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IN LATE 2005, 50 international experts spanning multi-
ple medical specialties gathered to revisit treatment

guidelines for infants born with intersex diagnoses (see
“Consensus Statement on Management of Intersex Dis-
orders”1 in this month’s Pediatrics Electronic Pages). It
marked the first time that physicians had so thoroughly
revisited the medical standard of care for these diagnoses
since psychologist John Money and his associates first
proposed treatment standards for infants with intersex
disorders in the 1950s.2,3

Participants agreed to recommend several important
changes to care that demonstrate a significant shift in
thinking regarding the treatment of infants with intersex
disorders. Providing admirable recognition and caution,
the guidelines stress that intersex conditions are not
shameful, that psychological care should be integral to
medical care, and that open communication with par-
ents and patients is essential. Because of the recognition
that nomenclature tends to confuse, mislead, and alarm
parents, patients, and even clinicians, participants pro-
posed a change in the terminology and diagnostic labels.
Suggesting a willingness to think more expansively
about gender and its relationship to sexuality, the guide-
lines note that homosexuality should not be construed
as an indication of incorrect gender assignment, and
they recommend that the potential for fertility (origi-
nally emphasized for female gender assignment only) be
an important consideration for male gender assignment
as well.

The new guidelines, although commendable, fail to
resolve what lies at the center of current controversies:
early genital surgery. Acknowledging that there are min-
imal systematic surgical outcome data about genital sur-
gery (whether on cosmetic appearance or sexual func-
tion), that orgasmic function may be harmed by surgery,
and that there is little support for the widely held belief
that surgery performed in the first year of life relieves

parental distress about atypical genitals, the statement
nevertheless recommends early surgery for “cases of
severe virilization,” which would include clitoral reduc-
tion and vaginoplasty.

Although surgeons have incorporated increasing an-
atomic understanding into their techniques, which they
hypothesize should preserve sexual sensation and orgas-
mic capability, the claim that current surgical techniques
preserve sensation is unsupported by the available data.
There have been very few systematic long-term studies
of these procedures. Completed studies have relied on
small sample sizes and have often involved surgeons’
assessment of their own work, which raises significant
concerns about observer bias. Other factors such as age
at first surgery, age at evaluation (from immediately
postoperation to �20 years after surgery), the surgical
method used, criteria for success (if detailed at all), and
modes of assessing sensation (eg, proxy measures such
as blood flow and electromagnetic response) all vary
enormously in these studies making their results difficult
to generalize.

Until very recently, most studies did not include sub-
jective assessment. If one agrees that such assessment is
critical, these studies cannot be conducted until individ-
uals are old enough to participate meaningfully, which
means studies would assess techniques and instrumen-
tation that are almost 2 decades old. Surgery, then, will
always be a few steps ahead of anyone’s knowledge of its
efficacy. In the wake of these gaps in knowledge, cred-
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ibility struggles arise, with surgeons arguing that surgery
produces good outcomes and some adults with intersex
disorders arguing that it does not. Often, the claims and
experiences of adults with intersex disorders are dis-
missed as anecdotal, but the truth is that the only avail-
able evidence seems to contradict the widespread belief
that early genital surgery either preserves sensation or
provides acceptable outcomes.

Although the consensus statement makes many im-
portant and laudable recommendations that, if imple-
mented, will undoubtedly improve care for patients and
families, it would be premature to assume that it has

resolved that which remains most contentious: early
genital surgery to normalize atypical genitals.
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PATIENTS GET NEW TOOLS TO PRICE HEALTH CARE: TO ENABLE COMPARISON
SHOPPING, MORE INSURERS AND STATES REVEAL THE COSTS OF MANY PROCEDURES

“Consumers are finally getting some of the tools they need to comparison-
shop for health care the way they do for cars or personal computers, though
it’s too early to tell whether people will use these new services. . . . The new
pricing services are popping up as consumers are being asked to shoulder an
ever-greater proportion of their health care costs. Employer-sponsored and
other health plans are shifting more of the cost of health care to consumers
by raising co-payments and cutting benefits. That dovetails with efforts by the
Bush administration to promote so-called consumer-driven health care,
mainly through high-deductible insurance policies paired with health savings
accounts that offer financial incentives to shop wisely for care. . . . Some tools
are available only to an insurer’s own enrollees in certain cities. Public Web
sites that disclose hospital costs typically focus on ‘charges,’ which are the
undiscounted ‘list’ prices that don’t typically apply to people who have
insurance. And while some tools, including Aetna’s and Cigna’s, are adding
information on quality of care, comparative data in that area are still hard to
come by. So patients may simply opt for the costlier options in the absence of
any other gauge of quality, even though one of the goals of consumer-driven
health care is to lower costs.”

Rubenstein S.Wall Street Journal. June 13, 2006
Noted by JFL, MD
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