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	Participant Name
	Affiliation

	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. Elizabeth Hahn-Dantona
	NCI EVS

	Dr. Ellen Leschek
	NIDDK, NIH

	Dr. Charmian Quigley
	Children's Hospital of Philadelphia

	Ms. Theresa Quinn
	NCI EVS


Agenda
· Welcome
· Start with Congenital Generalized Lipodystrophy on row 357, then move to GLUD Hyperinsulinism on row 375 and continue from there.
Materials
· 2016-1-15_Peds_Endocrine_WG_Agenda.docx
· 2016-01-08_Peds_Endocrine_WG_Minutes.docx
· 2016-1-11_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)
· The group decided to spell out the name of the protein in the preferred term for conditions related to genetic mutations. The gene symbol abbreviations will be noted as synonyms.
· Congenital Generalized Lipodystrophy, Glutamate Dehydrogenase 1-Associated Hyperinsulinism, Glucokinase-Associated Hyperinsulinism, Hepatocyte Nuclear Factor 1-Alpha-Associated Hyperinsulinism, Hepatocyte Nuclear Factor 4-Alpha-Associated Hyperinsulinism, Mitochondrial Hydroxyacyl-Coenzyme A Dehydrogenase-Associated Hyperinsulinism, Monocarboxylate Transporter 1-Associated Hyperinsulinism, and Mitochondrial Uncoupling Protein 2-Associated Hyperinsulinism were discussed, revised, and approved during the meeting. Synonyms were modified where necessary.
· Beckwith-Wiedemann Syndrome was discussed and revised; however, the group felt more details were needed. The definition will be revised offline and revisited during the next meeting.
· Syndromic Hyperinsulinism, Hyperinsulinism in Beckwith-Wiedemann Syndrome, Hyperinsulinism in Kabuki Syndrome, Hyperinsulinism in Turner Syndrome, and Hyperinsulinism in Congenital Disorders of Glycosylation were removed from the term set because the group decided that the relationship between these syndromes and hyperinsulinism should be explained in the definitions for the syndrome and not as separate terms.
· The meeting was adjourned.
· The next meeting will occur on Friday, January 22nd from 4-5 pm Eastern Standard Time.
· Action Items
· Dr. Quigley will revise the definition for Beckwith-Wiedemann Syndrome offline. That definition will be reviewed during the next meeting.
· Dr. DiMeglio will send comments regarding both alternative naming and alternate definitions for Pseudoparathyroid-related conditions. These comments will be reviewed during the next meeting.
· EVS will confirm that the preferred names for mutation-related conditions have the full name of the altered protein spelled out and do not use abbreviations.
· 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.
