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INTERSEX HEALTH

“Intersex” refers to people whose bodies, reproductive systems, chromosomes and/or hormones
are not easily characterized as male or female. This might include a woman with XY
chromosomes or a man with ovaries instead of testes. Intersex characteristics occur in one out
of every 1500 births.!” That means an intersex child is born every two days in Canada, and five
intersex children are born each day in the US.

Within medical circles, the term “disorder of sex development” has replaced earlier terms such
as sex reversal, hermaphrodite or pseudohermaphrodite.” Intersex activist groups disagree
about the appropriateness of this terminology.® People living with this range of conditions
generally refer to themselves as intersex.

ISSUES PARTICULAR TO INTERSEX PEOPLE

e 3ince the late 1950s, doctors routinely used surgery and hormone treatments to make
intersex babies more closely resemble the sex assigned by the attending physicians.® It
is estimated that 30-80% of intersex children undergo more than one surgery and some
have as many as five surgeries."®

e Intersex conditions were rarely disclosed, and many people were not aware that they
were born intersex until they became teenagers. In some cases the physical changes
they underwent at puberty did not match the sex in which they had been raised. Parents
are now strongly encouraged to be open with intersex children about their medical
history. 7

e Inthe 1990s intersex adults began to speak out against surgery and hormone treatment
on children, and the secrecy that surrounded it. They argued that such interventions
caused emotional trauma and physical harm.® A number of medical professionals soon
joined them in opposing cosmetic genital surgeries for children.%"®

e Best practice guidelines now recommend against early genital surgeries. Parents are
encouraged to wait until their child is old enough to be involved in any decision-making
regarding changes to their body.!" 1"

e Most intersex people identify as either male or female, but not all intersex people identify
with the sex they were assigned at birth. Estimates vary, but for some conditions, as
many as 60% of intersex adults live as a gender other than the one in which they were
raised."®

EXPERIENCES WITH HEALTH CARE PROVIDERS

e Intersex people suffer a lack of disclosure about their medical history from doctors and
parents. Concealment practices prevent them from accessing peer support or making
informed medical decisions.” ' In addition, the secrecy surrounding an intersex

"Women generally have XX sex chromosomes and men generally have XY
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diagnosis can increase feelings of social stigma and damage a child’s trust in their
parents.% ¥

e Intersex people have often been used for research without their informed consent, and
photos of their bodies have been used without their knowledge. One researcher reports
that former patients discovered naked photos of themselves as children in textbooks
while researching their condition.®”

« Since English uses gendered pronouns, such as he and she, intersex people have
sometimes been referred to with dehumanizing pronouns, such as “it”.?"*" Most intersex
people prefer to use masculine or feminine pronouns.

e As aresult of treatment received as children, intersex people may be hesitant to seek
out medical treatment for health problems.

DIFFERENCES BETWEEN INTERSEX PEOPLE & LGBT PEOPLE

e The majority of intersex people identify as heterosexual."® The percentage of intersex
people who are gay, lesbian or bisexual is unclear, and methods of measuring
orientation differ between studies. A small US survey done in 1968 found that 43.5% of
intersex women reported same-sex fantasies.'”” A study done in 1987 found that only
2.5% of intersex people had engaged in sexual activity with a partner of the same sex.
A German study done in 1992 found that 20% of women with Congenital Adrenal
Hyperplasia (CAH) wished for or had experienced same-sex relationships.”® A
Canadian study from 1996 found that 26.7% of intersex women measured as bisexual
on the Kinsey Scale.®

e Although intersex people may share issues in common with trans people, itis inaccurate
to describe them as transsexual or transgendered. Trans people are not born with
atypical sexual and reproductive systems and do not have the same history of surgical
intervention during their childhood as intersex people. 2%

(24)

PHYSICAL & MENTAL HEALTH OF INTERSEX PEOPLE

Some surgeries, such as the removal of testes or ovaries, have irreversible effects on
the fertility of intersex people. Such procedures should be done only with the fully
informed consent of the individual.®*

e 3urgery on the genitals of intersex people often removes sexual nerve tissue, impairing
their ability to enjoy a healthy sex life."” '® Traditionally, surgeons prioritized the fertility
of intersex women and the appearance of their genitalia over their ability to experience
sexual pleasure. Boys with small penises were often surgically altered to feminize them
and then raised as girls, since it was assumed that men with small penises could not
have satisfying sexual lives as adults.”"®

e Many intersex women are not sexually active and report difficulties with penetrative sex
and/or a lack of sexual pleasure, which may be the result of surgical interventions when
they were children. In a small UK study, only 22% of intersex women were sexually
active, and half reported a lack of sexual pleasure as a result of surgery.*” A London
study found that a third of intersex women had never been sexually active, and had
difficulty achieving orgasm.®® Other studies in America and the UK suggest that 35-90%
of intersex women may have difficulties with intercourse.* *"
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e Intersex people with Frasier Syndrome (which affects skin development) may have a
cancer risk as high as 60%.“? Men with Klinefelter Syndrome (an extra X chromosome)
may have a 40% chance of developing osteoporosis“® and a risk of breast cancer fifty
times that of other men.* People with CAH (which affects enzyme-production) may
have low levels of cortisone, the hormone that helps us deal with stress, or may have
problems maintaining their salt levels.®* Other intersex conditions put people at risk for
scoliosis, diabetes, lupus, or for kidney, cardiovascular, or thyroid problems.®®

e Research is unclear whether intersex people are at increased mental health risk. Some
studies have found that intersex women are psychologically and socially well
adjusted,” while other research suggests that intersex people may be at high risk for
mental illness.®"

GAPS IN THE RESEARCH

e Since intersex people are a minority, and due to the history of secrecy surrounding
intersex diagnoses, statistically representative data on intersex people is lacking.

e Research is needed on the lived experience of intersex people who have not undergone
multiple surgeries in childhood to better assess the physical and social effect of the
conditions themselves, apart from problems related to medical interventions.

e There is a lack of long-term longitudinal studies on the psychological and physical
impact of various treatment models on intersex people. As a result, many doctors,
parents and individuals make decisions about medical care that are not evidence-based.

e As many as 40 conditions are contained under the umbrella term “intersex”.“® Additional
research is needed on the health risks associated with each variation.

IMPLICATIONS FOR HEALTH CARE PROVIDERS

« Since intersex conditions are common, it is important for clinicians to ask clients about
their sex and gender identities rather than making assumptions based on appearance.
Although some intersex people do not identify as male or female, most do. If you are
unsure about a client’s preferred gender pronouns, ask politely.

e Intersex people and their families need access to clear, accurate, and reliable
information so they can make informed decisions. They may also need supportive
counselling and peer support.

e Intersex people whose physical development at puberty conflicts with their gender
identity (sense as themselves as male or female) should have access to hormonal
treatment if they desire to suppress unwanted effects such as periods or beard growth.

e Intersex people may experience unique medical or psychological barriers to developing
a healthy sex life. In addition, some intersex people may require fertility treatments to
become parents or need supportive medical assistance during pregnancy and birth.

e Intersex people with a high risk for cancer or other health problems may need more
frequent checkups. Models of care that affirm the autonomy and dignity of the client can
increase the likelihood that intersex people receive the preventative medical care they
need.

e Intersex people often have trouble accessing their medical records. Ensuring access
may require changes to the Canada Health Act, which currently allows the head of
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medical institutions to withhold a patient's medical records if they feel it is in the client’s
best interest. In practice, this provision has been used paternalistically.

e Clinicians who perform intimate examinations can help their clients feel more
comfortable by offering a variety of privacy options. Clients may prefer to wear their own
clothes in place of a paper garment, or have a friend hold their hand during a physical
exam. Discussing their professional life during a pelvic exam may help dispel feelings of
powerlessness and prevent intersex clients from re-experiencing previous medical
traumas.

e 3Some intersex conditions may not be discovered until well into adulthood. This may have
a significant psychological impact when discovered.

e Some intersex people may not be comfortable with the term ‘ambiguous genitalia’. It is
advisable to check with the client as to what terminology they prefer.

Resources

More information can be found on the following websites:
Accord Alliance: www.accordalliance.org

Intersex Initiative: www.ipdx.org

Intersex Society of North America http://www.isna.org/

[Note this organization is no longer active, but their website is archived online and contains
valuable resources].
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