Pediatric Endocrinology Terminology Working Group (WG) Meeting
March 11, 2016; 4:00 – 5:00 pm EST
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	Women and Children's Hospital of Buffalo

	Dr. Diva De León-Crutchlow
	Children's Hospital of Philadelphia
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	NCI EVS
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	Indiana University School of Medicine
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Agenda
· Welcome
· Continue review starting with two diabetes insipidus-related terms, then move to the hyperparathyroidism-related terms. Time permitting the review will proceed with specific enzyme deficiencies starting with row 556 (or 567?). 
Materials
· 2016-3-11_Peds_Endocrine_WG_Agenda.docx
· 2016-02-26_Peds_Endocrine_WG_Minutes.docx
· 2016-3-7_Peds_Endocrine_WG_Terminology.xlsx
· 2016-3-7_Peds_Endocrine_WG_Terminology_CAQ11Mar2016.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)
· Central Diabetes Insipidus, Nephrogenic Diabetes Insipidus, and Barakat Syndrome were discussed, revised, and approved during the meeting. Synonyms were modified where appropriate.
· Mitochondrial Encephalopathy with Lactic Acidosis and Stroke-like Episodes (MELAS) Syndrome was briefly reviewed; however, no changes were made to the previously approved definition.
· [bookmark: _GoBack]It was noted that ICD 11 decided not to change the naming convention for conditions affecting reproductive development; however, this WG will use the acronym DSD to represent Differences of Sex Development instead of Disorders of Sex Development.
· Velocardiofacial Syndrome and Hypophosphatasia were added to the term set. Definitions will be drafted offline for review during a future meeting.
· 22q Deletion Syndrome, DiGeorge Syndrome Type 1, DiGeorge Syndrome Type 2, Berardinelli–Seip Syndrome, and Vitamin D 1 alpha-hydroxylase Deficiency were discussed and revised during the meeting. However, the WG felt more details needed to be included in the definitions for these terms before they can be approved.
· Caffey Disease, Kenny-Caffey Syndrome, Kenny-Caffey Syndrome Type 1, Kenny-Caffey Syndrome Type 2, Leri-Weill Syndrome, Langer Syndrome, Eiken Type Chondrodysplasia, Perinatal Lethal Hypophosphatasia, Infantile Hypophosphatasia, Childhood Hypophosphatasia, and Vitamin D Intoxication were briefly discussed. These terms and their definitions will be reviewed during a future meeting.
· Forty-two syndrome-related terms were removed from the term set.
· The meeting was adjourned.
· The next meeting will occur on Friday, March 18th from 4-5 pm Eastern Daylight Time.
· Action Items
· EVS will draft definitions for Velocardiofacial Syndrome and Hypophosphatasia and will revise the definitions for 22q Deletion Syndrome, DiGeorge Syndrome Type 1, DiGeorge Syndrome Type 2, Berardinelli–Seip Syndrome, and Vitamin D 1 alpha-hydroxylase Deficiency. All revised definitions 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.
