Pediatric Endocrinology Terminology Working Group (WG) Meeting
December 11, 2015; 4:00 – 5:00 pm EST
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Agenda
· Welcome
· We will try to finish the Neonatal Syndromic Diabetes tree and finish defining those terms.
· Continue with the parathyroid
Materials
· 2015-12-11_Peds_Endocrine_WG_Agenda.docx
· 2015-12-04_Peds_Endocrine_WG_Minutes.docx
· 2015-12-11_Peds_Endocrine_WG_Terminology.xlsx
· 2015-12-11_Peds_Endocrine_WG_Terminology-CAQ12Dec2015.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)
· Further discussion of Neonatal and Monogenic Syndromic Diabetes Mellitus, Wolcott-Rallison Syndrome, and Congenital Hyperinsulinism was tabled until Dr. De León-Crutchlow is in attendance. 
· [bookmark: _GoBack]Albright Hereditary Osteodystrophy, Osteoma Cutis, Progressive Osseous Heteroplasia, Pseudohypoparathyroidism and its subtypes, and Pseudopseudohypoparathyroidism were briefly discussed. Dr. DiMeglio will examine these terms offline and submit revised definitions prior to the next meeting.
· Hyperandrogenism, Insulin Resistance, Acanthosis Nigricans (HAIR-AN) Syndrome, Pearson Syndrome, Ketotic Hypoglycemia, Idiopathic Ketotic Hypoglycemia, Primary Hyperparathyroidism, Klinefelter Syndrome, 47,XYY Syndrome, and 47,XXX Syndrome were discussed, revised, and approved; synonyms were modified where appropriate.
· Berardinelli-Seip Syndrome was briefly discussed. The WG suggested changing the preferred name to Congenital Generalized Lipodystrophy. It was noted that there are several subtypes of this condition, and that each subtype may be associated with the mutation of more than one gene; therefore, the WG suggested the inclusion of one term and definition that describes this condition, inclusive of its subtypes. This issue will be revisited during the next meeting.
· Familial Isolated Hyperparathyroidism and its subtypes were briefly discussed. The WG noted that it may not be clinically relevant to represent the subtypes as separate terms and suggested the creation of one term and definition that describes this condition, inclusive of all of the subtypes. This issue will be revisited during the next meeting.
· Turner Syndrome was briefly discussed. The WG indicated that the definition should reflect the most recent clinical practice criteria for this condition; therefore, the documentation for the criteria will be reviewed offline, the definition will be revised, and the term will be revisited during the next meeting.
· Chromosome 18q Deletion Syndrome was briefly discussed, and the definition was revised; however, the review was not completed during this meeting, so this term and definition will be revisited during the next meeting.
· Hyperparathyroidism and Secondary Hyperparathyroidism were added to the term set. Definitions for these terms will be drafted offline for review during the next meeting.
· The meeting was adjourned.
· The next meeting will occur on Friday, December 18th from 4-5 pm Eastern Standard Time.
· Action Items
· Dr. DiMeglio will research Albright Hereditary Osteodystrophy, Osteoma Cutis, Progressive Osseous Heteroplasia, Pseudohypoparathyroidism and its subtypes, and Pseudopseudohypoparathyroidism offline. Her comments and revised definitions will be reviewed during the next meeting.
· Dr. Quigley will provide documentation for the criteria for Turner Syndrome. The definition will be revised accordingly for review during the next meeting.
· EVS will research Congenital Generalized Lipodystrophy, Hyperparathyroidism, Secondary Hyperparathyroidism, and Familial Isolated Hyperparathyroidism and its subtypes offline. New or revised definitions will be drafted for review 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.
