
the contribution of lived experience
In the past, physicians alone made decisions about the treatment of children with 
intersex conditions or DSDs.  Fortunately, much has changed in recent years.  Excluding 
parents from such important decisions is no longer considered ethical practice.  Today 
the role of parents in decision-making is clearer.  However, little is known about the 
patient’s role.  More specifically, little is known about how the patient with an inter-

sex condition or DSD experiences the treatment offered.  For 
example, treatment often involves frequent genital exams 
and visits to physicians’ offices.  According to testimony from 
affected adults (those living with a DSD or intersex condition) 
the child’s perception of these visits may range from disorient-
ing to terrifying.  How are physicians and parents to know how 
their child will respond to the treatment they are receiving?  

People living with an intersex condition or DSD are helping 
to shape policy by offering testimonies of lived experience.  
In the past, painful decisions made by parents and doctors 
were made more painful by a lack of full understanding of the 
consequences for the child.  AIC believes that finding ways for 
affected adults to make contact with parents and doctors and 

relaying their lived experiences can help make the decision-making process a compre-
hensive one.  Together, the insights of parents, doctors, and affected adults can create a 
new sense of perspective and awareness that has been historically absent.  

aic helps shape state policy
Working with many community-based and advocacy groups Washington became the 
first state in the nation to address intersex/DSD issues in high school sports.  AIC was 
consulted by the Washington Interscholastic Activities Association (WIAA) and we 
helped to craft language and define terms for a group largely unexposed to the chal-
lenges facing youth with intersex conditions or DSDs.  The policy opens with: “Funda-
mental fairness...requires schools to provide intersex and transgender student-athletes 
with equal opportunities to participate in athletics. This policy creates a framework 
in which this participation may occur in a safe and healthy manner that is fair to all 
competitors.”  The intention is to ensure full inclusion, particularly for those youth with 
intersex conditions or DSDs who may face questions about their gender assignment 
or who need to make a change in gender assignment.  Now it will be easier for kids in 
Washington with a DSD or intersex condition to enjoy the thrill of competition while 
leaving identity politics on the sideline.

aic presents at medical forums  
This April at the invitation-only DSD Research and Quality Improvement Symposium at 
the University of Michigan (sponsored by The National Institute of Health) AIC’s execu-
tive director served as a content expert, speaking on issues of informed consent and 
research ethics.  This conference brought leading experts in the field from around the 
country, and is expected to be influential in establishing standards of care for years to 
come.  The following month, AIC’s visibility continued to grow.  AIC’s executive director 
was invited to speak to the prestigious Lawson Wilkins Pediatric Endocrine Society in 
Baltimore on the topic of ethical and legal requirements of disclosure of diagnosis to 
adolescent patients with an intersex condition or DSD.  One of AIC’s anonymous board 
members served as a panelist speaking on the patient’s perspective.  This Spring, AIC 
spoke at a meeting of the DSD treatment team at the University of California, San Fran-
cisco.  In 2009 U.S. News & World Report ranked UCSF’s School of Medicine 5th among 
all medical schools in the country in terms of quality of primary care training.  Over 
the past year AIC has spoken at several teaching hospitals on the topics of informed 
consent and ethical issues of providing treatment.  Coming up this year we will also be 
speaking at Grand Rounds (it’s like continuing education for doctors) at the University 
of California, Davis Medical Center and many more hospitals and doctors have request-
ed private consultations.

Just read your Endocrine Today column, nice job! We are 
finally getting to the point where recommendations for 
care can get quite practical and helpful...

–  David E. Sandberg, Ph.D.
 University of Michigan Medical School 

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  intersex children or 

children born with DSDs.

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.
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aic can help!
AIC was asked to consult on a recent USCIS (United States Citizenship and Immigration 
Services) case, helping a man with an intersex condition who wanted the gender desig-
nation on his citizenship papers to reflect his actual identity.  AIC wrote a letter to USCIS 
in defense of this man’s right to retain the legal and proper designation of ‘male’.  A few 
weeks later AIC received a letter from an attorney representing the individual at Im-
migration Equality: “I just wanted to let you know he finally convinced the U.S. govern-
ment that he is, was, and always will be male.  I’m sure your letter describing his intersex 
condition helped a lot in convincing them...he just received his naturalization certificate 
in the right sex (after two long years of fighting the government)...Thanks a lot for your 
help.  He could not be happier!”  

new “know your rights” brochure 
We have a new informational brochure and a “Know Your Rights” pamphlet for parents, 
designed to give a clear perspective on what rights you have while advocating for your 
child in a medical setting.  Please contact AIC if you’d like copies for personal use or 
distribution.  A PDF of the “Know Your Rights” pamphlet can be found on our website at 
http://www.aiclegal.org/rights.html  Also, the pamphlet will soon be available in Span-
ish!  Check our site for updates.  

founder honored as Echoing Green fellow 
Selected from a pool of 1,500 applicants Echoing Green named AIC’s founder and 
Executive Director, Anne Tamar-Mattis, one of 20 recipients of their prestigious 2008 fel-
lowship!  Echoing Green provides seed funding in the form of two-year fellowships for 
social entrepreneurs dedicated to addressing the root causes of societal challenges.  

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. Through our fiscal sponsor, Lambda Legal, we are a tax-exempt 501(c)(3) 

organization. You can send donations to Advocates for Informed Choice, PO Box 676, 

Cotati, CA 94931. Donation checks should be made out to “Lambda Legal” with “Re-

stricted to AIC” in the memo line. Together, we are making a better world for children 

with DSDs or intersex conditions! 

The day after your 
workshop I was 
assigned to a new 
patient with DSD.  
I cannot tell you 
how grateful I am 
to you for giving 
me the perspective 
and information to 
address this issue 
with the family in a 
more understanding, 
compassionate, and 
empowering way.  The 
nurses who attended 
are up on the unit 
telling other nurses 
about the importance 
of not examining the 
baby out of their own 
curiosity.  The impact 
you have made on our 
hospital has greatly 
enhanced the services 
we provide to this 
little baby.  

–  Angela E. Usher, LCSW 
 University of California,  
 Davis Medical Center
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