Minutes of caDSR Content Administrators Meeting 

March 10, 2008   3:00 – 4:30 p.m.
	Attendees
	Organization

	Sherita Alai
	EMMES

	Robinette Aley
	NMDP

	Steve Alred
	Oracle

	Jenny Brush
	Scenpro

	Brian Campbell
	EMMES

	Janice Chilli
	SAIC

	Mary Cooper
	SAIC

	Tommie Curtis
	SAIC

	Suzette Czech
	NHLBI: National Marrow Donor Program

	Jocelyn Leatherwood
	SAIC

	Brenda Maeske
	SAIC

	Michele Nych
	NHLBI: National Marrow Donor Program

	Jamie Parker
	???

	Marishia Quall-May
	CIBMTR

	Dianne Reeves
	CBIIT

	Daniela Smith
	BAH

	Jeremey Sturgill
	NHLBI: National Marrow Donor Program

	Nicole Thomas
	Lockheed Martin

	John White
	TerpSys

	Claire Wolfe
	TerpSys

	Wendy Zhang
	NHLBI: National Marrow Donor Program


1. Data Standards Updates 
Mary Cooper reported on data standards currently in progress.
a. Family Relationships

The VCDE Small Group has been meeting over the last few months.  The CDE candidate standard was sent for caBIG review in December.  The small group received four comments – one was a compliment on the work done thus far.   The first comment was a request to add Husband and Wife to the Permissible Value list.  Concepts were defined and added to NCIt by Nicole Thomas.  The second comment concerned confusion when reading the Value Meaning Descriptions for Grand Relative Nephew and Grand Relative Niece (Value Meanings are composed of concatenated NCIt Concepts).  The small group decided to add human readable alternate name and definitions.  This work is in progress.  The third requested vocabulary for the relationship of twins: Brother, Sister, Sibling, and the Fraternal and Identical descriptions.  The commenter also recommended the creation of CDEs for Blood Relative like First Degree Relative and Second Degree Relative.  Nicole advised that First and Second degree relatives do exist as concepts.  Mary took an action item to follow up with Nicole.  Mary said that next steps are to submit the terms to NCIt, update the CDE and report back to VCDE for a vote to adopt the CDE as a standard.  She projected that this could happen at the April 3rd VCDE WS meeting.

b. UCUM



Mary reported that the initial presentation for the Lab and Agent Unit of Measure CDEs had been given to the VCDE Small Group.  She said that they had some of the same comments as the Content Administrators.  If the BRIDG model is used as the de-facto standard, then the concept Test Result can be confusing for users of the metadata.  Dianne is following up with the BRIDG Technical Harmonization Committee (THC) to see if the concept name can be changed.  Mary brought up another concern of the small group over the use of Unit of Measure (UOM) as the Attribute/Property in the DEC.  She said that the ISO standard states that Unit of Measure does not belong in the data element concept.  The Content Group has approved UOM as a Representation term.  Mary asked the group for alternatives to UOM as the Property.  Dianne suggested Measurement.  Another recommendation was Measure Unit.  Brian Campbell suggested that the Object Class could be “Laboratory Procedure”, with a Property of “Result” and the Representation Term as UOM or Code.  Mary suggested that the group might want to consider if Unit of Measure is really a Representation Term, and that in this case, the Representation might be Code as the Permissible Values are actually the UCUM Codes for the Units of Measure.  Dianne pointed out that UCUM is not the only unit of measure system that is used and that she wouldn’t recommend removing UOM from the Representation Term list.  Mary said that Dianne was also going to follow up with the BRIGD THC on this issue and that we could continue the discussion at the next meeting.  The discussion ended with the ISO 11179 guidance information.
c. LOINC

Mary reported that the LOINC Lab Test Name CDE proposal is still in the development stage.  She said that the focus of the proposal will be to capture the LOINC codes for Lab Test Name in the Value Domain.   Now that VCDE WS has approved LOINC as a vocabulary, work to implement the LOINC codes into the lab test names will need to be incorporated into NCIt.  Mary showed a possible curation for the Lab Test Name Value Domain where the Permissible Values would be the Lab Test Name, the Value Meaning would be a combination of the Test name and the LOINC Code and the Value Meaning Description would be the EVS definition for the concept in NCIt.  Mary presented the current NCIt hierarchy tree where the Lab Tests currently reside under the superconcepts of Activity/Intervention or Procedure/Laboratory Procedure.  From there lab tests are broken into categories such as Chemistry Test/Serum Chemistry/Blood Urea Nitrogen.  Mary will contact and work with EVS to develop LOINC Lab Test names that can be used in the CDE standard.  She asked that recommendations on the incorporation of LOINC Names be sent to her at coopermj@saic.com.  Tommie mentioned that there may be some samples from a prior consideration of this standard.  Mary said she would talk with Tommie to review those examples.
d. AJCC

Mary continued with the Data Standards update by presenting an updated proposal for AJCC CDEs.  She said that she had been working with Brian Campbell as a co-submitter.  Mary reviewed the issues for consideration and said that the focus would still be on harmonizing value domains and using AJCC codes for stage groupings, but said that the specificity would be limited to one disease at a time.  Mary said that the initial presentation would be 13 CDEs from CTEP which deal with Breast Cancer, to be followed by other diseases such as colorectal, lung, kidney, etc.  The main reference used for the standards is the AJCC Cancer Staging Manual 6th Edition.  Out of scope are tumor grading scales like the Gleason Scale for prostate cancer.  Mary said that the CDEs would capture codes for the TNM Categories and also the Stage Groupings.  This includes Clinical and Pathological codes and restaging, such as post neoadjuvant codes.  Dianne pointed out that restaging is a time point and that post neoadjuvant could be clinical or pathological.

Mary provided additional background information and then preceded to the CDE details.  Brenda Maeske asked if AJCC was needed in the names of the CDE components.  Brian pointed out that AJCC was specifically identified in the Value Domain definition and that including it in the names may be redundant.  Brenda asked about issues of proprietary ownership.  Dianne said that she was working with people from AJCC to explore licensing issues.  She also said that having AJCC in the CDE names could help when searching for the CDEs in the Browser.  There was discussion on whether or not AJCC would go in the Value Domain or Data Element Concept name, and the group decided that the Value Domain would be the most appropriate place for AJCC as a qualifier.  Dianne said that she would check with the AJCC contact to determine what their preference is for the CDEs and follow up with Brian and Mary.
Mary continued to present the CDE details and Dianne asked about the use of the term Pathology versus Pathologic as the qualifier for the Breast Tumor Post Neoadjuvant Therapy CDEs.  Brian stated that the definition for the term pathologic was more generalized and that pathology provided more meaning.  Dianne question whether practioners would agree with the use of Pathology and said that they would more readily recognize Pathologic.  Brian said that he felt that the term Pathology would facilitate searching.
Mary concluded the proposal with an illustration of the CDE Browser tree and showed that the CDEs have been changed to Registration status Proposed and are designated under Data Standards/Proposed/AJCC Cancer Stage/Breast Tumor.
Brian indicated that this proposal will invoke the CDE Data Standards Maintenance Governance process because the AJCC is continually updating the codes and definitions.  He said that we would need to work closely with EVS to keep the concepts up to date.  This may require the need to version and retire NCIt and caDSR concepts.
Mary said that work has been done on developing a proposal for UML guidance and that she and Brian had reviewed the caTRIP Tumor Registry model.  She said that the proposed CDEs fit well into the model and that she would work with the caTRIP developers to see if a use case could be developed to incorporate the AJCC CDEs.

Brian asked Dianne for guidance on how to proceed with updating the CDEs.  Dianne indicated that she would be contacting AJCC and that a response could be coming soon.  Mary requested to be put on agenda for next time to review any significant changes to the CDEs and to bring the proposal for a vote to continue with a VCDE small group presentation.
2.  Business Rules/Best Practices for Concepts 
Tommie indicated that this topic lends itself to the maintenance of concepts as Brian alluded to in the last discussion.  An Administered Items had certain pieces of data that can be changed contact, names, definitions, stewardship, etc.  We currently have rules for origin, names, classification but there are no business rules for changing concepts at this time.  It is not uncommon for an EVS term to be merged, retired, split.  Sometimes major and sometimes minor.  We can change a preferred definition or something added as an alternate definition.  There are all sorts of things that can be changed that we can not track,  a few months ago, concepts were matched and caDSR updated.  The following figure shows the type of information that is maintained about an Administered Item:
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Beginning with Concepts, a change to a Concept impacts other Metadata including Object Classes, Properties, Representation Terms and Value Meanings (see following diagram.).  We do not currently have business rules for the maintenance or clear definition of where maintenance history is needed, nor do we have a way of keeping the concepts in caDSR in sync with changes in EVS.  This is particular important with data available on the grid.  Changing a concept in the metadata could affect the ability to find the data on the grid.
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Tommie asked Nicole to comment on how often changes occur to concepts in EVS.  Nicole said that they try not to change the definition especially if it changes the meaning of the definition.  However, it is not uncommon to need to retire a Concept or make new Concept.  

Tommie pointed out that a change in EVS does not cascade into the caDSR but there is a development effort underway to keep the two tools in sync.  Dianne indicated that it is important to track the changes and cascade.  Brian asked if there was cascades affect how that would impact CDEs.  Brian pointed out that only EVS can control or make those changes to concepts, and the caDSR interface does not allow us to see those changes.  For example, Name to Person Name.  Tommie displayed slides describing the Name and Person Name issue.  Concept C42614 and C25191 both used Name, then C25191 was changed to Person Name it was the switch in the Representation Term C25191 to Person Name impacted the existing CDEs.  City Name now has the concept of Person Name associated with it.
Tommie said that needs to be a rule to advise those using the concept that a change is being made.  Brian said that you can not tell when EVS changes definitions, but we need the rules on the check and balance between EVS and caDSR. Tommie clarified that the purpose of this activity is to identify the business rules for these changes; at a minimum the owners of the items are notified of the change.  It is possible that a Sentinel report could be generated when a version change occurs - for example if there is a change in definition the generate report would identify the administered component that is affected and give the old and new definitions.  Brenda indicated that we cannot call routine changes a clean-up activity.  We need an easy way for the curator to find changed administered items.  Brenda likes the idea of versioning a concept since they are also used in models.
Tommie explained that there is change history in EVS but it is not easy to see.  Nicole indicated that she knows when it is changed, but not necessarily what is being changed.  Nicole can not easily see what is being changed in caDSR which may need some improvements.  She said that the issue with the change in “Name” has lead EVS to tighten their rules when and a concept name or definition is changed.
Brian said that when we assign concepts to a term the metadata should include the Public Id and Version associated with the concepts.  Jenny Brush clarified that version number is tracked with Public Id, and that the chart that Tommie put together provides the use cases for when something needs to be versioned.  Tommie indicated that we also need to add Begin and End Dates when concepts are retired so we know when the concept is no longer used.  Jenny said that the database has the ability to display dates since the data is already captured as part of the Administered Item this would require the tools to display these dates.
Brian asked if the grid sees the version changes.  Jenny said that that the grid only looks at Concept Ids, not the version number.  Brian asked what versioning a concept would get us.  Dianne questioned if we could search by Public Id and not concept.  Brian said that this goes back to his original question, of minor changes.  Tommie anticipates that we would start with the same set as other changes.  If we determine what EVS considers minor versus major, we might want to provide guidance on when to version based on this type of information.  Claire Wolfe said that for models a concept definition would be changed in the XMI and loaded to the caDSR as an alternate definition.  Tommie thought that the best approach would be to have an automated tool for versioning concepts.  
Tommie asked the group to provide any comments back to her regarding thoughts that they may have regarding the issue of versioning concepts.  She will start drafting business rules for changes related to definition changes. 
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03/24 - Content

03/31 - Software

04/07 - Content
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04/21 - Content
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09/01 - Holiday – Labor Day
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09/15 - Software

09/22 - Content

09/29 - Software

10/06 - Content

10/13 - Holiday –Veterans Day

10/20 - Content/Software

10/27 - Software

11/03 - Content

11/10 - Software

11/17 - Content

11/24 - Software

12/01 - Content

12/08 - Software

12/15 - Content

12/22 - Software

12/29 – Content

Follow Up/Action Items:
	Action Item
	Task
	Assigned To
	Date Due
	Date Completed

	1
	Send out Agenda to be reviewed for next meeting
	Tommie Curtis
	biweekly
	Ongoing

	2
	Develop risk mitigation plan for usage of caDSR metadata that in not fully compliant with caDSR business rules and best practices.
	Dianne Reeves

Tommie Curtis
	TBD
	Ongoing

	3
	Review list of value domain types and add examples and text for each.
	All
	TBD
	Ongoing

	4
	Send units of measure to Mary Cooper to extend Lab or Dose Unit of Measure Value Domains.
	All
	2/25/08
	New

	5
	Develop CDE proposal for AJCC Stages.
	Mary Cooper

Brian Campbell

Dianne Reeves

Daniela Smith
	3/10/08
	3/10/08

	6
	Update definition of Representation Term - Indicator
	Nicole Thomas
	TBD
	New

	7
	Follow-up with Nicole Thomas on First and Second Degree Relatives as NCIt concepts.
	Mary Cooper
	3/24/08
	New

	8
	Follow- up with the BRIDG THC to see if the Lab Test concept name can be changed.
	Dianne Reeves
	3/24/08
	New

	9
	Develop LOINC Lab Test Names/Codes in NCIt.
	Mary Cooper
	3/24/08
	New

	10
	Provide update on AJCC Licensing.
	Dianne Reeves
	3/17/08
	New

	11
	Draft Business Rules for versioning concepts.
	Tommie Curtis
	3/24/08
	New


