Meeting of caDSR Context Curators

September 13, 2004, 3 - 4:30 p.m. (Final)
Attendees:

Prerna Aggarwal/Oracle

Jennifer Brush/Scenpro

Tommie Curtis/SAIC

Kathleen Gundry/SAIC

Larry Hebel/ScenPro

Brenda Maeske/SAIC

Bev Meadows/CTEP

Dianne Reeves/NCICB

Anne Ryan/DCP

Denise Warzel/NCICB

Pamela West/EMMES

The purpose of this meeting was to review the standards development process, status of caDSR changes to access lists of values maintained in EVS, and begin review of demographic information with Ethnicity and Race.

1. Standards Development Process

Kathleen Gundry advised the group that there would be a NCI context created in the very near future for standard elements.  These will be generic type elements that will be registered as Candidate/Standard.  Kathleen said that the harmonization team would post the Date/Time CDEs previously discussed so that they could be published for a broader review before being finalized as standards.  The NCI context would use classification schemes to display groups of CDEs by subject matter (adverse events, patient demographics, etc).

There was general agreement with this proposed action.

Bev Meadows mentioned that we may want to bring in experts to help in the standards development and review process (i.e. FDA, DCP, etc.).  

2.  caDSR Changes to Access List of Values Maintained in EVS

Denise will send out use cases of the enumerated lists for the group to review.  Tommie asked that the group to review at each of the use cases and provide Denise with any use cases not already included.  

Denise said that for lists that cannot be loaded into caDSR or EVS, a value domain would be created and would include a link to a reference document or website where the values could be obtained.  Denise reiterated that just because something is in EVS does not mean that it is available as a list of values.  Kathleen asked for priority standards (from the external standards review report) that may need to be registered in the caDSR as Value Domains that are not EVS.  

3.  Recommendations for Specification of Ethnicity and Race

Tommie Curtis presented recommendations for CDEs for the collection of Ethnicity and Race data based on the Office of Management and Budget (OMB) Standards for Classification of Federal Data on Race and Ethnicity.  The OMB standard provides for two formats for data collection - a two-question format that lists Ethnicity and Race as separate questions (two data elements) and a single question that combines ethnicity and race (one data element).  Limited sets of permissible values are specified for reporting Ethnicity and Race data.  OMB states in the standard: ”In no case shall the provisions of the standards be construed to limit the collection of data to the categories described.  The collection of greater detail is encouraged; however, any collection that uses more detail shall be organized in such a way that the additional categories can be aggregated into these minimum categories for data on race and ethnicity.”  The recommendation did not address the mapping of additional Ethnicity and Race values that may be collected to the OMB categories and the additional ethnic or racial categories needed to meet programmatic needs.  Kathleen said implementers should do the mapping.
In addition to the three data elements identified by the OMB standard, the recommendation included data elements specifically crafted to meet the needs identified for NCI programs.  The basic OMB elements were copied and the permissible value lists expanded to include the values of Unknown and Not Reported.  Additionally, constructs to allow the provision of ethnic and race information that is broader than the OMB set of values as non-enumerated text CDEs was included.  After a review of the recommendations, the group requested that a set of codes for Ethnicity and Race be included.  Pam West noted that CDUS requires codes for Ethnicity and Race.  This will be done in the next draft of the document. 
Tommie presented spreadsheets of current CDEs in the caDSR for Ethnicity and Race.  She indicated that the value domains and data element concepts for Race had been extensively reused.  The Ethnicity value domains will need harmonization.  Pam West said that CTEP would be modifying Ethnicity and Race data elements and value domains used in that context based on changes currently being discussed for CDUS reporting.  Bev Meadows also mentioned that CTMS would have to conform to CDUS.

There was also a discussion of using generic CDEs as templates that could be copied/modified for reuse.  These could be tracked in order to assess usage of standards in applications and forms.  Denise Warzel said that use cases would be required to develop rules for future implementation of this functionality.

Next Meeting: September 27, 2004, 3-4:30 PM

The agenda will include harmonization of Gender CDEs.  
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