Pediatric Endocrinology Terminology Working Group (WG) Meeting
December 18, 2015; 4:00 – 5:00 pm EST
	Participant Name
	Affiliation

	Dr. Kathleen Bethin
	Women and Children's Hospital of Buffalo

	Dr. Linda DiMeglio
	Riley Hospital for Children at Indiana University Health

	Dr. Al Garrett
	NCI EVS

	Dr. Liz Hahn-Dantona
	NCI EVS

	Dr. Charmian Quigley
	Children's Hospital of Philadelphia

	Ms. Theresa Quinn
	NCI EVS


Agenda
· Welcome
· Continue with the parathyroid
Materials
· 2015-12-18_Peds_Endocrine_WG_Agenda.docx
· 2015-12-11_Peds_Endocrine_WG_Minutes.docx
· 2015-12-15_Peds_Endocrine_WG_Terminology.xlsx
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)
· Turner Syndrome and Chromosome 18q Deletion Syndrome were discussed, revised, and approved during the meeting.
· The Pediatric Nephrology WG definitions for Denys Drash Syndrome and Denys Drash Syndrome, Incomplete were discussed and revisions were suggested. These suggestions will be presented to the Nephrology WG for review. The attendees decided that Denys Drash Syndrome, Incomplete can be excluded from the Endocrinology term set.
· [bookmark: _GoBack]Autoimmune Polyglandular Syndrome (APS), APS Type 1, APS Type 2, APS Type 3, and Immune Dysregulation, Polyendocrinopathy, and Enteropathy X-linked (IPEX) Syndrome were discussed. APS Type 3 was tentatively removed from the term set, and the definitions for the other terms were tentatively accepted. There was a suggestion to have Dr. Maureen Su, at the University of California San Francisco, review these terms before the changes are finalized.
· The meeting was adjourned.
· The next meeting will occur on Friday, January 8th from 4-5 pm Eastern Standard Time.
· Action Items
· Dr. Maureen Su will be asked to review the WG definitions for IPEX Syndrome, APS, and the subtypes of APS, offline. Her comments will be reviewed during a future 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 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.
