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January 9, 2015; 4:00 – 5:00 pm ET
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Agenda
· Welcome
· Continue defining sexual development terms (All)
Materials
· 2015-1-6_Peds_Endocrine_WG_Terminology.xlsx
· 2015-01-02_Peds_Endocrine_WG_Minutes.docx
· 2015-1-9_Peds_Endocrine_WG_Agenda.docx
· Copy of 2015-1-6_Peds_Endocrine_WG_Terminology_CAQ09Jan2015.xlsx (by e-mail)
· International_Toll_Free_Numbers.pdf
Brief Summary
The goal was to continue reviewing the terms in the Pediatric Endocrinology Terminology set.
Meeting Minutes
· Welcome
· Ms. Quinn welcomed the attendees to the meeting.
· Continue term review (All)
· The group discussed the strategy for reviewing Genetic Disorder and Syndrome terms. Currently, all the molecular genetic terms and Syndromes are separated into two separate groups; it was noted that this may not be the best way to proceed. The group decided that the molecular genetic terms should be reviewed with the type of disorder they cause. The syndromes are more complicated because they could fit in multiple groups based on cause or clinical manifestation. However, the group does not want individual syndrome terms to appear in multiple lists. It was suggested that the syndromes could remain in a separate Syndrome set, but all the potential parents should be noted when each term is reviewed.
· 46,XY Disorder of Androgen Action, Gonadal Agenesis, Gonadal Dysgenesis, 46,XY Gonadal Dysgenesis, 46,XX Gonadal Dysgenesis, and 45,X/46,XY Gonadal Dysgenesis were discussed, revised, and approved; synonyms were modified where appropriate. These preferred terms and their synonyms will require reevaluation after the ICD 11 Disorders of Sexual Development terminology is completed.
· Anti-Mullerian Hormone Deficiency is synonymous with Persistent Mullerian Duct Syndrome Type I, which was reviewed during a previous meeting. Anti-Mullerian Hormone Resistance is synonymous with Persistent Mullerian Duct Syndrome Type II, which was reviewed during a previous meeting.
· Complete Androgen Insensitivity Syndrome, Partial Androgen Insensitivity Syndrome, Disorder of AMH, Disorder of AMH Receptor, 46,XY Disorder of Anti-Mullerian Hormone, 46,XX Gonadal Agenesis, 46,XX Complete Gonadal Dysgenesis, Incomplete Pure 46,XX Gonadal Dysgenesis, 46,XY Pure Gonadal Dysgenesis, and Partial Gonadal Dysgenesis were removed from the term set because these terms do not add useful diagnoses to the terminology.
· The meeting was adjourned.
· The next meeting will occur on Friday, January 16th.
· Action Items
· EVS will post the revised spread sheet, the meeting notes, and the agenda for the next meeting on the Pediatric Endocrine Terminology NCI Wiki page (https://wiki.nci.nih.gov/display/EVS/Pediatric+Endocrine+Terminology).
· Any missing terms that WG members find, or any definition suggestions they have should be sent to Ms. Quinn (quinnt@mail.nih.gov) and Dr. Petty (brenda.petty@nih.gov) at EVS.
