Pediatric Endocrinology Terminology Working Group (WG) Meeting
November 20, 2015; 4:00 – 5:00 pm EST
	Participant Name
	Affiliation

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

	Dr. Diva De León-Crutchlow
	Children's Hospital of Philadelphia

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

	Dr. Al Garrett
	NCI EVS

	Dr. Liz Hahn-Dantona
	NCI EVS

	Ms. Theresa Quinn
	NCI EVS


Agenda
· Welcome
· Continue defining terms starting at row 350.
Materials
· 2015-11-20_Peds_Endocrine_WG_Agenda.docx
· [bookmark: _GoBack]2015-11-13_Peds_Endocrine_WG_Minutes.docx
· 2015-11-17_Peds_Endocrine_WG_Terminology.xlsx
· HAIR-AN.docx (by e-mail)
· InsulinReceptor_Musso_Medicine_2004.pdf (by e-mail)
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)
· Hyperandrogenism, Insulin Resistance, Acanthosis Nigricans (HAIR-AN) Syndrome will be revisited when Dr. Quigley is in attendance.
· The group reviewed and revised the hierarchy for Neonatal and Monogenic Diabetes Mellitus. They discussed adding Syndromic Neonatal Diabetes as a header term but ultimately decided it was unnecessary. The terms 6q24 Transient Neonatal Diabetes, Glucokinase-Associated Permanent Neonatal Diabetes, and terms for Permanent and Transient forms of Kir6.2-Associated Diabetes Mellitus, and SUR1-Associated Diabetes Mellitus were added to the term set. Definitions for these terms will be drafted offline and reviewed during a future meeting. The header terms Transient Neonatal Diabetes and Permanent Neonatal Diabetes were removed from the term set because they are not necessary in the revised hierarchy. Additionally, Dr. De León-Crutchlow will draft a list of Neonatal Diabetes Syndromes associated with gene mutations to be added to the term set and hierarchy.
· Rabson-Mendenhall Syndrome and Donohue Syndrome were discussed, revised, and approved; synonyms were modified where appropriate.
· Familial Hyperinsulinemic Hypoglycemia, Type 5 was removed from the term set because the attendees were not able to define this term.
· The meeting was adjourned.
· It was noted that the meeting scheduled for Friday, November 27th will be cancelled. The next meeting will occur on Friday, December 4th from 4-5 pm Eastern Standard Time.
· Action Items
· Dr. De León-Crutchlow will draft a list of Neonatal Diabetes Syndromes associated with gene mutations for inclusion in the term set and will send it to EVS. EVS will draft definitions for these terms and the other Neonatal Diabetes Mellitus-related terms that were added to the term set during the meeting. All of these terms and definitions 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.
