Pediatric Endocrinology Terminology Working Group (WG) Meeting
October 23, 2015; 4:00 – 5:00 pm EDT
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Agenda
· Welcome
· Continue defining terms
Materials
· 2015-10-23_Peds_Endocrine_WG_Agenda.docx
· 2015-10-16_Peds_Endocrine_WG_Minutes.docx
· 2015-10-6_Peds_Endocrine_WG_Terminology.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)
· 11 beta-hydroxysteroid Dehydrogenase Type 2 Deficiency, Type 2 Diabetes Mellitus, and Insulin Resistance were discussed, revised, and approved; synonyms were modified where appropriate.
· [bookmark: _GoBack]Phosphoadenosine Phosphosulfate Synthase 2 Deficiency was tentatively removed from the term set because it may not be relevant to humans. This term will be examined further offline and revisited during the next meeting.
· The preferred name for Vasopressin Deficiency was changed to Central Diabetes Insipidus. Additionally, Diabetes Insipidus and Nephrogenic Diabetes Insipidus were added to the term set. Definitions for these terms will be drafted offline and reviewed during the next meeting. Syndrome of Inappropriate Antidiuretic Hormone will be reviewed with the Diabetes Insipidus-related terms.
· The preferred name Maturity Onset Diabetes of the Young was changed to Monogenic Diabetes, and Mitochondrial Diabetes was discussed. The definitions were revised but not finalized during the meeting. The group indicated that more information about the relevant subtypes is needed before the definitions for Monogenic Diabetes, Mitochondrial Diabetes, and their subtypes can be finalized. These terms will be examined offline and revisited during the next meeting.
· Neonatal Diabetes and Transient Neonatal Diabetes were discussed; these terms will be examined offline and revisited during the next meeting.
· The group discussed potential strategies for organizing the subtypes of Insulin Resistance Syndrome. They indicated that some useful categories included subtypes that are associated with gene mutations, those associated with antibody-mediated resistance, and subtypes that are associated with obesity. The related terms Type A Insulin Resistance and Type B Insulin Resistance were discussed; the group indicated that these are antiquated diagnoses and that further research is needed to align these with the current diagnostic terminology. These terms will be revisited during the next meeting. Rabson-Mendenhall Syndrome was added to the term set; a definition will be drafted offline for review during the next meeting.
· Diabetic Ketoacidosis was discussed and revised; however, the group was unable to finalize the definition due to time constraints. This issue will be revisited during the next meeting.
· Idiopathic Diabetes Mellitus and Somatostatin Excess were removed from the term set because those terms are not useful for reporting.
· The meeting was adjourned.
· The next meeting will occur on Friday, October 30th from 4-5 pm Eastern Daylight Time.
· Action Items
· Dr. De León-Crutchlow will send EVS some references to use for drafting definitions for Monogenic Diabetes and for Neonatal Diabetes. Additionally, these references should aid the group in choosing the relevant subtypes of Monogenic Diabetes for inclusion and for drafting definitions based on the clinically relevant features of those chosen subtypes.
· EVS will determine if Phosphoadenosine Phosphosulfate Synthase 2 Deficiency is relevant to humans. If it is, the definition will be revised offline for review during the next meeting.
· EVS will examine the Diabetes Insipidus-related terms offline and draft definitions for review during the next meeting.
· EVS will examine the Mitochondrial Diabetes-related and Insulin Resistance Syndrome-related terms offline and draft definitions 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.
