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I am responding to your letter offering genetic testing for my child below. My participation will be kept confidential in accordance with state and federal law. 
Child’s Information:
Full Legal Name: ​_________________________________________________________
Gender:     M     F



Date of Birth: ​​​​​​​____/____/______
Race/Ethnicity: ___________________________________________________________
Parent or Guardian’s Contact Information:
Parent/Guardian’s Full Name: ​_______________________________________________
Email Address: ___________________________________________________________
Address: ________________________________________________________________

   ________________________________________________________________

   ________________________________________________________________
Home Phone #: ___________________  
        Cell Phone #: ​____________________
Fax #: ___________________


Preferred Method of Contact: _______________________________________________
Relationship to patient who first came to the NIH: _______________________________
1. Do you want your child to receive SDHB/C/D genetic testing through our NIH research study?
· Yes, I would like my child to be tested for an SDHB/C/D mutation through your NIH research study
· No, I would NOT like my child to be tested through the NIH. I will seek my own SDHB/C/D genetic testing through another lab. To help your research, I will consider faxing the SDHB/C/D mutation results to Karel Pacak, M.D., Ph.D., D.Sc. (Fax: (301) 402-4712) with ATTN: SDHB/C/D family member screening
· No, I am not interested in SDHB/C/D genetic testing at all
2. If you choose to test your child through our NIH research study, would you like us to contact you with their research SDHB/C/D genetic testing results?
· Yes, I would like to be contacted with my child’s SDHB/C/D genetic testing results
· No, I would NOT like to be contacted with my child’s SDHB/C/D genetic testing results
· Not Sure, I may request them at a later time
3. If your child’s genetic testing results show the presence of an SDHB/C/D mutation, would you be interested in bringing your child to the NIH – free of charge – for a short questionnaire, whole body CT, thyroid ultra sound, and blood work to rule out pheochromocytoma/paraganglioma?
· Yes, If my child tests positive for an SDHB/C/D mutation, I would be interested in bringing my child to the NIH for an evaluation
· No, I would not be interested in bringing my child to the NIH for an evaluation
· Not Sure, please ask me at a later date
4. Who would you like to share your child’s genetic results with?
Please Note:  Your child’s genetic test results are confidential and will only be given to you personally. If a relative calls to inquire about your results, we will ALWAYS double check with you to confirm that we have permission to discuss them. 
· I will share my SDHB/C/D test results with the relatives listed below
· I will not share my SDHB/C/D results with my relatives
· I am not sure whether or not I will share my results with my relatives
For our information purposes ONLY, please let us know whom you plan to share your results with (for example, your children/grandchildren, brother/sister, spouse/partner or your physician). Please identify these persons by name and relationship. Again, we will not contact these people – this is only for our information. 
Relative’s Name:




Relationship:
Physician’s Name:




Contact Information:
_______________________________
Parent/Guardian Printed Name
_______________________________


_____________________
Parent/Guardian Signature




Date
