
[date]
Dr. Antonio M. Gotto, Jr.

Dean of Weill Cornell Medical College

525 East 68th Street, L-126

New York, NY 10065

Dear Dr. Gotto:

I am writing to you to express my serious concern over reports about treatment of children with intersex conditions or differences of sex development (DSD) at your hospital.  By now you must know that Weill-Cornell has come under intense public scrutiny over the practices of Dr. Dix Poppas, who performs elective genital surgery on young children with atypical genitals and follows up with questionable “clitoral sensitivity” tests.  
I am concerned about this issue because [your own words here].  What concerns me most is [your own words here].  

I am calling on you to publicly answer the questions raised by Advocates for Informed Choice about how children with intersex conditions are treated at your institution. The public has a right to answers when such troubling and controversial medical practices involve children, especially when they are part of research. 
· Will you require Dr. Dix Poppas to obtain IRB approval in the future if he performs clitoral sensitivity tests on conscious girls ages six and up with the intention of publishing research on the outcomes of his surgical techniques?

· Will the IRB consider the risk of psychological harm to the children from these tests?  Will parents be provided with full information about the risk of psychological harm resulting from these tests?  Will the girls be informed about their right to refuse participation?  
· Are parents who bring their children to Weill-Cornell for genital surgery fully informed about the risks and unknowns of these procedures?

· The Weill-Cornell Department of Urology website claims that: “Our approach to the clitoroplasty leaves the patient with intact clitoral sensation, painless sexual arousal, a viable and sensate glans clitoris and appropriate erectile function during sexual arousal.”  Are parents informed of the lack of evidence that genital surgery benefits children with atypical genitals?  Are they informed of less-invasive options, such as counseling? Are they informed of the risks of nerve damage, incontinence, urinary tract infections, inability to experience orgasm, or many other problems associated with genital surgery?  Are they informed of studies indicating that one girl in 20 with CAH will ultimately identify as a male?

· Are treatment protocols at Weill-Cornell in line with current best-practice standards?

· If genital surgery is recommended for psychosocial reasons, as opposed to physical need, are these recommendations coming from surgeons, or from doctors with specialized training in child psychology and development?  Are multi-disciplinary teams fully involved in decision-making and counseling parents?  Do families have the opportunity for meaningful psychological counseling as an alternative to surgery?  Are parents given sufficient time to understand their options and come to terms with their child’s condition before making irreversible decisions?  Is there sufficient time for psychological evaluation to determine whether surgery is in the child’s best interest before undertaking irreversible elective surgery? Are families given the opportunity to connect with other families and adults affected by DSD?  Are patient advocacy groups involved with designing and reviewing Weill-Cornell’s treatment protocols?
· Do treatment protocols at Weill-Cornell provide for full protection of the legal rights of children with intersex conditions?
· It is not clear that parental consent is sufficient to authorize elective genital restructuring.  Are children who undergo elective genital restructuring at Weill-Cornell given the opportunity for representation and a court hearing to protect their civil rights and to protect their families from later liability?

Now that these questions are out in the open, Weill-Cornell has the opportunity and the obligation to be transparent.  Parents of children with DSD have the right to full information as they make decisions about their child’s future.  Children who are used as research subjects have the right to protection and oversight.  And the public has a right to know how vulnerable children and research subjects are treated in their hospitals and medical schools.
Please let me know of your response.
Sincerely,

[your name]







