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were honoured with the responsibility of caring
for a young person recently (hence the lateness
of this newsletter). After gile some time

moving through theadoptionprocess we finally
got the call we were waiting for and ourmonth

old daughter came into our lives. Now | have the
iy s oe pleasure of being a mum, and all the daunting
T challenge of parenthood. The adoption journey
f”lbf , W and a deepening understanding of the issues for
e vt e ot loa, xeond of mamre adoptees and the weftkesearched benefits of

ral striving e improved: Cogdltions

early disclosure of their adoptive status, has
SR siceNE 1 caused me to reflect on my own experience as a
0 v ool 4 pems S v young person growing up
N I = knowo t he nyselficartier an indifel ti
L\ o o oS =Wl go into this in greater detail in my article later in
o this newsletter.

In terms of the support group, there are also

some new developments. The new look website
includes expanded information on most pages, tag
clouds for exernal pages of interest and a
regularly updated News page. Of newsworthy
note to AISSG Australia members is the recently
tabled Australian Human Rights Commission

edo6 RBelldzoardlegtivellamnmons license.
e

itos thought that Queen BAOMQNSUNGEry on dersexsinfants and their
human rights, after conducting an a project
Message from the President human rights and sex and gender diversity in
2008. The AISSG has maintained a conversation
with the Australian Human Rights Commission
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report (plus to lookat the changes to the website
generally) on: http://home.vicnet.net.au/~aissg/

Please enjoy our newsletter. | encourage you to
consider becoming a member and, for those who
are or have been members, to please update your
membership and contact detailsttvus as soon

as possible. | also hope that you can make it to
our conferencethis year in Sydney in September
which 1 dm sure wil!/| be
satisfying experience for everyone who attends
More informationon the September conference

is available in this newsletter. We also welcome
any feedback or advice you have about future
AISSG events and publications.

With AIS Love,

Phoebe Hart
President, AISSG Australia

Message from the Vice President

| would like to sincerely commend and
congratulate Phoebe for the incredible work she
has done to renew the AIS Support Groughe
new website | ooks great
pleased to see our newsletter being produced
again.

| remain on the support group committee but am
incredibly busy witlother things these daysMy
foster children are
changed government jobs, was elected to my
local council last year, and have started a law
degree. | was also awarded a research fellowship
by the Municipal Association of Victoriarear

this year to research the impact of the Charter of
Human Rights and Responsibilities on local
government andouncilors Unfortunately this

al so means 10l I be
meeting in Septembern. encourage as many
members as possibte go. It really is an
incredible experience meeting other people that
can relate with our most personal of issues.

now you

overseas

I hope you and your families are well and that
having AI'S (or a si mi/l
negative an impact on your life (ifyg. |

appreciate there may be times when it makes our
lives difficult, but in the main | think people with
AIS as incredibly understanding, insightful,
passionate, caring and intelligent peopleh at 6 s
another reason you should go to the September

ar

aneatng!l uabl e and deeply
I &m not just saying al/l
people with AIS belashause

year my doctors conducted tests to confirm my
genetic condition because they thought my
response to testosterone has been very godd

too good for someone Wo is supposed to have

an insensitivity to androgeng.hey discovered |
have 5alpha Reductase Deficiency Syndrome and
not Partial Androgen Insensitivity Syndromié.

just goes to show that even world leading

doctors like Garry Warne and others at the

Roy a | Childrendés Hospital
wrong sometimes, and that it is important to get

a second opinionl must admit it took me a

while to get used to the fact | no longer had AIS,
but this other genetic condition even though it is
similar in nany ways.

Good luck with the meeting in Septembé
look forward to hearing all about it when | return
from overseas.

and I 6m especially
Kind regards and warm wishes,

Tony Briffa
www.briffa.org

e your
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Message from the AISSGA Victoria

Representative

Ted and | are well and having experienced the
summer fires from a distance here in Bright feel
that we are not up to defending our home in a
future bush fire. Our thoughts are now on a
move to a smaller home, probably back to
Melbourne butt is not immediate.

We are going to England for six weeks in August
so will see our relatives and holiday in Cornwall.

| have been the Victorian rep for AISSGA in the
past few years but have not had any enquiries for
some considerable time. | am happydo what |
can so please keep in touch.

| have been very fortunate in having a supportive
husband who was willing to adopt children in the
days when it was possible. We have nine
grandchildren whose ages now range from 13yrs
to six and it a delight toee them from time to
time. They were all here at Easter and this kept
me busy in the kitchen.

| still have strong feelings at times about the way
my sister and | were kept in ignorance about our
condition so all we can do to prevent this sort of

thing hajpening to others is so important.

Kindest Regards, Jocelyn
[sometimes in AISSGA publications known as
Elizabeth which is my second name]

Message from AIS Netherlands (Holland)

Dear people ofAISSGAustralia,

| would like to use this message to intfuce the
new AISNederland committee. It has almost been
a year since we've officially taken over from
Miriam, Inge and Anja who you might probably
know from the previous years. It has been a year

in which we had to catch up on a lot, learned a
lot and fortunately ensured the continuation of
our Dutch support group. These are the
members:

Mrs Margot Mulderde Haan chairperson
margot@aisnederland.nl

Mr Jos Hoogerhoud treasurer-
j.-hoogerhoud@tiscali.nl

Ms Nienke Barendseditor newsletter-
nienke@aisnederland.nl

Mrs Shahila Admani2nd secretary
shahila@aisnederland.nl

Mr Albert Brinkmann- retired medical academic
from Erasmus MC in Rotterdam
albert@aisnederland.nl

and yours truly, secretary
juliette@aisnederland.nl

The email address wih you can use to reach all
of usin one go iestuur@aisnederland.nl.

As a little introduction of myself; | have been
involved in the background with AISNederland
since the first meeting in 2001 until | left to travel
in 2004. | returned to Holland in Bvember 2006
and sort of settled down. When the then current
committee announced their resignation and no
volunteers put their name forward | started
thinking about doing so myself, since the support
group has been very important for me since day
one. To make a long story short; luckily with me

a few other people volunteered and we were able
to continue with AISNederland. A long process
because one of the wishes was to have a slightly
larger committee than 3, which we now have. It is
still a lot of work butit's nice to do it with five
other dedicated people!

Should you have questions about what we do in
the Netherlands or if you should ever know of
anyone with AIS in the Netherlands, please don't
hesitate to contact us.

Warm regards,
Juliette Kuling

ke
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want them to see and touch my genitals. My
father agreed with me
medics to examine me. But the senior doctor
wanted his students to ¢
allow.

ar

Later, | learnt that the doctor told my parents

that it would cost a large amount of money for

my chromosome and other tests. | felt pity for

my parentssoldindt ask them ag
to the doctors- | just tried to protect myself

from being shamed throughout my school life.

But when | was 12 years old my breast had
developed. | had many difficulties. Through the
grace of God, | had an operation to cut it

0Cape Dais§y by Tamb a ReB. Créatve Commanslicense.

Nehemi aho#yaBtagr y (

To AlSers, Subsequently, | try to just simply accept the

situation which is still difficult for me to get
When | was born in 1980 the doctors told my genital surgery. My experience with Intersex will
parents to bring me back when | was two years not be much different from many other sufferers.
old and they would look towards doing some | read the article on
kind of surgey on my genitals. But my grandma written by Sandra in the March 2003 edition, |
didndt allow my parent s (dalfapbréciatBdthatMitind? @& do | ioQld like
hospital because she was afraid they might do this opportunity to write regarding how | get self
many tests and use me as a training aid. acceptance in the hope that others will benefit.

o F

Like many who were born Intersexed, | suffered
terrible shame, humiliation and discrimiroeti
regarding my condition. Before | started my
school life, my Mum taught me how to use the
school toilet, as I

Being a committed Christian, my grandma helped
me to become fantiar with the teachings of The

Holy Bible. My grandma always said that God was

a God of love and that He never made mistakes.

c o u lsd, nrBall theSHibfe Bothatll Mightkndwrasolite A

others did. So, in my childhood, | never went to Godds creation and my ir
the toilet with others.

. . I found that God dimalsnot
Occasionally, the school medical teansed to to be used for sacrifice

come and give us a medical check up. Part of this  ajlow sacrifices offered by handicapped priests

examination was to checKLeltbud21:20 dacE22:249 Yhe Bibletverse tvhich |
had descended. | always took leave for those made me shocked was Deuteronomy 23:1,
days. because it said that people deformed in external

sex organs may ndie included in the assembly
of God. | asked my Gr anc
accept me? She said that

The secrecy and shame caused me to feel isolated
and alienated for much of my life. | was very

willing to have an operation so that | would not
have any difference with my friends.

When | was seven years old my parents brought
me to a doctor who was the one and only person
in my country, at that time, to treat people like
me. | still remember thatlay because | thought
everything would be changed for me. | was really
happy. But when we got there, we met many
medi cal students, so |

tF@h Radify Psdin?183411% bnd Isdlah $6:8)

it as an insult, rather, it had to do with the fact

that the priest must be as close as possible to the
perfect God they servedSte always said that |

was not alone in this world. So | was longing for
friends, community and places which could accept
me so that we could share and make light to our
burdens. | was always willing to connect with
people like me.

di
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learnt that the Bible clearly proclaimed the radical
message that Godos
people, even Gentiles and eunuchs (generally the
word eunuch is not used today since we have
better more accurate words to desdse and
diagnose intersex condition), who were often
excluded from worship and not even considered
citizens in Israel. So | wanted to know more

about God and the Bible. Reading the Bible
started me on a path of much happiness and self
acceptancel came torealize how others judge

and see me and how | see and judge myself is not
perfectly aligned only God can see me correctly
as He is my Creator. | began to ascribe meaning
to my life and what | had endured via Biblical
scripture. Having been born with antersex
condition seemed to only make sense to me in

the light of scripture.Later | realized that Jesus
was the only way to bring me to peaceful life and
meaningful life.

So after high school | went on to formal study of
the Bible. After graduating fro Seminary, |
worked with a foreign missionary where | could
help set up a mission school for poor children. |
was really satisfied with my life. Before | worked
with that missionary, he had already known that |
had an I ntersex
secrecy in work with him. Most of the times, |
even forgot my Intersex condition as | was
focused on my job. | felt freedom.

However, some time later, the sponsoring church
which supported our mission field came to know
my condition and since thattie | did not feel
comfortable in working with them. And | learnt
that they did not allow women and people with
Intersex to be Pastor in their denomination.
Although | was not willing to be a Pastor |
personally thought it was not fair. Soon after, |
had lcst connection with them.

| know | am able to worship God who accepts
me as the way | am, not according to men who
have limitations in understanding my biology.
am relying on Christians who are the children of
God and not on man made denominations.

Up to this ti me, I felt
difficult for me to express my feelings about
those days. Here | have some advice to AlSers
who are feeling depression as | had. This world is

not a perfect world so we will not get complete

bl e s saccepinca Rathe, it veas teemem@ousédhealing to

connect with Tony Briffa. The joy and liberation
of learning that there are many support groups
around the world which standp for people with
Intersex. | consider every member of those
groups as my true friends. | alsotgpiritual help
from Paul Smith (a friend in Australia) so that |
could remain standing strong on my faith,
otherwise | would have hated very much those
who would claim to be
servants.

Trusting in the love of God, being connected with
support groups and having connections with Tony
Briffa and other Godly people give me self
acceptancel want to thank Dr. Garry Warne

who established AISSGA in 1985 and the other
founders of AIS support groups which are located
around the world. What theydid was really
great!! It has saved

We people with Intersex also have responsibility
to give our faithful helping hand to those who are
standingup on behalf of us, so that we can build
upon the success of AISSGA and we can reach
out to those who are suffering as we ardhis

c amyd i t i avorkis aso thd will@fiGddn &S it says @nthe

Bi ble, oSuffer with
there yourself. Share the sorrow of those being
mistreated, as though you feel their pain in your
own bodi esiB3)( Hebr ews

May The Lord Jesus Give You Peace!
With Best Wishes,

Nehemiah
Contact email: mail4mygroup@gmail.com

bi g

a

ma n

t her
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Story for Daisy by Sandra

| first found out | had AIS about 20 years ago

when | was 27. It took a while for me to find out
the truth howeve. When | look back to when |
first went to the docto
menstruated at 16, | was pretty scared. It was

hard to understand what was going on. | had

blood tests done and a physical examination

which was distressing. | was then referred to a
gynecologist who informed my parents that | had
no uterus and my ovaries:s
properly and should be removed.

When my Dad told me | was in shock. | withdrew
from my family in my distress and tried to Y _ S
understand what hadsithappen®@&F "HerFP ENGI ™G e us
with my family or friends. Slowly | realized | A
woul dndt be able to have |l ha
to face major surgery ot2008r wi se my oOovariesbo
could become cancerous. | decided to go ahead
with the surgery and then got on with my life
studying for the KBC and doing ballet classes. My
emotions had to take a back seat.

ISS f in Sydney, S eptemb
SqGonegeree iy Siey S epemer

The AISSG Australia is having a meeting and
conference for people with AIS and other
intersex conditions and their families 8ydney
this year, on the26™ of September . The

) AISSG invites people interested in attending to
unanswered, I finally found out | had CAIS froma ;a0 either Phebeon aissg@hartflicker.com
caring endocrinologist. It felt really liberating to or Sandraon sandperr@hotmail.como later
know_the tr];gth”even dthough dlt waks) qclljlta bég than 18" of September 200% register their
surprise. | finally understood my body and | interest. Please note that in the interest of

sLarted to tell otherhaboEt having XIYh hel protecting the privacy of members and attendees,
cnromosomes and that the ovaries | thought we will be releasing the exact locationdh

had were actually testes. schedule only to those who register.

10 years later after having a lot of questions

Several years later in 1997 | went to my first AIS
Support Group meeting in Queensland antbia

to Melbourne for more meetings. It was great to
meet others with AIS. | left those meetings feeling
very normal and excited to find others who
shared my experiences. I
and | was able to talk about how | felt with others
who undestood. This has been the single most
healing thing on my AIS journey.

The conference will be an exciting day of sharing,
learning and support. We are organising for
specialist experts to also present to the
conference attendees and take direct questions
on a range of issues relevaontour mempbers.

di 8not %eearm Sso 1 sol at e
Accommodation and travel information and a
speakers list will be posted on the AISSG
Australia internet site closer to the date:

http://h .vichet.net.au/~aissg/
Now, | am still involved in the support group and p-home.vicnet.net.aui~aissy

have AI'S friends around Austre'® - "''*hough 1 0n
still sad | candt have kids, | o | ovel
| teach dance to children wHid really enjoy, and

I dm hoping to volunteer for Al d Uncl es.
also get a lot of satisfaction from helping others

on their AIS journey. The future looks good!

<
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Disclosure: Lessons from the Adoptive individuals with AIS as welRs part of my

involvement with the AIS Support Group, | often

come into contact with parents of children with

AIS who are at a loss as to how to approach

By Phoebe disclosure with their understandably inquisitive 5,
7 or 10 year old. The issues compound at the

It would seen that the issue of growing up with a critical stage of puberty if the issue of AIS has not

Experience

condition like AIS and any other intersex been adequately addressed or acknowledged.
condition might be somewhat like growing up Now, I dm n ot |danit knewepaetly t |,
being adopted. Due societal norms there is a the right words to say to children with AIS, but
stigma attached t o bei ndronbnoytovn experiencerowsgup kndwing a n d
6adopt edd. | n orowadgysa s t ,therp was & se@et auhdare but reot fully

it was considered not the done thing to talk understanding what that secret was, | know that a
about adoption to adoptees. Governments and conversation was requireds part of an ongoing
institutions urged for a clandestine approach, process of grasping what it means to have AlS.
forcing parents to lie, and often times adopted This intimidating task is left largely for the parents
children would grow up thinking for all intents of childrenand teenagerwith AIS to broach;

and purposeshey were their adoptive parents these are youngstensho may sense their

own biological children. Imagine the shock and differencebut often don't know how or may be
feelings of betrayal and shame when these too afraid of upsetting their parents to a$tr
children finally discovered their true identity, more information.

often late into adulthoodand sometimes

inadvertentlyfrom a relativethat accidemally But what is the right thing to say, and when?

drops a6 t rboerhbBon an unsuspecting adoptee.  Surely this is the biggest concern forreats of
both adoptive childrerand children with AlS.
As | recently had the experience of becoming an Surprisingly, found that manyublicationsn the

adoptive parent, the question of what to tell my myriad of bookdor adoptive parents have some
child about her backgrounat some point in the very practical and information fiiis regard,
future has become all the more pressing. often times supplyingeassuring phrasder

Fortunatelymy journey to becoming an adoptive parents b practice and useyhich could trigger
parent has involved a great deal of educationand t he dvordisgbt 6ay to their ¢

readi ng, an desearéhio be véry u n d medmn wards thafoster a sense of sefgeem for
interesting. There is quite a wedlstablished children about their difference in a way that can
body ofstudyaround adoption, and the effects of be understood at various ages and cognitive
disclosure / nordisclosire on adoptees. development Forexample, whera child is young
Research into adoption has also focused on how & around 4 or 50 questions should be answered

the way parents discuss adoption with their in a very simple, concrete mannevhichbecome
adoptive childrer® whether they spoke of the increasinglyomplex andabstract as the hild

adoption in a positive, forthright way or an matures. This might seem obvious but it set my
embarrassed, reluctant mannéiand the way mind at ease that someone had thlghi long and

that makes doptees feel about themselves. hard about the right way to frame a difficult
Overall, the research shawyg etctat (Otfd s nclteamrelsy
better to let adoptive children know about their what 6s been said and ma)
circumstances early on in an age appropriate process the information, so really this is a

manner. conversation that occurs over a very extended

periodofti me (t hough dondt e
As | delved intahe research (which was in many weekly or monthly conversation!). Of course,

ways an enforced exer@shat ispart and parcel children will ask for information and sometimes

of the rigorous and invasive adoption assessment it 6 s best not ddoditledwter | o ¢
in nearly all states and territories of Australia) | littl eé each parent wil/
was struckby the relevance of the information needs best. Jumping iwlkavardly would

for parents of children with AIS and of course for definitely be better than holding off too long in
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my opinion. Nobodyds
child will (eventually) appreciate child willingness
to talk, and if approached positively, could
actually result in humans with a greater legke
resilience and empathy.

Books are also a great way to introduce complex
ideas. There's also some nice books to read
might trigger a conversation, such Pink Shirt Blue
Shirt as on our website:
http://home.vicnet.net.au/~aissg/reading. Hivie
also have peer support for parents of children
with AIS here at the AISSG Australia, which can
be a great sharing information about how to talk
about disclosure in a safe space.

Resources:

"Telling theTruth to Your Adopted or Foster
Child" (2000) by Betsy Keefer & Jayne E.
Schooler.

"Raising Adopted Children" (1989) by Lois Ruskai
Melina (Chapter 4 Talking with Children About
Adoption).

"Adoption: Theory, Policy & Practice" (1997) John
Triseliotis,Joan Shirman & Marion Hundleby (pp.
3545)

Raising Children Network Raising an adopted
child:
http://raisingchildren.net.au/articles/raising_an_ad
opted_child.html

0Daisies in a Jaro6 by Ilreneé still

p Represeatati omai Interdexd m

sure your

There is a long history of representation of

people with intersex conditionssuch as in
Salmacis and Hermaphroditosh first century
Roman p o &etanOnphoskdn snodern
times,people with inersex conditionhave
debut e dnaisms tnteed | GheGomathed h
subject of several books, films, television shows
and documentariesln part, this increased

interest in portraying people with intersex
conditions mirrors therise in intersex activism

and awareness of intersex and itsuies generally,
throughout such western territories as the

United States of America, United Kingdom and
Australia. Since the early 1990s, political activism
has highlighted the inequities of current legal and
medical frameworks that impact negatively upon
people with intersex conditions, leading directly

to widespread media coverage of these emergent
debates. News stories appear regularly in
Australian newspapers highlighting a range of
issues that involve people with intersex
conditions. For example, 2004 ABC Online
reported the case of a person with an intersex
conditonandd n o f i x &b clgleemyede r
legislation to ban sargex marriage. Other
articles since cover issues associated with the
choice of gender in the national censasd the
on-going debate owesurgery on infants born
with ambiguous genitals.

(@]

Contemporary representations of people with
intersex conditions in the media run the gamut of
engaging, wetbunded characters such as Cal
Stephanides in the Pulitzer Prize winning novel
Middlesexby Jefferey Eugenides in 2002)

characters as objects of ridicule. For instance, in

an episode of thelongun ni ng o6si t c o mi
Friendentitled The One With the Rumadennifer

Anni stonds character 0Re
cruel joke) to be a hermaphrodite at high school,
i nsinuating that while

to decide toraise herasagid,he o&6st i | |
hi nt o f(Halsorspne200l) Itie episode

when aired in the USA generated indignant

outcries from the intersex community, due to the
progamma ker s | ack of wunde
sympathy 2andheir sensationalistic approach.! i cen:


http://home.vicnet.net.au/~aissg/reading.htm

