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Appendix I 
 
 
 

October 13, 2016 
 
 
Dear Dr. XXXX:  
 
I am a researcher at Human Rights Watch, an 
international non-governmental research and 
advocacy organization.  
 
Human Rights Watch conducts research on a range of issues in more than 
90 countries around the world, including the United States, where we are 
headquartered. Our research is designed to be objective, and take into 
account all perspectives so that we can conduct accurate legal and policy 
analysis.  
 
I am currently undertaking a research project focusing on the experiences 
of intersex people in the United States. Specifically, we are interested in 
hearing from practitioners about medical care options available for 
intersex infants (or infants with DSD) and the advice and information 
provided to their parents. To better understand the experience of intersex 
children and their parents, we seek to interview healthcare providers such 
as yourself about the care and information you and your colleagues 
provide. We are also interested in interviewing any patients of yours, or 
their parents, to learn about their experiences living with intersex 
conditions and seeking care.  
 
We are able to meet with you in person or on the phone at a mutually 
convenient time. The results of our research projects are public reports 
that are available in print and online. We are willing to anonymize the 
information you share with us and if you prefer, we can assure any 
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information you share with Human Rights Watch is featured without any identifying 
characteristics, including name, location, exact date of the interview, and other possibly 
identifying aspects. We have undertaken the Ethical Review Board process operated by 
Physicians for Human Rights to ensure this research is carried out with the highest 
standards of professional care.  
 
We recognize that this can be a polarizing and difficult topic, and our aim is to ensure that 
our research is objective and that it fully captures the whole range of different perspectives 
at play.  
 
I am based in New York City, and available to answer any questions you might have in 
advance of arranging an interview. I can be reached at kyle.knight@hrw.org, or 917-794-
6690.  
 
I look forward to hearing from you regarding this meeting.  
 
Sincerely, 
 

  
Kyle Knight  
Researcher, Human Rights Watch 
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Appendix II 
 
 
 
January 18, 2017  
 

 
 
Dear Dr. XXXX:  
 

We wrote on October 13, 2016 requesting an interview regarding your 
clinic’s practices with patients with disorders of sex development for an 
ongoing research project, and this letter is a follow up request to provide 
information in writing. 
 
As mentioned in our previous correspondence, Human Rights Watch is 
attempting to gain a wide range of perspectives to incorporate into our 
report—a methodology we apply in all of our research. You can see 
examples of our research on a range of issues on our website at 
www.hrw.org.  
 
Two examples of health-specific projects we have recently conducted are 
“No Time to Waste” – Evidence-Based Treatment for Drug Dependence at 
the United States Veterans Administration Department of Veterans Affairs,1 
and Care When There Is No Cure – Ensuring the Right to Palliative Care in 
Mexico. 2 
 

                                                           
1 “No Time to Waste” can be found at https://www.hrw.org/report/2014/06/30/no-time-waste/evidence-based-
treatment-drug-dependence-united-states-veterans 
2 Care When There Is no Cure can be found at 
http://features.hrw.org/features/HRW_2014_report/Mexico_Care_When_There_Is_No_Cure/index.html 
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For this project, we are attempting to gather a wide range of perspectives on the following 
topics, and we would appreciate your responses to the questions below by February 10, 
2017:  

• What is the process for communicating with parents regarding their child’s intersex 
(DSD) diagnosis and treatment options?  

• In addition to speaking with doctors and nurses, what resources exist for parents to 
learn about their child’s condition?  

• What cases are considered to be candidates for surgery (genital or gonadal)? 

• If a child is considered a candidate for surgery, how is the option of surgery 
presented to parents?  

• If parents opt not to have surgery, what advice and resources are provided to them?  

• For patients who have undergone surgeries in your clinic, what follow-up is advised 
and conducted?  

 
If you would prefer to speak on the phone instead, please feel free to contact me to arrange 
a time.  
 
As mentioned in our prior correspondence, Human Rights Watch is interested in 
interviewing people with DSDs who have undergone various treatments, in particular 
related surgeries. This is so that we can establish how the procedures have impacted their 
lives—including their ability to live openly according to their gender identity, form 
relationships, establish a positive self-concept, access ongoing healthcare, and engage in 
employment. We would be happy to have you share our contact information with any of 
your current and/or former patients who might be interested in speaking with us. We are 
particularly interested in interviewing individuals with DSDs who are pleased with the 
surgical interventions they received as children. 
 
As reflected in the reports linked above, all of our interviews, with patients or providers, 
will be anonymized and are conducted with full informed consent regarding our objectives 
and methodology.  We are keen for our report to contain a wide range of perspectives on  
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these issues, and we understand the topics can be polarizing and challenging. Please 
consider participating so that your expertise and experience can be reflected in our 
research.  
 
Sincerely,  
 

 
Kyle Knight 
Researcher, Human Rights Watch 
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Appendix III 
 
Kyle Knight 

 

From: Kyle Knight 
Sent: Thursday, May 11, 2017 7:10 PM 
To: Dina Matos 
Cc: medicaldirector 
Subject: RE: meeting 
Attachments: HRW Letter to Dr Poppas.pdf 
Dear Dina:   
  
Thank you so much for organizing the meeting with Human Rights Watch last week. We 
enjoyed the opportunity to learn more about the work and positions of the CARES 
Foundation. I think we could have continued talking for many more hours!  
  
Due to time constraints, we were unable to ask all of our questions, and receive complete, 
detailed answers. In order to accurately reflect CARES and Dr. Poppas’ information in our 
report, we are following up with the questions below. It would be great to receive 
responses by May 22, which will enable us to incorporate your responses in our report.   
  
The questions for Dr. Poppas are attached in a letter—could you kindly forward this to him 
or share his email address with me? I do not have his contact information.   
  
Kind regards,  
Kyle   
  
  
  
Questions for CARES:  ‐  As we discussed during the meeting, the CARES Foundation recognizes that there 

should be some legal limits on the discretion of parents and doctors to decide on 
and perform surgeries on children’s genitals—Female Genital Mutilation being the 
most obvious example of a practice that should be prohibited. Beyond a specific 
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prohibition on FGM, what do you think would be the most reasonable approach to 
define such limits in law more broadly, and identify circumstances where surgeries 
should be prohibited?    ‐  Part of our discussion focused on how the decision to conduct surgeries on 
children with CAH was an extremely challenging one for parents. We also 
acknowledged that the decision‐making process is often fraught with 
overwhelming amounts of information—and with that, the potential for 
misinformation. Could you please describe the activities the CARES Foundation 
undertakes to correct misinformation when parents approach CARES with 
information that is not validated, or incorrect?  Are there any common 
misconceptions parents appear to have?  ‐  Part of our discussion focused on how psycho‐social outcomes may be factors in 
parents’ decisions to undertake surgery on their daughters with CAH. Could you 
please direct us to any medical literature citations CARES uses that demonstrate 
the psycho‐social outcome differentials between girls with CAH who underwent 
surgery, and those who did not?  ‐  We understand that terminology—both as it relates to identities and health 
issues—can be complicated and intensely personal. At the moment, the following 
paragraph is included in our methodology section to reflect the sensitivity you 
shared with us during our meeting, and the input we gained while interviewing 
people with CAH and parents with CAH, including those who called us during the 
CARES Call To Action. Please send us your reactions to the text.  
  

o On February 23, 2017, as Human Rights Watch’s research for this report was 
ongoing, a support group for parents of children with Congenital Adrenal 
Hyperplasia, The CARES Foundation, launched a “Call To  
Action” that featured instructions to contact Human Rights Watch. The 
notification read: “Human Rights Watch is actively fighting parents' rights 
to make decisions regarding early surgical intervention comparing it to 
female genital mutilation, a horrendous practice by religious sects to 
disfigure and disable external genitalia. These entities have not asked how 
CAH patients and their families feel about these issues and they need to 
hear from you.” As a result of this campaign, Human Rights Watch was 
contacted by 16 people with expressions of concern. We attempted to 
contact each of the people who called us, and arranged to interview those 
we were able to reach and schedule—eight people in total, including five 
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parents of children with CAH and three adults with CAH. In those interviews, 
we followed the same methodology as we did with each of the other 
interviews, and explained that as this was Human Rights Watch’s first 
report dedicated to intersex issues, we had not taken a position on any 
related item. Some of these interviews are identified in the report as 
resulting from the calling campaign. Prior to this campaign, Human Rights 
Watch had interviewed parents of children with CAH and adults with CAH 
whom we had contacted through our other outreach methods. Similarly, we 
asked each interviewee how they would like themselves or their children 
identified in the report, and we have followed through accordingly.   

From: Dina Matos [mailto:]   
Sent: Monday, May 01, 2017 3:21 PM  
To: Kyle Knight <knightk@hrw.org>  
Cc: medicaldirector < >  
Subject: RE: meeting  
  
Thanks Kyle!  
  

Dina M. Matos  
Executive Director  
CARES Foundation, Inc.  

  

 

  
Website: www.caresfoundation.org  

FOLLOW CARES ON TWITTER & FACEBOOK!   



 

 9 JULY 2017 

 

Appendix IV 
May 11, 2017 
 
Dr. Dix Poppas 
The Institute for Pediatric Urology 
525 East 68th Street 
New York, NY 10065 
 
 
Dear Dr. Poppas: 
 
Thank you for taking the time to meet with us last week.  
 
As we explained during the meeting, we are keen to present all of the 
information on this topic accurately. Because of time constraints, we were 
unable to ask clarifying questions on all of the relevant issues, so we have 
included them below. We would like to reflect your professional opinion 
and experience accurately in our report, alongside the accounts we 
received from 17 other healthcare providers who work in this field.  
 
Please send your responses by May 22, which will enable us to incorporate 
you responses in our report.  
 
Our questions are as follows:  
 

- During the meeting, you said the “vast majority of surgeries 
done today are medically necessary.” Could you please help us 
understand the threshold that distinguishes the medical 
necessity of the majority, from the medical non-necessity of the 
minority? We are trying to understand on which criteria such 
decisions are made, and examples of symptoms that make 
children candidates for surgery, or not.  
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- During the meeting, you stated that you believe that clitoral 
reduction surgeries on children with Partial Androgen 
Insensitivity Syndrome should never be conducted. However, 
the same operation on children with CAH was an option. Could 
you please explain the reasoning behind separating those two 
categories of patients, with one being excluded from surgery 
candidature, and one being included? 

 

- During the meeting, you described a surgical technique that 
recessed the clitoris in a way that allowed for it to be “released” 
later in life. Can you please tell us: 1) is this the primary/most 
common form of clitoral surgery currently conducted on girls 
with CAH, 2) Approximately what percentage of girls who 
undergo this surgery later choose to “release” their clitoris, and 
what their outcomes are?  

 

- During the meeting, you described how “a clitoris has to be pretty large for me to 
recommend surgery.” We were unable to clarify during the meeting what that size 
threshold, according to the Prader Scale, was. Could you please let us know how large 
a clitoris has to be in order for you to recommend a reduction surgery? If it is on a case-
by-case basis, could you share some examples?   

 

- During the meeting, you cited statistics that 5 percent of girls with CAH transitioned to 
identifying as male later in life, as opposed to 1 percent of the general population who 
experience gender dysphoria. Could you please provide us with the citations for those 
statistics?  

 

- Due to time constraints, we were unable to specifically inquire about the sensitivity 
tests you reported on in you 2007 Journal of Urology paper with Yang and Felsen titled 
“Nerve Paring Ventral Clitoroplasty: Analysis of Clitoral Sensitivity and Viability.” We 
understand that this practice has been criticized, and we would like to know your 
response to that criticism. Also, since that publication, have you continued that kind of 
test with your pediatric patients? Has the practice changed at all since the 2007 paper? 
Are you aware of any other surgical provider who conducts such tests on pediatric 
patients? 
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- During the meeting, you suggested that conducting genital surgery on girls with AH 
could contribute to a decreased likelihood that a girl would atte3mpt suicide later in 
life.  Could you please provide any available citation on other evidence for this claim, 
so that we may understand the risk analysis?  

 
 
Kind regards, 
 
 
 
 
 
 
Kyle Knight 
Researcher, Human Rights Watch 
kyle.knight@hrw.org  
350 5th Avenue, 34th floor 
New York, NY 10118 
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Appendix V 
 

 
  

  
The birth of a newborn with atypical genitalia -- defined as discordance 
between external genitalia and gonadal and chromosomal sex -- represents a 
unique set of challenges. Parents question how their early decisions will impact 
their child’s life in the long-term.   Often parents of girls born with congenital 
adrenal hyperplasia (CAH) choose reconstructive surgery for several important 
reasons:  to prevent lifethreatening urogenital infections, to minimize future 
fertility issues, and to address their child’s psychological need for body image 
parity with their peers.    
 
CARES Foundation is dedicated to respecting the rights of all patients and 
families and helping them make informed decisions about treatment and care 
for CAH.  While a select group of individuals has worked to limit the surgical 
treatment options available to CAH patients, CARES Foundation strongly 
believes that the choices available to parents and patients should not be 
limited. Deciding how to best treat CAH, including whether a young child 
should undergo reconstructive surgery due to atypical genitalia and other 
urological anomalies, is fundamentally a parent’s right.  CARES’ role is to help 
parents and patients make informed decisions with respect to surgical 
procedures and all other treatment options for this life-threatening condition.  
This is accomplished with educational programs and referrals to internationally 
– recognized experts in the treatment of all CAH patients.   
 
A parent’s right to make a decision for their child, whether it involves making 
the difficult decision to choose a surgical intervention or the more routine 
decision about what to feed their child or where to send them to school, should 
be respected and honored.   Medical decisions are difficult enough for parents 

2414  M orris Avenue, Suite 110 
Union  NJ 07083 

Phone: 908 - 364 - 0272  ●  Fax: 908 - 686 - 2019 
www. cares foundation .org 
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without having to contend with the moral and philosophical agendas of certain 
movements.  In children’s hospitals all across the globe, parents in 
conjunction with medical professionals make decisions on behalf of their 
children every day.  Parents of CAH children are no different.  Their rights 
should not be limited.  
 
Therefore, CARES will continue to lead in the effort to improve the lives of CAH 
patients.  We will continue to advocate for the rights of patients and parents 
and help them make educated decisions about all treatments available to 
them.  Furthermore, we will continue to support research that will lead to better 
treatments and hopefully a cure for CAH.  
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Appendix VI 
 
 
From: Dix P Poppas 
Sent: Thursday, June 29, 2017 9:46 AM 
To: Kyle Knight  
Cc: Dina Matos  
Subject: HRW response 
 
Hi Kyle: 
 
In response to your questions, my team has not used clitoral sensory testing to evaluate 
post procedural outcomes since before 2006.    In addition, I do not recall ever 
commenting on a link between surgery and suicidality in our meeting or at any other time.   
 
Sincerely, 
 

D. Phillip Poppas, M.D., F.A.C.S.  
http://urology.weillcornell.org/dix-p-poppas-md 
Vice Chairman and Professor of Urology 
Chief of Pediatric Urology 
Rodgers Family Professor of Pediatric Urology 
Director of Pediatric Surgical Services 
Surgical Director Comprehensive Center for 
Congenital Adrenal Hyperplasia 
 
Weill Cornell Medicine 
Urology 
525 East 68th Street, Box 94 
New York, NY 10065 
Work: 212.746.5337 Fax: 212.746.8065 

Komansky Center for Children’s Health  
New York Presbyterian Hospital 
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Appendix VII 
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