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Agenda
· Welcome
· Items in red font are up for review
Materials
· 2016-8-26_Peds_Endocrine_WG_Agenda.docx
· 2016-08-19_Peds_Endocrine_WG_Minutes.docx
· 2016-8-23_Peds_Endocrine_WG_Terminology.xlsx
· 2016-8-23_Peds_Endocrine_WG_Terminology_CAQ.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)
· Osteomalacia, Rickets, Vitamin D 1 alpha-hydroxylase Deficiency, and Nutritional Rickets were discussed, revised, and approved during the meeting. Synonyms were modified where appropriate.
· The group indicated that Berardinelli–Seip Syndrome and Congenital Generalized Lipodystrophy Syndrome are the same entity. They decided the preferred name should be Congenital Generalized Lipodystrophy Syndrome, and subsequently reviewed the current proposed definitions. Vitamin D 25-hydroxylase Deficiency with a synonym of Vitamin D Hydroxylation-deficient Rickets Type 1b was briefly discussed. These definitions will be revisited during a future meeting.
· Metabolic Bone Disease of Prematurity, with synonyms of Rickets of Prematurity and Osteopenia of Prematurity, was briefly discussed. The definition will be will revised offline and will be reviewed during a future meeting.
· Hypophosphatemic Rickets will be the header term for its various subtypes, and the definition should include the clinical characteristics that are shared by all of the subtypes. X-linked Recessive Hypophosphatemic Rickets was revised during the meeting; however, the group would like to confirm whether Secondary Hyperparathyroidism is a feature of this condition before finalizing the definition. X-linked Dominant Hypophosphatemic Rickets was assigned an antiquated synonym of Hypophosphatemic Vitamin D-resistant Rickets; the preferred name of Hereditary Hypophosphatemic Rickets with Hypercalciuria was changed to Hypophosphatemic Rickets with Hypercalciuria; Autosomal Dominant Hypophosphatemic Rickets will be retained as a term, and, rather than having two separate terms for Autosomal Recessive Hypophosphatemic Rickets Types 1 and 2, the genetic information for both subtypes will be included in the term Autosomal Recessive Hypophosphatemic Rickets. The definitions for these terms will be reviewed during a future meeting.
· Calcium Deficiency Rickets and Calciopenic Rickets will be children of Nutritional Rickets; the definitions for these terms will be reviewed during a future meeting. 
· X-linked Hypophosphatemic Rickets, Familial Hypophosphatemic Rickets, and Hereditary Hypophosphatemic Rickets were removed from the term set because they are not discrete conditions, and they were deemed unnecessary for the hierarchy.
· The meeting was adjourned.
· The next meeting will occur on Friday, September 2nd from 4-5 pm Eastern Daylight Time.
· Action Items
· Dr. DiMeglio will revise the definition for Metabolic Bone Disease of Prematurity offline for review 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 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.

