Pediatric Endocrinology Terminology Working Group (WG) Meeting
September 2, 2016; 4:00 – 5:00 pm EDT
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Agenda
· Welcome
· Review of the hierarchy for Rickets and its subtypes
Materials
· 2016-9-2_Peds_Endocrine_WG_Agenda.docx
· 2016-08-26_Peds_Endocrine_WG_Minutes.docx
· 2016-8-29_Peds_Endocrine_WG_Terminology.xlsx
· 2016-8-29_Peds_Endocrine_WG_Terminology_CAQ.xlsx (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)
· The group will review the hierarchy for Rickets and its related conditions when Dr. DiMeglio is able to attend a meeting.
· [bookmark: _GoBack]Simpson-Golabi-Behmel Syndrome, Sotos Syndrome, Immunoglobulin Superfamily Member 1 Deficiency Syndrome, Kallmann Syndrome, Kenny-Caffey Syndrome Type 2, Pycnodysostosis, Mulibrey Nanism, and Rapid-onset Obesity with Hypothalamic Dysfunction, Hypoventilation, and Autonomic Dysregulation Syndrome (ROHHAD) were discussed, revised, and approved during the meeting. Synonyms were modified where appropriate.
· Kenny-Caffey Syndrome and Kenny-Caffey Syndrome Type 1 were briefly discussed; however, no changes were made to the previously approved definitions.
· Caffey Disease was discussed and revised during the meeting. However, the WG would like Dr. DiMeglio to review this definition prior to final approval.
· Duchenne Muscular Dystrophy was removed from the term set.
· The meeting was adjourned.
· The next meeting will occur on Friday, September 9th from 4-5 pm Eastern Daylight Time.
· Action Items
· EVS will ask Dr. DiMeglio to review the definition for Caffey Disease offline. Her comments 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 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.
