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Introduction

New England

1.7-2% “born intersex” (Carroll, 2005b, p. 441); many known variations
(chromosomal/ hormonal/ anatomical etc).

Current thinking is that we all were intersex initially for first few weeks in
the womb (Ainsworth, 2015), however clinical thinking changes often (e.g.
90s “female default”).

Why so invisible? Stigma and silence based on conservative “sex
norms”, sex testing of athletes, misunderstandings & misidentifications,
and lack of consultation.

Increased advocacy: 2013/5 UN Reports on torture/ the child
condemned normalising treatment; 2013 Aus SDA amended.
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Wt Research Background

Shameful history of de-humanising research.

Mainly medical/ clinical studies of small samples
(1-2 people, or up to 50 but including parents) using
methods like buccal smears, measuring genitalia,
photos etc.

Small but important growth in critical writing by
intersex people on their own experiences/ discussions
(Georgiann Davis, Chris Somers xxy, and others — a
thrill to read).

Some inclusion within LGBTIQ & Queer studies.




Theory

 Four main lenses in intersex research:
conservative, liberal, critical and post-
modern. Researchers “create” (as a
demographic) intersex people in pre-defined
frames (Jones, 2013).

« Drawing on the latter two to facilitate self-
representation and deconstruction of social
concepts.

« Sociological view — self is socially
influenced/ influences groups.
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AIM: Redress the research gap on the
perspectives of intersex people on their personal
and social experiences of being intersex.

This project asked how intersex participants
constructed themselves regarding the key
constructions available to them (in medical
discourses, activism discourses and other
arenas) and their own experiences/ preferences?

Aim & Questions

Survey for Australians born
with congenital variations in
sex characterisfics
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Survey of intersex Australians commences!

By Morgan on 8 May 2015
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el Research Design

New England

“I like that this study
did not see me as a
body first, but as
someone with

 Redressed gaps for: collaboration, sociological
approach, & large-scale quant/ qual work through co-
designing an anonymous SurveyMonkey survey

with intersex collaborators. opinions and ideas
on my body. Usually
» Definition as title. Advertised networks/ FB. researchers are very
curious about my
body and want to

 10pgs, 61gs on: congenital sex variation; sex

allocated; feelings about body and gender; social and seeit(...) as if they

forgetl am in

service treatment; health & wellbeing; sexuality & it” (Peter, male with
relationships; parenting; community & activism; an interse;< variation /
research. Leydig Cell

Hypoplasia, 41yrs).
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288 respondents, 272 people aged 16-85+ with
intersex variations, 35+ known variations (5-ARD,

CAH, PAIS). 16 trans-only.

All Australian states proportionately represented,
4% ATSI, 20% internationals.

73% had no religious affiliation.

27% diagnosed with disabilities.

6% homeless (couch-surf/ street/ refuge).

22% had relatives with their variation, usually more

than one, most often siblings. Experiences of the
variation varied for relatives. Inter-family secrecy.

“My little brother has
KS, he has a better
sense of taste” (Kyle,
intersex male with
Kallman’s, 28yrs).

“l assume this
pattern continues
back throughout my
maternal ancestral
line, however (...) all
the people
mentioned here have
been extremely
secretive” (Patti,
intersex female with
CAIS, 37yrs).




52% allocated F at birth, 41% M, 2% X, 2% unsure, 4% “I was initially

another option. raised as male
despite having
) (...) XXY
52% were F now, 23% M, 7% X, 6% unsure and the chromosomes,
remainder another option. (...) since

transitioned to
female. After
being forced to
divorce, | lost my
mortgaged home

Participants more commonly used the word intersex and have spent
to discuss it (48% used intersex, 20% intersex variation. h’ZOm";I’;sS :el”;g?
18% intersex condition) than other terms (25% diagnosis. '

Most (64%) learned about their variation at under
18yrs, a third as adults.

_ estranged from
17% my chromosomes, 7% diff of sex dev, 3% DSD). family”
(Elaine, trans
Some experienced treatments under 18yrs (86 intersex woman
hormone treatment, 52 genital construction, 39 gonads ~ WIth Klinefelter's,
removed). 31yrs).




« Many experienced negative impacts from unnecessary
treatments under 18 (trauma, scarring, poor sensitivity, “I nearly died of
15% were sterilised). septicaemia as a
teenager, due to
- One quarter were given no information on treatments. my genital
Only 10% told they could defer. surgery, | missed
so much school |
] ] ] actually had to
« Over 90% had attended schools with no inclusive sex drop out entirely.
ed/ puberty info or supportive counsellors for intersex It changed my
people. whole life.
Immense
. 41% being intersex impacted work experience. emotional impact
to this
« 42% had thought about self-harm on the basis of being cxg’mﬁemﬂ’
intersex, 26% engaged in it. 60% had thought about intersex condition
suicide on the basis of being intersex, 19% attempted it. PAIS, 44yrs).




« Participants usually felt from “neutral” to “very bad” about their variations
when first told. They felt better about it over time; 56% now feel “good/
very good”.

How they felt when first told. How they feel now.

Very good Very good

-
Very bad .

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100% 0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Good

Neutral

Very bad

“Happier as I get older” (Marcia, intersex woman with Turner’'s Syndrome, 27yrs).

“l was forced on Testosterone as a 15 yo. They tried to correct my body and my
behavior. Now i'm embracing it” (Selma, intersex woman with 47XXY, 24yrs).




« 73% engaged in intersex community organisations/ social groups; 65%
said engaging with others with their variation or similar improved their
wellbeing.

“It was hard to believe how things have changed for the better. There
was nothing like that when | was going through it and | would have
treasured that opportunity” (Anne, intersex woman with Ovo-testes and
XXY/47 karyotype, 87yrs).

“That we're a tiny, tiny handful, one on a million - that's the most
common myth” (Sarah, female with 3BHSD Late Onset Congenital Adrenal
Hyperplasia, 40yrs).

‘I cried when | saw the link to the (community group) website. | have
yet to see how it goes” (Barry, intersex man with Klinefelter’s, 25yrs).




« 16 “trans-only” had no variation/s.
» Various generations, 16-66yrs.
« Mainly MtF, a few FtM and genderqueer.

« Self-identification preceded diagnoses. They “came out” as trans/
another sex, then received any Gender Dysphoria diagnoses.

 None experienced childhood treatments/ interventions, some chose
these as adults. Most left many questions blank. They mainly used
“DSD” to explain being trans.

“I'm sick of other treating trans as anything other then a birth defect” (Hannah,
MtF trans who sees trans as a DSD, 33yrs).

“My physical body has never matched what | know in my mind and heart.” (Jo,
trans, 28yrs).
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Intersex people mainly learn about their variation and can start treatments
under 18yrs, but can later feel much more positively about their
variations (/bodies) and regret early interventions.

Options of deferring/ no treatment are inadequately promoted, especially
given the extremity of negative impacts experienced under 18.

Many institutions (health, education, employment) must do more to ensure
inclusive treatment and useful aid/ information provision.

They should also promote opportunities to engage socially with
intersex people to improves peoples’ wellbeing.

Researchers: trans(-only) people have different experiences/ views.




