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Agenda
· Welcome
· Continue defining sexual development terms (All)
Materials
· 2015-1-12_Peds_Endocrine_WG_Terminology.xlsx
· 2015-01-09_Peds_Endocrine_WG_Minutes.docx
· 2015-1-16_Peds_Endocrine_WG_Agenda.docx
· 2015-1-12_Peds_Endocrine_WG_Terminology_CAQ16Jan2015.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.
· The group discussed the handling of disorder names that include gene names, and gene mutation terms versus gene or protein deficiency terms. It was noted that the International Classification of Pediatric Endocrine Diagnoses (ICPED) was built with a hierarchy where diagnosed conditions have child terms that name genes with causative mutations; these terms are named generically “X Mutation”, and do not explicitly mention the name of the associated diagnosis. The intention was that the hierarchical structure of the terminology would allow users to build a term that would display the name of a diagnosis together with the mutation. It was suggested that the terminology this WG is developing should explicitly include the names of both the diagnosis and the gene mutation, either as a preferred term or a synonym. It was also noted that most terms that represent gene or protein deficiencies will be included in the final term set, and most terms representing generic gene mutations will be excluded.

· Continue defining sexual development terms (All)
· [bookmark: _GoBack]46,XY Disorder of Androgen Action was discussed and approved without modification. Testicular Regression, Atypical Genitalia, P450-aromatase Deficiency, 17-beta-hydroxysteroid Dehydrogenase 3 Deficiency, Campomelic Dysplasia, WAGR Syndrome, and WNT4 Deficiency were discussed, revised, and approved; synonyms were modified where appropriate. These preferred terms and their synonyms may require reevaluation after the ICD 11 Disorders of Sexual Development terminology is completed. 
· Placental Aromatase Deficiency and Acampomelic Campomelic Dysplasia were added to the term set. Definitions will be drafted offline for review at the next meeting.
· Gender Non-conformity and Transsexualism were discussed briefly. These terms will require reevaluation after the ICD 11 Disorders of Sexual Development terminology is completed.
· Lack of Feminization, Virilization, Male Virilization, Undervirilized Male, Fetal Virilization, Idiopathic Virilization of the Fetus, Iatrogenic Impairment of Masculinization of Fetus, Virilizing Ovarian Tumor, Virilizing Luteoma of Pregnancy, Congenital Virilizing Adrenal Hyperplasia in Mother, Dup SOX9, CAIS With Demonstrated Mutation of the Androgen Receptor Gene, CAIS Without Demonstrated Mutation of the Androgen Receptor Gene, Defect in the Gene for MIS Type II Receptor, Defect in the Gene for MIS10, PAIS With Demonstrated Mutation of the Androgen Receptor Gene, PAIS Without Demonstrated Mutation of the Androgen Receptor Gene, Reductase Deficiency, and WT1 Mutation were removed from the term set because these terms do not add useful diagnoses to the terminology.
· The meeting was adjourned.
· The review of the Disorders of Sexual Development term set is complete except for the new terms added during this meeting. The next topic for review will be Obesity. The next meeting will occur on Friday, January 23rd.
· Action Items
· EVS will draft definitions for the terms added during the meeting for review at the next meeting.
· 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.
