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Agenda
· Welcome
· Continue defining terms (All)
Materials
· 2016-6-20_Peds_Endocrine_WG_Terminology.xlsx
· 2016-06-17_Peds_Endocrine_WG_Minutes.docx
· 2016-6-24_Peds_Endocrine_WG_Agenda.docx
· International_Toll_Free_Numbers.pdf
Brief Summary
The goal was to continue reviewing the terms in the Pediatric Endocrinology Terminology set.
Meeting Minutes
· Welcome
· Ms. Quinn welcomed Dr. Quigley and the working group members and led the terminology review.

· Discussion
· The revised definition for Distal 18q Deletion Syndrome was approved without modification.
· The revised definitions for the following terms were approved with modifications: X-Linked Hypoparathyroidism and LEOPARD Syndrome. 
· The revised definitions for the following terms were modified but not approved: Familial Isolated Hyperparathyroidism, Hyperparathyroidism-Jaw Tumor Syndrome, Alstrom Syndrome, and Polycystic Ovary Syndrome.
· The proposed definition for Aarskog Syndrome was modified but not approved.
· X-linked Parathyroid Gland Agenesis was removed from the terminology set.
· Hyperparathyroidism-Jaw Tumor Syndrome is a child of Familial Isolated Hyperparathyroidism in the hierarchy.
· LEOPARD Syndrome and Noonan Syndrome are siblings in the hierarchy.
· PCOS was added as a synonym of Polycystic Ovary Syndrome.

The meeting was adjourned. 

Action Items
· EVS will include additional genes (MEN1, CASR) to the definition of Familial Isolated Hyperparathyroidism.
· Ms. Quinn will ask Dr. DiMeglio to review the definitions for Familial Isolated Hyperparathyroidism and Hyperparathyroidism-Jaw Tumor Syndrome.
· EVS will review the genes associated with Aarskog Syndrome (as there are multiple associated proteins).
· EVS will draft a revised definition for Polycystic Ovary Syndrome using the international criteria provided by Dr. Quigley during the call.
· Savage Syndrome and Follicle Stimulating Hormone Receptor Deficiency may be synonyms. Their association will be reviewed during a future call.
· 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.
