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HALF BOYS, HALF GIRLS:

$INSIDE THE WORLD OF THE
' HEaRI\l;IAPHRODITE SIBLINGS
Olga Craig meets a brave and remarkable family rom, s o

G

‘SOUWIOSOWOIYD XX IM UIoq ‘SI9)
-SI1S oY) oyrun ‘are ‘ersejdiadAy
[euaIpy [ejuaSuc) ‘HV) wioy
UOUIWIOD JSOW Y} [Im Salqeq
*KJL19A9S JO $90135p
Burhrea sey pue (XoSI9)Ul UR WIOY
Suraq erusy jo Lpqissod anoy-ut
-3UO B SeM 3191J}) SUT| [RUISIBWI 31}
Buore passed s J| ‘uonIpuod Y}
pm Buary sydoad 00 0g INoqe o1
sz Aepo) urejulq uj "Ieak yoes

.way11sni) 01108
9A,] 80U0 sUOBWIOS
|83 | SuIy1BWos

S ]| "UONREBSIBAU0D
e ol qoj 1snf | 1ey)
Suiylowos jou sy,

uI0q oIe ‘eifejuad snofiqure se 0}

I9J91 S10100D YOTUM “ISPIOSIp ofjoq

-BJoUI JIBI ST UM S3Iqeq 00T

punoly 'Brusy pue ouezr[ oyI[
ma] e oymb oey w ‘are 19y

« <O Y] SUO I3YjoUB

‘MOM, SIYSnoy) | "uloq sem eruay
uoym I9peq IRJ AEuuysp I,

"ap1s

aA1ssarSe a1owx 91} 998 Ued | ‘1ey}

Jnoge papurw-o[3urs A19A 9UI039q
ueo | -ojdwrexs I0] ‘ajerey Sul
-Imp — JjosAur Jo apis a[eWI 9y} 998
] USYM SauIl}) 918 SI9Y) Jng ‘jsowt
Kerdsip T 9501} aIe sonSLSRIEYD
a[ewaj [99] | pUE ‘Ofeuo] [99] | ‘ure

I Moy JosAul JO UMY} [ USYM,,

-aurezy] shes ‘19131990) pozoanbs
[[® ‘o[ewaj-Jjey ‘o[ew-jey we
1 Ayreal ut jnq ‘sreur ueyy s[eway
orow se JosAwr jo yuryj [,,

_ Jrey pue ey are
Aoy yyna) ur :s|E 9¥1] Yoof Aot
Apreming ‘stuad e sey IOYNLN
‘SIS OU-PUE ‘9q P[NOYS SILIBAC

IO 9I9UM S0)89) aary Aoy ‘seu .

-18eA aary Aot} yBnoy[y “ereiuad
a[ews) pue oewW qloq Suissessod
‘soypoaydeurioy are Aot} suBaui }|
-awoapufg Aanisussu] uaBorpuy
ajerduro) ‘SIVD Po[[e UOTPUOD B
ST “I19A9MOY ‘a1eYs Op A9y JByM

| ‘somAlre]
pue sojfueq ‘spesq sjuem
PUE S[[Op 9Iqeq $9A0[ 3YS ", AN13,,
3I0W Yonul ‘sapoaouod dUBZI]
‘s1 ‘pads-anjq pue Irej ‘BIUIY U0l
-|sej 10 dn-ayeul J0] swIy ATRI[ SEY

" 9yg “Mods ajumoaej 19y SI sjemmy

‘palap[noys-peoiq pue pame(
-orenbs ‘poyoeq-jySrens pue [e}
‘gurely jo renSue sI SUBZI|] PaIrey
-j{Ieq ‘uoureradws) Jou SYOO[ Ul
ISY}ISU IO Yord S[(UISSDI BTUSY
pue osuezy] ‘(Idyjowr sures ayj}
aaey fayy) s19)sIS Jrey ySnoyy,
*sopyuod oys  ‘dn
moi18 [ uaym ssaoutid e 5q oy JuEM

I, 'spesq ueoljy 1oy Sununod
suifaoq pue IeYO JIOYJOUE OJUO
SI3QUIBY BYS SB SUOOI) 3YS ,‘ZAX
©rdadgyv cc ZAX,, '1seasiul
180[ SeY BIUSY ‘(I8 & 9] }OO[
1Inq * " [18 B 9j0USp YIYM ‘XX
jou " ** foq & 910USP YOIYM ‘SIUIOS
-owIoIyd> XX 308 9A] ‘Xosisjul
ue w] ‘nof se swes 3y} uj,
{19y S[[9} pUe I9Y punole SULre 19y
sdeim suezyyy ‘Sui8818 ‘spuewap
BIUSY . J)BYM WIdY B ‘legm
® ‘NoA 918 JRUM,, "ISYSne| pue
squmj jo o{8um} ® ‘ejos Y} OJUO
19y3a30} spremspeq apquim} s[I3
oy pue dej sI9)sIs 197 0JUO J[3S
-1y s3ulfy oys “FuIkp arey spuojq
‘w001 SY} OJUI SI[INY ‘I19]s1S
~Jey p[o-Teak-x1s 1oy ‘BIUSY ITBYD
~WIe Ue OJUl S3[}I9S QURZI[] SY
*g[Twus e Juiggns
[us ‘sfes ays .  ‘ejporydewr
-19Y ® ‘Xx9sIojul ue uL] ‘o[[oH,
:Kes jsn( jueo nok ‘fom, -1od
-d0)s UOKESISAUOD B JO BUNIIUIOS
‘SiwIpe oUs ‘st 3 uwey jsng
puUV ‘Wt ayI pue mouwy o} 108
9A,] 90UO SUOAWIOS [[9) | SuIyjouIos
S) 'UOTIESIDAUOD B OJUI qof ‘Isnl
1 32y} Suryiouros jou A[SNOIAGO S
ySnoyye,, ‘skes suwezy] 7oy o
Bunpiue J0 9isBISIP Uey} IoyjRl
Aysoumd I9jUNOOUd [,, ‘A}ISOLMO
puE UOISNJUOD ‘YIOYS S ISY0Bd}
oy ourdeun Aoy se royySney ur
dn s[qnop IepySnep pue Ioyeg
. ’X9SIaUI Ue sem | ‘ou Jey] Sul
-ys1sul Swx puy ‘S opIy B SINoA

‘fips 9aq juo(,, :Suifes Iayoes)
ay isn{ 41 INoQe 0] B I9qUISWAI
Apsouoy jued I,, sydne| ays
our 10] pooxs), ‘Ire ayy soyound
‘MOLIOUIO) /] ST OYM ‘QUezl|] ‘A10}s
S} SJUNO0IAI ‘19Y}e] oY ‘19J9] SY -
«X95I9UI Ue wL]
*++ foq e jou ur] pue |13 e Jou UL ]
*guezi[] st sureu Aw ‘O[[3H,, ‘pres
pue punole pazeS ‘dn pazsqure[d
Auurajos ‘ssoys Auyys ‘mou pue
yooguwiS [ooyds I9Y Ul ‘QUBZI[]
‘S9A[PSWIAY} Jnogqe Suiyowos
fes pue auwreu IPY) 9UOAIaAS
[ “reyo e uo puE)S O} PIYSE
Sem pQy2 yoes ‘Aep jeyJ, ‘St 9ys
“eyM IOYJRI J0 ‘oYM Inoqe Suruod
-[[}10] 9I0UI IOYJRI SBM IS {00Y0S
38 Aep 1811 I9Y UO ‘AL Sem SUBZI|]
uayp ‘o[igns os usaq semie
},USRY UoTIoNponuI Jo 9[AIS I9H
U199 [ SB
10U IE | *SWSas J1 S Jou SI [[Y oW
Just ST} ‘Ieyier 1Q,, :A[AIm shes
uoy} ‘sesned ouezl[ W Sl siy}
‘fayy, :Suifes pue sdoad 0 yuoy ur

dn Surpue)s Jo eapl a1 INif A[[eax

T 9010y )Sa1y Aul ST BUIRIp j0g,,
‘arerxdoadde
SwIaag 'soneusd ur 19910 B 9qhew
N0 YI0M 1 USI0P JBY] JI PUe **°9q
0} 9YI[ P[NOM | JeYM S JeY[ ], *SSa1j0€
ue A[oyuga(,, "saha yrep “as-dasp
19y Suruapm pue pesyj 19Y °
Surppou ‘A[3AISIOap sAes oys
«‘ssamoe uy,, ‘9[qe} SY} uo
s198urj oY SUITIP pue moiq-
-ofa ue $oSTRI SYOX] SURZI]

Sunday Telegraph ‘Review’ Section — 29 Feb 2004 — Page 1 of 4



AISSG UK (www.aissg.org)

They should be girls. They have a
womb and ovaries but no vagina.
Instead they are born with what
resembles a small penis. It is, in
fact, a vastly enlarged clitoris.

The condition of Ilizane and her
sister is less severe. It has helped,
too, that they have been brought
up in a free-thinking household:
there were no dramatic announce-
ments, no sudden revelations.
Both Peter and Neil, who is Xenia’s
father, consider their girls per-
fectly normal. They have brought
up their daughters to accept their
condition, to ignore the callous

prejudice of the ignorant and to be

proud of their difference.

They have been imbued with a
healthy sense of their own identity
and worth, and yet are, perhaps,
somewhat unprepared for the
realities of the wider world where
such tolerance is hardly universal,
where prejudice and distaste for
those who are different is com-
monplace. Ilizane, cne suspects,
has inherited Peter’s cool-headed
approach. Neil, Xenia’s father, is
much more brittle. He pounces
upon every nuance he perceives as
“judgmental” or “pejorative”. He
is forever on the look-out for any
suggestion that the girls are being
portrayed as “different”.

“Is it a condition?” he asks
wryly, eyebrows raised. “Is the
word hermaphrodite insulting?

Yes, I would say it is,” he says, jaw.
jutting, as he looks across the
kitchen table at Peter. Peter shrugs
and asks his daughter. “No, I don’t
think either is insulting,” says
Ilizane. “It #s a condition. And I am
a hermaphrodite.”

Friends, she insists, have been
curious but not judgmental. “And
no, it hasn’t been a problem where
boyfriends are concerned,” she
says stiffly. “Once you get to know
and like someone, you tell them.
You trust the fact that, as a friend,
they will accept you. If, later in a
relationship, a man rejected me
because of it, then he wouldn’t be
the sort of man I would want to be
in a relationship with.”

It is a mature and.reasoned
argument: but it is, albeit under-
standably so because of Ilizane’s
age, perhaps naive.

As both girls acknowledge, there
is little outward sign of their con-
dition: there is nothing physical
that prevents them standing
alongside their classmates in the
shower. It has made their fathers’
decision that they should put off
surgery to remove their testes
until adulthood all the more
understandable.

But, as Ilizane admits, if she had
CAH, the more common condi-
tion, she might well have opted for
surgery by now. And it is here, in
the arena of medical opinion, that

the girls will find that their
upbringing may now match mod-
ern thought.

Until about a decade ago chil-
dren born with ambigious genita-
lia were deemed a social taboo:
such babies were whisked away at
birth by grim-faced doctors, leav-
ing bewildered and confused par-
ents in their wake. Then, the per-
ceived medical wisdom was that
such children should be operated
upon immediately to remove the
“offending” appendages. Rarely
was the child told until adulthood.
In many cases not even the parents
were told the full truth. The medi-
cal profession, convinced that sur-
gery was best physically and psy-
chologically, often browbeat
parents into consenting, with dev-
astating effects.

"¥ hen Lena Harmon’s
/  baby, Patrick, was born
Y % in 1990, he was bundled
out of the delivery room before his
mother could hold him. The next
time she saw her infant he was in
intensive care, hidden behind a
curtain. Although born with a well
defined penis, its opening was at
the base, not the tip. There was
just one testicle and, although it
was producing lots of testosterone,
in the majority of his cells there

Continued overleaf
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From page 1
was no Y chromosome, the
one that contains the genetic
instructions for the body to
develop as a male.
“The doctors insisted he
' was a girl and that they would
' remove the ‘offending appen-
‘dage’ immediately,” Lena
says. “But I had seen Patrick
have a liny erection. I told
them: ‘You are not cutting off
anything that’s working’” A
20-day battle of wills ensued,
with doctors insisting the
_ baby would be better off as a
| girl, and Lena intent on bring-
E ing him up as a boy.
Ultimately, the doctors
L gave in. “We will,” they sol-
emnly announced, ‘“allow
you to raise him as a boy.”
Two months later doctors
again urged surgery, this time
telling Lena that the baby’s
testicle (which contained
some ovarian lissue) was
likely to be malignant. She
agreed to a biopsy and when
the surgeon said it showed
that the gonad was diseased,
she agreed to have it cut off.
“Yet I still had this sense of
guilt, that I had allowed my-
self to be railroaded,” she
recalls. She pestered dectors
for a pathology report. “When
I got it I was devastated,” she
says. “The first thing I read
was ‘normal, healthy testicle’.
My heart stopped. Now my
son is a non-functioning
eunuch. Before, he was a
functioning male. I think the
doctor just didn’t care. His
reasoning was that this was a
hermaphrodite, so everything
should be removed.”
Similarly when Melissa
Cull was born, 34 years ago,

AISSG UK (www.aissg.org)

“Whip them out, they

with CAH (she had a womb
and ovaries but no vagina
and a penis-like enlarged cli-
toris) doctors insisted surgery
was imperative. Doctors
could not discern her sex but
tests showed that her chro-
mosomes were XX.

Although a formal diagno-
sis was made, Melissa’s par-
ents were never told. All they
knew was that she needed
surgery. At four she was sub-
jected to a clitorectomy which
has removed 95 per cent of
sensation. At 12 she under-
went a vaginoplasty to ensure
she could menstruate and
have a normal sex life. It
wasn’t until Melissa was 18
that she discovered the true
nature of her condition.

“T thought I had something
like cancer, it was just never
discussed,” she says. “Noth-
ing prepared me for what I
was told.”

The effect was disastrous. It
has taken much of Melissa’s
adult life for her to come to
terms with her condition. “It
is difficult, in relationships, to
know when to tell someone,
and some men just can’t
accept it,” she says. “After
one four-year relationship
my boyiriend turned around
and said that although he
knew it wasn’t my fault, he
couldn’t cope with it. I had
thought I could trust him but
he threw it back in my face. 1
was utterly heartbroken. It’s
made it so hard to begin rela-
tionships. Where do you
start? And, of course, with the
lack of sensitivity, it is all the
maore difficult. But it shouldn’t
be a dark secret. It is just one
of life’s anomalies.”

For doctors, the notion that
surgery is best dates back to a
case in America in 1966. Their
thinking was based on the
plight of a baby who was born
normal and given reconstruc-
tive surgery after an accident,
but their strategy was applied
to all children born with
ambiguous genitalia.

The baby, John, was taken
into hospital with his twin,
Kevin, for routine circumci-
sion. During the operation

He convinced baby John's
parents that castration and a
life as a girl was best for their
son. In 1967 what remained
of the baby’s penis was
removed, his urethra was
lowered and a cosmetic vagi-
nal cleft moulded. His name
was changed to Joan.

Within a few months of
“Joan’s" first birthday his
mother dressed him in his
first frock. “He ripped at it,
tore it off,” she recalls. Over

PHOTOGRAPH: FELICIA WEBB

John’s penis was burned, by
accident, with an electro-cau-
tery needle. A catheter had to
be inserted and, since phallic
reconstruction was in its
infancy, the baby’s shocked
parents were told that John
could never consummale a
marriage or have a normal
heterosexual relationship.

At the same time Dr John
Money, a respected sex clini-
cian, was expounding his the-
ory that it is nurture, not
nature, that defines sexuality.

llizane with her father, Peter; and Xenia with her father, Neil

the years, that first reaction
never changed. “Joan” fought
against his feminisation. He
refused to urinate sitting
down or join the girls’ classes.

In the meantime Dr Mon-
ey’s “experiment” had been
hailed a success: the fact that
“Joan” behaved like a boy
was hushed up. Coupled with
the fact that, with surgery, it is
easier to construct the genita-
lia of a female than that of a
male, this became the
accepted solution.
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told us

It was only six years ago,
when researchers tracked

down the, by now, reclusive

“Joan”, that the long-term
effects were realised. His life
had been one of torment. He
had endured clinical depres-
sion and attempted suicide
several times. Finally, five
years ago, he underwent a sex
change. “I will end life as I
began it,” he said at the time.
“As a male.”

% © 7 ¥ hen Hizane was
born, Peter and
Nancy, her mother,
knew nothing of the condi-
tion. At the moment of her
birth there were the usual
cries of “It’s a girl!”. Nothing
seemed-amiss. A few months
later the couple noticed a
growth in her groin but were
told it was a hernia. When it
became enlarged Ilizane was
admitted for surgery to have it
removed. It was only then
that doctors discovered that
the lump was, in fact, testes. A
biopsy revealed she had XY
chromosomes.

Doctors were in no doubt,
says Peter. “Whip them out,
they told us. But we didn’t
want anything invasive. We
can cope as her parents, we
told them, and she will be
able to cope.”

When Nancy was pregnant
with Xenia (with Neil, her new
partner) 'she refused tests to
determine if her second
daughter might also have
CAIS. The test was offered,
she says, on the assumption
that she would abort the
baby. She told doctors it was
out of the question. She
would wait and see. When

Xenia was born tests revealed
that she, too, had CAIS.

The most crucial long-term
concern for both girls is that
they will never be able to bear
children. At 16, Ilizane
doesn’t see it as a problem, “If
I want children I can always
adopt; there are lots of
unwanted children in the
world.” As she grows older,
however, and her biological
clock begins to beat, her feel-
ings may be more intense.

“What is interesting,” says
Neil, “is that theoretically it
may one day be possible for
Ilizane to father a child” —
another reason, he says, why
she should think long and
hard about surgery to remove
her testes.

“As an extended family, we
see the girls’ condition not ag
a medical problem, but a
social one,” says Peter. “It is
other people who make it q
problem. We have tried to
ensure that the girls see them-
selves as people first,” ,

It isn’t always easy, says
Hizane wryly. “A few weeks
ago [ was filling in a form and
I had to tick ‘P or ‘m’ for
female or male. I wrote: ‘I find
this question insulting’.”

Neil claps his hands. “Quite
right, too. When are people
going to realise we don’t just
have two sexes? There are
males, there are females and
there are... these super-
beings!” -

Ilizane and Xenia smile
impishly. “Super-beings,
yeah. Ilike that,” Ilizane says.
“Me too,” crows Xenia. “But I
still want to be a princess.”

B Secret Intersex will be broadcast
on April 5 on Channel 4
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