[bookmark: _GoBack]Pediatric Endocrinology Terminology Working Group (WG) Meeting
October 10, 2014
	Participant Name
	Affiliation

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

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

	Ms. Amanda Hicks
	University of Arkansas Medical School

	Dr. Steven Hirschfeld
	NICHD
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Agenda
· Welcome (Dr. Quigley)
· Introductory Remarks (Dr. Steven Hirschfeld)
· Start defining scope and terms (All)
Materials
· Pediatric Endocrine WG and the NCS-NICHD Terminology Collaboration October 2014.pptx
· Pediatric Endocrine WG Agenda_Oct_10_2014.doc
· Pediatric Terminology Endocrine Starter Set Oct 2 2014.xls
· Pediatric Rheumatology Terminology Working Group Contact List.xls
Brief Summary
The goal for the meeting was to introduce the terminology development process to the WG members, start considering a scope, and begin the review of terms from the Pediatric Endocrinology Terminology starter set.
Meeting Minutes
· Welcome and Introductory Remarks (Drs. Quigley and Steven Hirschfeld)
· Dr. Quigley welcomed the attendees to the meeting.
· The attendees introduced themselves. 
· Dr. Quigley has worked in both academic and private medicine. She has been a chairperson for an international pediatric endocrinology society and has worked on the update for the International Classification of Pediatric Endocrine Diagnoses (ICPED), which is in its final stages. Dr. Quigley is currently transitioning to a post in Australia.
· Dr. De León-Crutchlow is at the Children's Hospital of Philadelphia; where she has a clinical practice, and is also a principal investigator for a research group.
· Dr. Bethin is a Pediatric Endocrinologist at the Women and Children's Hospital of Buffalo where she is both a clinical investigator and fellowship director.
· Ms. Hicks is a bioinformaticist from University of Arkansas Medical School; her work is focused on ontology development.
· Dr. Leschek is a Pediatric Endocrinologist at NIDDK where she oversees clinical research on Type I Diabetes, growth disorders, and other pediatric endocrine issues.
· Ms. Quinn introduced both herself and the EVS team. She explained that the EVS team is comprised of clinical and basic science researchers who are terminology experts.
· Dr. Hirschfeld noted that just as the updated ICPED publication was being drafted NIH was also looking to develop a pediatric terminology project. The terminology project strives to bridge terms across multiple pediatric specialties, and to account for temporal/developmental components. These goals can be constraining because of the variability that the temporal component can introduce to the terminology. This project has strong ties to MedDRA, as well as future plans for links to ICD and SNOMED. The pediatric terminology project is unique in its focus on the early parts of life, as well as the rest of the developmental components occurring during childhood. The alignment of terms and concepts should facilitate the harmonization of data sets. The goal is the development of common data elements to facilitate data sharing, which can increase data set usability and reuse. Data set collection is resource-intensive and enabling reuse can increase the return on investment.
· Dr. Quigley asked about what the temporal aspect includes. Dr. Hirschfeld explained that examples in endocrinology are pre-pubertal findings versus conditions that are diagnosed during or after puberty. The changes in male vocal cords during puberty were used as a specific example. Dr. Hirschfeld indicated that there are concepts documented in the medical record before and after a diagnosis. The relationship between those concepts can be examined to determine if predictive indications can be identified.
· Ms. Quinn reviewed the orientation slide show. The presentation summarized the project goals, overall project timeline, relationship between NCI and NICHD, WG member roles and responsibilities, EVS responsibilities, the integration of the WG term sets into the Pediatric Terminology hierarchy, and the development process that each term set follows.
· Ms. Quinn introduced the terminology starter set spreadsheet.
· Dr. Quigley asked about the perceived differences between diseases, disorders, and findings that the spreadsheet includes. Ms. Quinn indicated that these differences don’t need to be specified by this WG. She noted that this distinction was made in the spreadsheet in order to separate the terminology into manageable segments of related content.
· Ms. Quinn noted that the ICPED chapters had several genes, some of which were mentioned in multiple chapters. These genes were placed in one category so that each would only appear for review once. She indicated that this group will need to decide whether they believe genes and/or gene-related concepts fit within the scope of this project.
· Dr. Quigley asked for a description of synonyms. Ms. Quinn indicated that for terms to be considered synonymous the must be absolutely interchangeable, in all potential use cases. Dr. Quigley asked if a separate column could be created for abbreviations and Ms. Quinn amended the spreadsheet during the call. 
· Ms. Quinn explained that there is a column with definitions that were drafted by other pediatric terminology WGs. Each group can have its own definition but the definitions must not conflict. For example, the Pediatric Adverse Event WG was parsimonious with words in their definitions; the Pediatric Endocrinology WG may accept the Adverse Event WG definition without changes or they may want to revise the definition to include additional clinically-relevant details.
· Ms. Quinn noted that the definitions should strive to be timeless and appropriate for international use. For example, lab values, which can change over time or can be specific to one country or set of clinical resources, should be avoided.
· Definition of scope and term review (All)
· The first area to be reviewed in the starter set is comprised of conditions affecting Stature.
· Growth Failure was revised and approved; synonyms were modified where appropriate.
· Primary Growth Disorder and Secondary Growth Disorder were discussed, but these terms and their definitions will be revisited at the next meeting.
· Primary Growth Failure and Idiopathic Primary Growth Failure were removed from the term set because these terms don’t identify an underlying cause for the observed growth failure.
· Secondary Growth Failure was discussed and tentatively approved. Since this was the final term reviewed in the meeting it will be revisited briefly at the beginning of the next meeting.
· The meeting was adjourned.
· The next meeting will occur on Friday, October 17th.
· Action Items
· EVS will distribute the revised spread sheet, including any updates made during the meeting.
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.
