation,
which he gave in four cities in Michigan.
I asked him if he found any resistance to
what he was saying. He told me that he

encountered one or two people who were
firmly attached to the current paradigm,
but that “most of the pediatric commu-
nity has been very open to the message”
—in fact, the moderator of the Kalama-
zoo presentation called it the best Grand
Rounds they’d had all year. Primary care
pediatricians and pediatric endocrinolo-
gists have shown the most positive recep-
tion, Wilson said, both because they are
used to a lot of changes and advance-
ments in patient care and because they
are the ones who have the most direct
contact with patients and parents. There
has been a movement lately to involve
parents more closely in all of the deci-
sions for their child, so a lot of these car-
egivers are more receptive to opening up
communication. The resistance, Wilson
says, is found more within surgical and
urological communities. That’s a big part
of the problem in creating change.
“Intersex treatment involves so many
different types of specialists that you get
a lot of disagreements,” he explained.
And the disagreements aren’t limited to
general policy: it’s not uncommon to
have a debate over which sex to assign a

child. He told me about one recent case
where the geneticist wanted to assign the
baby female, and the urologist wanted a
male sex assignment.

So how do we bring about change? Wil-
son explained that the greatest resistance
comes from “bigtime medical centers”
who can get stuck in their ways. The best
way to change their minds, he suggested,
is to show them why they need to change
and what’s happening. “The double-
blind study is the classic justification for
a change in policy,” he said, “but in this
case, that’s neither ethical nor feasible.”
He said that Dr. David Sandberg and Dr.
Heino Meyer-Bahlberg both suggest
that, until we have better data, the treat-
ment protocol ought not to be altered.

But Wilson disagrees: “As more people
sit down and look at the issue, it makes a
lot of sense to go back to the primary rule
in medicine: 

 

Do no harm

 

. If we don’t
have data proving that the risky surgeries
being performed are better than no sur-
gery, why are we doing them? Sure,
Money has written articles saying that
people who weren’t given surgery devel-
oped psychological problems, and right
now I’m reading two urological articles
that talk about the degree of psychologi-
cal distress in individuals who aren’t
given surgery, but there’s no data to back
up these claims.” He went on to tell me
about a major article in the professional
literature written by a pediatric endocri-
nologist. The article is sixty pages long,
and in all it contains just one sentence
about talking to the patient or the parents
about what’s to be done. “They never
talk about who we’re really taking care
of,” he said.

I asked him why surgeons would still do
the surgeries based on a paradigm that’s
not only unsupported by data, but has in
fact taken a great beating lately with the
exposure of the failures of the John/Joan
case, frequently cited as proof that the
traditional model for treating intersex
births works. This case of identical male
twins, one of whom was reassigned and
(supposedly successfully) raised female
after a circumcision accident burned off
his penis, is seen as the main evidence
supporting Money’s theory that sex can
be arbitrarily assigned up until the
patient is eighteen months of age. That
theory provided the basis for the current
paradigm of intersex treatment. Wilson
explained to me that a single case is not
likely to cause the immediate revision of
an entire paradigm, even if (as in the case
of John/Joan) it was so instrumental in its
creation. It can certainly shed light on
certain flaws in the paradigm which
heretofore went undetected, but a single
case can really do no more than raise a
debate: “It can start something kind of
like a snowball going down a hill; as it
gathers new material and momentum, it
gets big enough to actually cause
change. The change will flow from a sin-
gle case, but you can’t expect an imme-
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much more comprehensible—she is
actually rather avant garde when posi-
tioned in relation to her peers. Indeed,
she told me, “a lot of people in academia
think there’s a risk to doing this kind of
work, that your peers will look
down on you, but I haven’t
found anybody yet who
thought that way.” Maybe
some think she’s odd, she told
me, but really “a lot of people
tell me they are envious that
I’m able to do so much good,
and for people who are so
appreciative.” Dreger has
already gotten feedback, all of
it very positive. She especially
treasures Sherri Groveman’s
note saying that the book helped her get
in touch with her intersexual history, and
that she cherished all the stories it gave
her about her hermaphroditic ancestors.

Her publisher was not as convinced ini-
tially that many people would find the
book meaningful. The epilogue, too, was
a problem at first. Her editors warned her
that, as a historian who was talking about
current events, she might not be taken
seriously if she bit off more than she
could chew. But precisely because it
deals with extremely important current,

real-life implications of all of the histor-
ical material, she considered the epi-
logue essential. “When it was still in the
early stages, they asked me to cut it out,”
she said. To be fair, Dreger continues, “it
really did need to be more comprehen-
sive and better documented. Cheryl
Chase helped me a lot with that.” And
she confesses to being glad that she had

to rewrite it. So, it seemed, was
Harvard. “I showed it to them,
and they were very impressed.”
They didn’t expect her to be
able to document the medical
model’s failings so thoroughly. 

There were other challenges
too: it would have been impos-
sible to cover everything.
Dreger regrets that she
couldn’t include every story

and every concept, finding that part of
the process frustrating. She also added,
“It’s extremely difficult to write someone
else’s story, to represent a person who’s
dead and didn’t leave that many records
behind; it’s difficult to be sure that I did
them justice.”

She does appreciate feedback, though at
present she’s getting so much of it that
she’s having trouble keeping up. It would
seem that the book has touched many
more people than she or her editors could
have ever imagined.

 

 ■

 

diate response; you have to get people to
examine the paradigm and think about
what they’re doing and where it’s going
to go.” Change takes time.

Minds 

 

are

 

 changing, particularly in cer-
tain circles of the pediatrics community,
but “we still have a long way to go,”
observes Wilson. For instance, he told
me about an eight-year-old patient who
went in for a urological repair, but the
surgeon did a clitoroplasty while she was
anesthetized. Wilson and her primary
care pediatrician had agreed that she
shouldn’t have those surgeries, but they
had no opportunity to voice their objec-
tions. “We need to start with pediatri-
cians and pediatric literature and
eventually get to urologists. Then,
finally, we need to get to the pediatric
surgeons who are doing this and don’t
read the literature.”

To change policies, he also mentioned
the great need for more behavioral stud-
ies. We were discussing the usual
response that we hear from surgeons and
other medical professionals when con-
fronted with adults who are not just
angry at the lies they’ve been told, but
also at the results of the surgeries forced
on them by doctors following the old par-
adigm. These surgeons will be quick to
retort: “Oh, but the procedures are much
better today; they’re constantly improv-
ing, so what these people have to say is
not relevant.” As Wilson puts it, “If sur-
geries are improving, that’s an even bet-
ter argument for waiting ten years, when
the surgery will be even better and the
patient will have a chance to withhold
consent if s/he chooses. The point is,
there’s no reason to leap into doing
something just to get it done fast.” Wil-
son also agreed that the basic issue is that
changes are being made to people’s bod-
ies without their consent. “Absolutely,”
he said. “These are parts of people that
they have a right to keep.” 

Hopefully, as he told me, in ten years, not
only will surgical options be better (for
those who want them), but “we’ll be
more open as people grow and change.
Birth gender can be different from adult
gender, and that change is okay. We (the
medical community especially, but really

all of society) need to be more open and
accepting of that gender fluidity in indi-
viduals.” Wilson commented on how,
fifty years ago, there were basically only
two races in terms of social categoriza-
tion: white and black, a division which
completely ignored the spectrum of dif-
ference not just within those two catego-
ries, but also outside of them. Hopefully,
just as that line in the sand is beginning to
blur and get a little less deep, so will the
divide between male and female. “Hope-
fully, in terms of social stigma, that divi-
sive categorization will change,” he said.

And though we definitely need more data
from the medical side of things, we also
need to look at this as a family problem.
“Why is something like cleft palate so
different?” he points out. After all, it’s a

condition that calls upon the whole fam-
ily to deal with the issue of a child’s body
being different from the “norm.” “Medi-
cine can lead the way, but we need
changes in family attitudes regarding
intersexuality,” he said; “we need more
discussion about the issue to reduce the
stigma.” Wilson is also quick to include
the necessity of qualified psychotherapy
for the whole family, as well as the need
for support group referrals.

Though he would agree that we still have
a long way to go before things change, it
cannot be denied that with such trailblaz-
ers as Wilson not only listening to former
patients who were until now “lost to fol-
low-up,” but also going out there and
spreading the word, the future we’ve all
hoped for is at the very least beginning.

 

 ■
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Brad has followed many paths to
get to the one he’s currently traveling. He
was the executive VP of a public utility
company, then a publishing lawyer for
twenty years, working with artists and
writers in their legal affairs. Though he
still works as a publishing consultant, he
recently completed both his Master of
Art in Ethics and his Master of Divinity
at Pacific School of Religion and
looks forward to starting a post as a
parish minister. He wrote his thesis
on intersexuality, and I recently
spoke with him about that project,
as well as what inspired him to
change his life’s work.

Brad was taking a course from
noted Christian ethicist Karen Leb-
acqz called “Ethics and Differ-
ence,” and while his classmates
wrote about skin color, disabilities,
and gender (in the more binary
sense), he decided to do his final
paper on the topic of intersexuality. His
interest in the topic began years ago, on
a long trip to a religious celebration in a
car shared with an adult who had grown
up intersexed and had escaped surgery.
She identified as female and lesbian, and
told him freely of her experiences: she
had encountered some teasing and even
physical violence in the boys’ locker
room in junior high, but it didn’t do any
lasting harm; she grew up well grounded,
self-aware, and confident in who she

was. He really enjoyed their conversa-
tion, so when he was presented with the
opportunity to do scholarly research on
how she related to people in her life
(such as her lesbian partner), it seemed
like the perfect opportunity to pursue his
interest in “differences marked by some
expression of sexuality.” The paper
ended up being a strong critique of the

dominant medical model for intersex
treatment, and his professor deemed it of
publishable quality. She encouraged him
to expand it and make it the thesis for the
Masters in Ethics he had considered pur-
suing.

Brad took her advice and expanded his
thesis, arguing that intersexuality in an
infant is not a psychosocial emergency,

ing doctors because of the way he was
treated, David has finally pushed himself
to seek medical care again. However, he

is quick to clarify: “I trust my doctors as
individuals; I still don’t trust the system.”
We discussed that system and its draw-
backs. “It’s tough,” he pointed out,
“because unless you’re really lucky, you
will need good medical care at some time
in your life. I’m a very well informed
consumer, but it’s still a challenge to not
fall through the cracks.” Actually, David
is especially well informed; as it turns
out, he is a pharmacist. In fact, he is cur-
rently writing an article for 

 

Transgender
Tapestry

 

 on intersex health issues. The
problem is that they want something
only two thousand words long, a seem-
ingly impossible task, considering the
amount of material he might cover.
“Almost everything I’m writing has to do
with trust,” he explained. “How do we
reestablish that so that we can take care
of ourselves?” 

David found himself in need of medical
care because, like many intersexuals, he
has osteoporosis. I asked him what was
new in terms of research and medica-
tions for the condition. “It’s a very hot
topic for research right now; a lot of
resources are being put into understand-
ing it and developing drugs as treatments
for it.” The old treatment for osteoporo-
sis was to prescribe hormones. “But hor-
mones aren’t really a satisfactory
substitute for a functional endocrine sys-
tem,” he explained. “There’s some stuff
they don’t do very well.” David took tes-
tosterone for fifteen years, but ultimately,
he didn’t like it. “It changed me. I was a
different person in terms of my emo-
tional life and personality.” So he
stopped taking them, and he likes him-
self off hormones a lot better. He told me
how frustrated he was with the medical

establishment’s narrow viewpoint on
hormone use: “I was just reading this
Canadian study about a case similar to
John/Joan that was labeled a success [

 

see
back page for a full bibliography of all
the articles discussed in this issue

 

].
There was a circumcision accident, so

they castrated the child and prescribed
hormones and they say she’s a ‘tomboy,’

she says she’s bisexual, she works a blue
collar job in a male-dominated industry,
and she’s in a long-term relationship
with a woman. It’s so narrow of them to
use the development of gross physical
secondary sex characteristics as the main
measure of the success of hormone ther-
apy.”

A naturally functioning endocrine sys-
tem is much better than synthetic hor-
mones. Although the risk of cancer, in
persistent undescended testes, is higher
than usual, the risk is different for differ-
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ent conditions. For some conditions, if
the testes are capable of producing test-
osterone, the person might reasonably
choose to keep them and to monitor them
carefully for cancerous changes. For
most conditions, the risk of testicular
cancer before early adulthood is quite
small—so undescended testes can rea-
sonably be left in and the person allowed
to make their own choice by weighing
the risk of cancer versus giving up the
natural hormones produced by testes.
[

 

see “Frequently Asked Questions” on
ISNA’s webpage at 

 

www.isna.org 

 

for
more information

 

.] David criticized the
dominant medical thinking on this issue
and the lack of information provided.

“It’s an easy thing to do, in medical
thinking; just cut off the offending
organs and replace them with synthetic
hormones. But I wonder how successful
hormone-based therapies are.” Accord-
ing to David, “a lot of people stop using
hormones, and I don’t know if anyone
has looked at why.” 

People whose gonads do not produce sex
steroids (estrogen or testosterone), or
who were born without gonads, or whose
gonads have been removed by surgeons,
are at risk for developing osteoporosis—
particularly if they do not use hormone
replacement therapy. And osteoporosis
can be a very serious and debilitating

condition. “There’s a twenty percent
mortality rate when people with
advanced osteoporosis break a bone,”
David told me. “Your bones can break
from sneezing or just turning over in
bed.” As David said, though, there’s good
news. “There are more choices in medi-
cations and treatments, some that don’t
involve taking sex hormones, to preserve
and increase bone density, and there are
a lot more on the horizon. I would
encourage others to find a doctor you can
trust, someone who respects you, and
find out if you are at risk for this condi-
tion. Or if anyone wants to talk with me
more about this, they can contact me
through ISNA.” 

 

■

 

but is a condition that (except in cases
where the child’s physical health is
threatened) does not demand surgery,
and certainly does not warrant medical
erasure. He read John Money and was
troubled by the reporting of the John/
Joan twin case and upset that its disas-
trous outcome had tremendous real-life
implications for thousands of intersexed
infants. It really touched Brad’s sense of
justice. He decided that he wanted to
write a paper that would work to discount
such misinformation. He also particu-
larly wanted to write a paper for clergy.
“A lot of times, clergy are the people par-
ents will come to when their baby is born
intersexed,” and he wanted to educate
them about the topic so they’d have a clue
about what to say, something more than
“it’s God’s will” or “this is your cross to
bear.” He wanted them to know that “they
should encourage parents to just let the

child grow up without surgery,” or at the
very least “talk to intersex adults and see
what their take on the issue was.” He took
the “wait-and-see” position in the paper,
and attempted to construct a guide for
clergy in how to help the parents cope
with the decision not to alter their child
surgically. “They need to know about the
many sources of information and sup-
port, about how the church itself is a
resource.”

In fact, he sees love and support of differ-
ence—any difference—as the real test of
how well a community (in his case, the
Christian community) lives up to its
responsibilities. However, he under-
scores, “that doesn’t mean I minimized
the problem.” He made sure that those
who are placed in the position of advis-
ing parents understood the possible
parental distress at raising a child outside
of the range considered “normal,” though
as Brad points out, “I’ve never met a sin-
gle person, professionally or personally,
who didn’t have his or her own intellec-
tual, physical, or emotional quirks.” He
adds, “I find the variety of expression of
what it is to be human exciting, and we
should be encouraged to show love and
support for difference.” The problem
begins, he says, when children are taught
to be ashamed of their difference. “When
we’re children, we’re taught very early
the difference between good and bad.” If
a child’s body can’t even be discussed,
the child assumes that his/her body must
be really horrible. “I don’t think that any

kind of ridicule an unaltered child might
face even comes close to being as harm-
ful as the shame that results from what is
not discussed. Shame has to do with who
you are,” and that can be the hardest thing
in the world to come to terms with.

Brad says that his decision—to follow a
true calling he received in church one
day, and to completely change profes-
sions—has proven “wonderful, liberat-
ing, and energizing; I would recommend
it to anybody. I think people ought to
change jobs every five or seven years
unless they’re totally satisfied with where
they are. Finally, I feel a sense of connec-
tion, of being in the right place.” 

 

■
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