Pediatric Endocrinology Terminology Working Group (WG) Meeting
May 6, 2016; 4:00 – 5:00 pm EDT
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Agenda
· Welcome
· Continue review with the items in red font.
Materials
· 2016-5-6_Peds_Endocrine_WG_Agenda.docx
· 2016-04-22_Peds_Endocrine_WG_Minutes.docx
· 2016-5-2_Peds_Endocrine_WG_Terminology.xlsx
· 2016-5-2_Peds_Endocrine_WG_Terminology_CAQ16May2016.xlsx (by email)
Brief Summary
The goal was to review the terms in the Pediatric Endocrinology Terminology set.
Meeting Minutes
· Welcome
· Ms. Quinn welcomed the attendees to the meeting.
· Term Review (All)
· Premature Isolated Menarche, Lipodystrophy, Adipsic Diabetes Insipidus, Dipsogenic Diabetes Insipidus, and 22q Deletion Syndrome(s) were discussed, revised, and approved during the meeting. Synonyms were modified where appropriate.
· The Pediatric Adverse Event WG definition for Galactorrhea was revised and approved during the meeting. The Nephrology WG definition for WAGRO Syndrome was revised during the meeting; further revision is necessary before this definition can be approved, and as such the term will be reviewed during a future meeting.
· Generalized Lipodystrophy was reviewed, but it will need to be revisited during the next meeting because other subtypes of Lipodystrophy (Acquired Generalized, Acquired Partial and Congenital Partial) were added to the term set. Definitions for these new terms will be drafted offline for review during a future meeting.
· [bookmark: _GoBack]The attendees indicated that the term DiGeorge Syndrome Type 1 is synonymous with 22q Deletion Syndrome. The preferred term for DiGeorge Syndrome Type 2 was changed to 10p13-p14 Deletion Syndrome. The attendees would like the definition for 10p13-p14 Deletion Syndrome to include some examples of the cardiac anomalies associated with this syndrome; this information will be added offline. The definition was tentatively approved during the meeting.
· Trisomy 13, Trisomy 18, and Trisomy 21 were briefly discussed. The attendees suggested that the endocrine anomalies associated with these conditions should be included in the definitions. These terms and their definitions will be reviewed during a future meeting.
· The meeting was adjourned.
· The next meeting will occur on Friday, May 13th from 4-5 pm Eastern Daylight Time.
· Action Items
· EVS will draft definitions for Acquired Generalized, Acquired Partial, and Congenital Partial Lipodystrophy and will revise the definitions for WAGRO Syndrome, 10p13-p14 Deletion Syndrome, Trisomy 13, Trisomy 18, and Trisomy 21. The new and revised definitions will be reviewed during the next meeting.
· EVS will post the revised spreadsheet, 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 identify, 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.
