Pediatric Endocrinology Terminology Working Group (WG) Meeting
November 14, 2014; 4:00 – 5:00 pm ET
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Agenda
· Welcome (Dr. Quigley)
· Continue defining terms (All)
Materials
· 2014-11-12_Peds_Endocrine_Terminology.xlsx
· 2014-11-07_Peds_Endocrine_WG_Minutes.docx
· 2014-11-14_Peds_Endocrine_WG_Agenda.docx
· International_Toll_Free_Numbers.pdf
Brief Summary
The goal was to continue reviewing the terms in the Pediatric Endocrinology Terminology set.
Meeting Minutes
· Welcome (Dr. Quigley)
· Dr. Quigley welcomed the attendees to the meeting.
· The group discussed the challenges with maintaining a terminology for genes and/or genetic diseases: some diseases may have multiple genetic causes, and those causes may not be fully elucidated at this time. The scope for the Pediatric Endocrine terminology and the rules for inclusion or exclusion of these terms will evolve as the review process progresses.
· The group also noted that most discrete forms of skeletal dysplasias may be out of scope for the terminology; however, general categories of dysplasia should be included and defined. 
· [bookmark: _GoBack]It was noted that NCI Thesaurus recommends using UniProt for protein names and HGNC for gene names. The group agreed to use the names approved by these sources in definitions.
· Continue term review (All)
· Intrauterine Growth Restriction, Skeletal Dysplasia, Hypochondroplasia, and Mesomelic Dysplasia were discussed, revised, and approved; synonyms were modified where appropriate.
· Type 2 Collagenopathies, Spondyloepiphyseal Dysplasia Congenita, Langer type Mesomelic Dysplasia, Mesomelic Dysplasias Group 16, and Thanatophoric Dysplasia were discussed briefly. The group recommended moving these terms out of the stature-related subset. These terms will be moved into subsets that are more appropriate, and reviewed at a future meeting.
· Rhizomelic Dysplasia was added to the term set, and a definition was drafted and approved during the meeting.
· Acromelic Dysplasia and Acromesomelic Dysplasia were added to the term set. Definitions for these terms will be drafted offline for review at a future meeting.
· Connective Tissue Disorders was removed because it is not a useful diagnosis.
· The meeting was adjourned.
· The next meeting will occur on Friday, November 21st.
· 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.
