Pediatric Endocrinology Terminology Working Group (WG) Meeting
September 30, 2016; 4:00 – 5:00 pm EDT
	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. Amanda Hicks
	University of Florida Health

	Ms. Teri Quinn
	NCI EVS

	Dr. Charmian Quigley
	Indiana University School of Medicine


Agenda
· Welcome
· Terms related to bone-related conditions are on a separate tab of the spreadsheet and are up for review.
Materials
· 2016-9-30_Peds_Endocrine_WG_Agenda.docx
· 2016-09-23_Peds_Endocrine_WG_Minutes.docx
· 2016-9-27_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)
· Hereditary Hypophosphatemic Rickets with Hypercalciuria, Metabolic Bone Disease of Prematurity, Vitamin D 25-hydroxylase Deficiency, Caffey Disease, Odontohypophosphatasia, and Osteopetrosis were discussed, revised, and approved during the meeting. Synonyms were modified where appropriate.
· The preferred names for Vitamin D Dependent Rickets 2a and 2b were changed to Vitamin D Receptor Deficiency Rickets and Vitamin D Receptor Signaling Defect Rickets, respectively. The definitions for these terms, and for the term Hypophosphatasia, were revised during the meeting; however, Dr. DiMeglio will review these definitions offline to determine if additional details should be included prior to their final approval.
· Phosphopenic Rickets and Hypercalciuric Hypophosphatemic Rickets are synonyms for the previously reviewed and approved terms, Hypophosphopenic Rickets and Hereditary Hypophosphatemic Rickets with Hypercalciuria, respectively; therefore, these items do not need to be defined or reviewed separately.
· Hereditary 1,25(OH)2D-resistant Rickets may be synonymous with both Vitamin D Receptor Deficiency and Vitamin D Receptor Signaling Defect Rickets. This issue will be reviewed offline and discussed during a future meeting.
· The preferred term for Autosomal Dominant Osteopetrosis Type 1 will be changed to reflect that this condition is a syndrome of increased bone mineral density caused by mutation(s) in the LRP5 gene. This term was briefly discussed, as were the terms Autosomal Dominant Osteopetrosis Type 2 and Autosomal Recessive Osteopetrosis. These terms and their definitions will be reviewed during a future meeting.
· Osteoclast-rich Osteopetrosis was removed from the term set.
· The meeting was adjourned.
· The next meeting will occur on Friday, October 7th from 4-5 pm Eastern Daylight Time.
· Action Items
· Dr. DiMeglio will review Vitamin D Receptor Deficiency Rickets, Vitamin D Receptor Signaling Defect Rickets, Hypophosphatasia, LRP5 mutation-related increased bone mineral density, Autosomal Dominant Osteopetrosis Type 2, and Autosomal Recessive Osteopetrosis offline. Her comments and any revised definitions will be reviewed during a future meeting.
· [bookmark: _GoBack]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.
