Pediatric Endocrinology Terminology Working Group (WG) Meeting
January 22, 2016; 4:00 – 5:00 pm EST
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Agenda
· Welcome
· Continue review from Beckwith-Weidemann Syndrome on row 384
Materials
· 2016-1-22_Peds_Endocrine_WG_Agenda.docx
· 2016-01-15_Peds_Endocrine_WG_Minutes.docx
· 2016-1-21_Peds_Endocrine_WG_Terminology.xlsx
· 2016-1-21_Peds_Endocrine_WG_Terminology_CAQ_22Jan2016.xlsx (by e-mail)
· Wecksberg_Beckwith-Weidemann_ejhg2009106a_2010.pdf (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)
· Beckwith-Wiedemann Syndrome, Autoimmune Polyglandular Syndrome Type 1, Autoimmune Polyglandular Syndrome Type 2, Autoimmune Polyglandular Syndrome Type 3, Immune Dysregulation, Polyendocrinopathy, and Enteropathy X-linked Syndrome were discussed, revised, and approved during the meeting.
· Kabuki Syndrome was discussed and revised. The potential association of this condition with hyperinsulinism will be researched offline, and the definition will be revisited during the next meeting.
· Hyperinsulinism in Congenital Disorders of Glycosylation was discussed. The attendees were unsure if this term is necessary for inclusion. The group decided to ask Dr. De León-Crutchlow if this header term should be excluded.
· Autoimmune Polyglandular Syndrome(s) was discussed and revised. The grammar will be revised offline, and the definition will be reviewed during the next meeting.
· The meeting was adjourned.
· The next meeting will occur on Friday, January 29th from 4-5 pm Eastern Standard Time.
· Action Items
· Dr. Leschek will research how frequently hyperinsulinism co-occurs with Kabuki Syndrome to determine if hyperinsulinism should be included in the Kabuki Syndrome definition.
· Dr. De León-Crutchlow will be asked if Hyperinsulinism in Congenital Disorders of Glycosylation should be included in the term set.
· EVS will review and revise the definition for Autoimmune Polyglandular Syndrome(s) offline. The modified definition will be reviewed during the next 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 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.
