
parents group supports aic

AIC was honored this fall to be selected as a finalist in the $10K Ashoka Changemakers 
Patient Empowerment Contest. To win the cash prize, we had to collect votes from our 
supporters online, and we were overwhelmed by your response. Hundreds of you voted 
and spread the word through Facebook and email. We also found encouragement in 
unexpected ways. AIC Board Member Dr. Arlene Baratz, who also leads a parents’ support 
group, found many parents uneasy about a voting process that required giving an email 
address to the contest sponsors. In the following letter to the Ashoka Foundation Dr. Baratz 
illustrates the unique isolation parents of children with intersex conditions or DSD experi-
ence when sensible family privacy becomes stifling secrecy:

As a physician and mother of two adult daughters affected 
by androgen insensitivity syndrome, I am writing you on 
behalf of the Androgen Insensitivity Syndrome/Disorders 
of Sex Development (AIS/DSD) Parents Support Group. We 
are a group of 138 parents of children whose reproductive 
structures are different from those of most children. I joined 
the AIS/DSD Parents Support Group in 1999 because my 
daughters Katie, now 26, and Chelsea, now 24, both live 
with complete androgen insensitivity syndrome (AIS). I was 
taught in medical school that when dealing with an intersex 
birth nothing was more important than keeping the child 

from ever learning their diagnosis. This enforced secrecy was standard procedure “to 
prevent suicide”. I lived in shame, isolation, and sadness for nine years before I joined 
the support group. 

Over the last 12 years, I learned that with honesty and shared decision making people 
affected by DSD can expect to have healthy and fulfilling lives. Even though the Ameri-
can Academy of Pediatrics advises delaying irreversible surgery on children until they 
are old enough to assent, ignorance of the long-term consequences of cosmetic genital 
surgery on infants remains widespread and practices such as feminizing genital surgery 
on infants with ambiguous genitalia continue on a daily basis all over the U.S. I am fortu-
nate to have my adult daughters’ support for my work as a family and medical adviser for 
people affected by DSD. Young parents, however, choose to remain anonymous with the 
hope that one day their children can make their own decisions about how and when 
to share their experiences with others. This “probationary silence” is a burden to fami-
lies who would like to voice their support for AIC, but who are reluctant to enter their 
email addresses as your contest requires. After I suggested parents create “false” email 
addresses in order to vote, one mother wrote:

“This whole not being able to do stuff because our children’s privacy is our priority 
really does my head in some times! As parents we must find ways to fight in our chil-
dren’s corner anonymously. Bolder ways, more creative ways, not standing on barricades 
but more clever ways. Arlene, would you write to Changemakers on behalf of the 138 
members of this group and explain that we are unable to express our support through 
the standard voting process and that an organization like AIC willing to publicly fight for 
our kids is rare? Explain to them that we don’t want to give false names; we are tired of 
having to pretend all the time.”

You can see how much AIC means to parents of AIS/DSD children. AIC is the first orga-
nization to provide legal support and advocacy for children and families affected by 
DSD, who, with inadequate access to quality medical care, still face societal misunder-
standing, mistreatment, and even bullying of their children. I hope you can direct your 
attention toward this organization that is making a tremendous difference empower-
ing our families every day.

AIC didn’t win the cash prize, although we made a respectable showing. But the many messages of encour-
agement and appreciation we received, like the one above, mean more to us than any prize. Thank you to all 
our supporters!

our mission
An estimated one in 2,000 
babies is born with reproduc-
tive or sexual anatomy and/or 
a chromosome pattern that 
does not seem to fit typical 
definitions of male or female. 
The conditions that cause 
these variations are sometimes 
called “intersex” or “DSD” (dif-
ferences of sex development).

Advocates for Informed 
Choice (AIC) is the first non-
profit organization in America 
formed for the express purpose 
of developing and using legal 
strategies to protect the civil 
rights of children born with 
intersex conditions or DSD.

AIC works to engage parents, 
doctors, attorneys, and intersex 
activists in strategy discussions; 
stimulate legal dialogue about 
the fundamental rights of 
children with intersex condi-
tions or DSDs; and employ 
traditional and non-traditional 
legal tools to ensure justice for 
children with intersex condi-
tions or DSDs. AIC’s efforts 
are grounded in a sense of 
respect and compassion for 
the children, parents, doctors, 
and intersex adults involved.

contact us
advocates for informed choice

po box 676
cotati, ca 94931

director@aiclegal.org
www.aiclegal.org

www.facebook.com/aiclaw
twitter.com/aiclegal
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“Keep advocating and questioning!”    

– J.H. via Facebook



aic is growing up! 

AIC is now officially operating as an independent 
501(c)(3) nonprofit! Our thanks to Alyson Tufts at 
Reed Smith LLP, for legal assistance. We also owe 
deep appreciation to Lambda Legal for serving 
as AIC’s fiscal sponsor since 2006, to the National 
Center for Lesbian Rights for invaluable support 
during our transition, and to our new board of 
directors: President Katie Baratz, Treasurer Peter 
Trinkl, Secretary Emi Koyama, Arlene Baratz, Hazel 
Glenn Beh, Nancy Ehrenreich, Julie Greenberg, Jim 
Lake, and Mani Bruce Mitchell. Without their help, 
AIC would not exist.

aic & supporters spark 
national dialogue 

Recently criticism has been directed at physi-
cians conducting clitoral reduction surgeries on 
children with atypical genitals, particularly one 
researcher who has used “clitoral sensitivity tests” 
on conscious girls as young as six years old after 
surgery. Great attention also surrounded the news 
that experimental treatment with dexamethasone 
was being used by some physicians to prevent 
atypical genitals and “masculinized behavior” in 
girls born with Congenital Adrenal Hyperplasia 
(CAH) without ethics committee oversight. 

AIC joined with a collaboration of bioethicists, 
researchers, and intersex activist organizations in 
a campaign calling for a halt to these experimen-
tal and risky practices. Our work led to federal 
investigations of research on children involving 
two leading researchers at three leading hospitals. 
As a result of this very public discussion AIC garnered coverage in such media outlets as 
Time, Newsweek, The Nation, Psychology Today, Nature, The Guardian UK, MSN, American 
Journal of Bioethics, and Hastings Center’s Bioethics Forum.

AIC understands that even well-intentioned doctors may fail to follow legal and ethical 
standards. We frequently work collaboratively with doctors and hospitals to help them un-
derstand and live up to those standards. Ultimately, though, AIC is here to protect children 
with intersex conditions or DSD and their families. Our goal is to be sure that children’s 
rights are protected and that families receive complete information.

first online fundraising campaign successful

A generous group of donors posed a special challenge to AIC this fall. The founding mem-
bers of our Catalyst Circle offered to double all donations we could raise in a six-week pe-
riod, up to $8,000. After a massive online push, we met our goal! Together we have raised 
over $16,000 for AIC, with more still coming in! To everyone who donated to AIC, forward-
ed AIC’s emails to friends, joined us on Facebook or Twitter, discussed AIC with a friend over 
coffee, or in any way spread word of our important work, we thank you! Our sincere grati-
tude to our Catalysts ($500+ donors): Arlene Baratz, M.D., Milton Diamond, Alice Dreger 
and Aron Sousa, M.D., Nancy Ehrenreich, Ellen K. Feder, Janet Green, Julie Greenberg, Bo 
Laurent, Taylor Mattis, Elizabeth Reis, and Nina Williams, and to our Cultivators ($250-$499 
donors): Hazel Glenn Beh, Emily Doskow, David Ernst, Mike Chih Feng Kung, Philip Grup-
puso, M.D. and Martha Manno, Cindy Homan and M.K. Czerwiec, Arthur C. Johnson, M.D., 
Katrina Karkazis, Manuel Marks, Lynn and Bea Sousa, and Peter Trinkl!

support aic 
Your support is crucial to AIC’s success. 
Your contribution will help us travel 
to give educational presentations to 
medical providers, produce informational 
materials for parents, improve our website 
as a resource for the community, and offer 
support to parents. You can send checks 
made out to Advocates for Informed 
Choice, to PO Box 676, Cotati, CA 94931, 
or donate online at aiclegal.org.  AIC is a 
tax-exempt non-profit organization.  
Our federal ID number is 27-2947576.  
Together, we are making a better world for 
children with DSDs or intersex conditions!

since last  
we spoke ...

n  Our executive director, Anne 
Tamar-Mattis, published articles 
addressing intersex/DSD legal 
and ethical issues in the Journal 
of Pediatric Endocrinology and 
Metabolism, and Endocrine 
Today. Anne also delivered 
The 2010 Mark A. Nordenberg 
Lecture in Law, Medicine, and 
Psychiatry at the University of 
Pittsburgh School of Law.

n  We provided educational 
workshops reaching over 500 
parents, youth, affected adults, 
medical and legal professionals, 
and students. 

n  We provided legal information 
and assistance to 19 parents of 
children with DSD and intersex 
adults, on issues like school ac-
commodation, medical privacy, 
informed consent, adoption, 
discrimination, military service, 
insurance coverage, and more.

n  We consulted with hospitals on 
medico-legal issues in 5 cases 
involving children with intersex 
conditions or DSD.

n We recruited three dedicated 
law student interns.  A big thank 
you to Alexandra Ayoub, Toby 
Adams, and Leah Jackson.

“With concrete 
ideas and skillful 
execution, AIC’s 
work is helping 
real people right 
now.”    

– Arlene Baratz, MD


