Pediatric Endocrinology Terminology Working Group (WG) Meeting
January 30, 2015; 4:00 – 5:00 pm ET
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Agenda
· Welcome
· Finish Defining Obesity Terms (All)
· Start Defining Pituitary/Hypothalamus Terms
Materials
· 2015-1-27_Peds_Endocrine_WG_Terminology.xlsx
· 2015-01-23_Peds_Endocrine_WG_Minutes.docx
· 2015-1-30_Peds_Endocrine_WG_Agenda.docx
· 2015-1-27_Peds_Endocrine_WG_Terminology_CAQ30Jan2015.xlsx (by e-mail)
· Vos_SHBG_JCEM_2014.pdf (by e-mail)
· International_Toll_Free_Numbers.pdf
Brief Summary
The goal was to continue reviewing the terms in the Pediatric Endocrinology Terminology set.
Meeting Minutes
· Welcome
· Ms. Quinn welcomed the attendees to the meeting.
· Term Review (All)
· Sex Hormone-binding Globulin Deficiency, DAX1 Deficiency, Leptin Receptor Deficiency, Pro-opiomelanocortin Deficiency, Melanocortin 4 Receptor Deficiency, Neurotrophic Tyrosine Kinase Receptor Type 2 Deficiency, Prohormone Convertase 1 Deficiency, Maternal Uniparental Disomy Chromosome 14 Syndrome, Chromosomal Microdeletion 16p11.2 Syndrome, Growth Hormone Deficiency, and Adrenocorticotropic Hormone Deficiency were discussed, revised, and approved; synonyms were modified where appropriate.
· Glucocorticoid Deficiency was discussed briefly. The definition for this term will be revisited during the next meeting.
· [bookmark: _GoBack]It was noted that unique gene symbols are provided by the Human Genome Organization (HUGO) Gene Nomenclature Committee (HGNC). Those symbols can be used to unambiguously represent gene names in the literature and other publications, and as such they can be used in place of the fully specified gene name.
· The group noted that synonyms with “Primary” and “Secondary” need to be evaluated carefully because these qualifiers do not have the same meaning as they do in other clinical specialties.
· It was indicated that fully specified terms should be the preferred term; if this is not possible, the fully specified term should be a synonym. 
· Oligogenic Disorder and Chromosomal Aneuploidy were removed from the term set because these terms do not add useful diagnoses to the terminology.
· The meeting was adjourned.
· The next meeting will occur on Friday, February 6th.
· Action Items
· EVS will post the revised spread sheet, 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.
