Pediatric Endocrinology Terminology Working Group (WG) Meeting
August 14, 2015; 4:00 – 5:00 pm EDT
	Participant Name
	Affiliation

	Dr. Kathleen Bethin
	Women and Children's Hospital of Buffalo

	Dr. Diva De León-Crutchlow
	Children's Hospital of Philadelphia

	Dr. Charmian Quigley
	Indiana University School of Medicine

	Ms. Teri Quinn
	NCI EVS


Agenda
· Welcome
· Continue defining terms
Materials
· 2015-8-14_Peds_Endocrine_WG_Agenda.docx
· 2015-8-12_Peds_Endocrine_WG_Terminology.xlsx
· 2015-08-07_Peds_Endocrine_WG_Minutes.docx
· Copy of 2015-8-12_Peds_Endocrine_WG_Terminology_CAQ.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)
· Adrenal Hypoplasia Congenita, SERKAL Syndrome, Familial Glucocorticoid Deficiency, Familial Glucocorticoid Deficiency Type 1, Familial Glucocorticoid Deficiency Type 2, Natural Killer Cell and Glucocorticoid Deficiency with DNA Repair Defect, Adrenoleukodystrophy, and Lysosomal Acid Lipase Deficiency were discussed, revised, and approved; synonyms were modified where appropriate.
· Familial Glucocorticoid Deficiency Type 3 was discussed; the group was unsure which mutations were associated with either Familial Glucocorticoid Deficiency Type 3 or Type 4. This issue will be examined offline and definitions will be modified or drafted to reflect the correct disease/gene relationship. Glucocorticoid Resistance and Mineralocorticoid Resistance were discussed; these terms will be examined offline and revisited during the next meeting.
· [bookmark: _GoBack]Hypogonadotropic Hypogonadism with Adrenal Hypoplasia Congenita and Adrenomyeloneuropathy were removed from the term set because these terms are not useful for pediatric endocrinology reporting.
· The meeting was adjourned.
· The next meeting will occur on Friday, August 21st.
· Action Items
· Dr. Bethin will determine if Glucocorticoid Resistance is always associated with mutations in the NR3C1 gene, which encodes the glucocorticoid receptor. She will modify the definition, if necessary, for review during the next meeting.
· EVS will determine if Mineralocorticoid Resistance is synonymous with Pseudohypoaldosteronism Type 1 or Type 1A, 1B, 1C or 1D. These terms will be revisited during the next meeting.
· EVS will examine the mutations associated with Familial Glucocorticoid Deficiency Types 3 and 4. They will modify or revise the definitions to clarify the relationship between the genetic mutations and these diseases; the definitions 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.
