

Purpose of the Meeting

The first meeting of the Biosurveillance Data Steering Group (BDSG) was convened by teleconferencing July 7, 2006 at 10:00 am EDT. The meeting was call to order by Co-chairs Art Davidson, MD, and Marty LaVenture, PhD. The Steering Group was recently formed as a subgroup of one of the four Community workgroups, the Biosurveillance Workgroup. 
Data Steering Group members and staff introduced themselves with a brief summary of their relevant experience. The co-chairs reviewed the meeting objectives as listed on the agenda, which had been emailed to participants on July 6.

Meeting Objectives: Review and refine the scope of work, review respective roles of work group members, and preliminary review of the Minimum Data Set (MDS)
They mentioned the importance of understanding the scope of work within the context of the on-going efforts of the Community and the Health Information Technology Standards Panel (HITSP). Dr. Barthell noted the need to understand the tensions between the broad or long-term charge and the specific or immediate tasks at hand. The Community and its various subgroupings are charged with rolling out systems within a year; this charge sometimes conflicts with the need to develop a robust, long range biosurveillance system for which HITSP is working to define standards. The tension between the short- and long-term goals coincides with differences in the Federal and local interests, the former stressing the short-term and the latter being more concerned with systems that will work in the long-term.
Key Meeting Topics

1. Background of Steering Group’s Charge
Kelly Cronin, ONC staff, referred the members to the briefing materials sent to them in advance of the meeting and reviewed the charge of the Biosurveillance Workgroup.
Broad Charge for the Workgroup: Make recommendations to the Community to implement the informational tools and business operation to support the real-time nationwide public health event monitoring and rapid response management across public health and care delivery communities and other authorized government agencies.

Specific Charge for the Workgroup: Make recommendations to the Community so that within one year, essential ambulatory care and emergency department visit, utilization, and lab result data from electronically enabled health care delivery and public health systems can be transmitted in standardized and anonymized format to authorized public health agencies within 24 hours.
2. Developing an MDS
Focusing on the specific charge, the Workgroup and ONC staff developed one use case and delineated a MDS based on ambulatory, emergency, and laboratory department data for sharing across local, State and Federal jurisdictions. Access to data and sharing data across jurisdictions were the major issues for consideration. Eventually the Workgroup agreed that a detailed set of data requirements, or minimum data set (MDS), was essential in achieving a real time biosurveillance system. 
The data elements incorporated in four existing and emerging biosurveillance systems were examined in order to define the MDS. The four surveillance systems were the New York City system, North Carolina system, BioSense, and Frontline. (See Biosurveillance Data Elements Matrix, February 21, 2006).  Work is also being coordinated with the Certification Commission for Health Information Technology, the Health Information Technology Standards Panel, and the Nationwide Health Information Network Consortia.
Kelly Cronin went on to explain that it is the task of the Data Steering Group to identify the elements that are missing from the preliminary MDS delineated by the Workgroup. The Data Steering Group, therefore, has a very specific and short-term charge. It will make recommendations to the Biosurveillance Workgroup, which in turn makes recommendations to the Community. The Community makes recommendations to the HHS Secretary, who is responsible for carrying out those recommendations that are accepted. The Biosurveillance Workgroup itself has moved on to its broad charge. The four steps listed in the DRAFT Scope of Work for the Data Steering Group are:
Step 1: Based on the biosurveillance use case and public health scenarios, the Biosurveillance Data Steering Group (BDSG) will identify the data elements needed that have not been previously identified by HITSP-TC or the AHIC Biosurveillance Workgroup.

Step 2: The BDSG will then identify the data elements in the preliminary MDS that are not necessary for biosurveillance. Based on these two steps, the BDSG will identify the specific data at the code level needed to support biosurveillance (i.e., the specific laboratory tests and corresponding codes out of all potential lab results that could be shared real time or in an enhanced mode). These code sets should be closely aligned with the identified Standards coming from HITSP (i.e., LOINC for Laboratory results). Alignment and constant coordination with the HITSP-TC will be essential to the success of the overall structure of harmonizing all of the biosurveillance programs. 
Step 3: This step will involve the process of identifying those elements that need to be “filtered” out according to the criteria set forth by the BDSG. Examples of not meeting the criteria might include: an element that is not essential for public health functions, or one that is too sensitive to share for the purposes of biosurveillance. While making these recommendations to the Biosurveillance working group and the AHIC, the BDSG will have to consider the careful balance between the needs of these multi-jurisdictional biosurveillance programs and the highly sensitive areas surrounding public health. 
Step 4: This step will be a feasibility assessment of the available data sources and data elements identified through steps 1-3.  Collectively, these 4 steps will yield both a target data set based on what is needed to support public health and a MDS based on what is feasible to capture in the short term. 

Referring to the data matrix, Ms. Cronin explained the difference between the “minimum” and “target” columns. Target includes minimum as well as what is desirable; these are elements that if they can be easily obtained should be included. Minimum refers to what is absolutely necessary. She mentioned the need to develop a glossary to assist the Data Steering Group, which perhaps could be included in the Group’s recommendations. Laura Conn, on detail to ONC from CDC, explained that the MDS was developed by looking at the four projects mentioned and considering four functional areas: event detection, situational awareness, outbreak management, and response management.
Subsequent discussion by the Data Steering Group indicated there was considerable overlap across the four functional areas. Ms. Cronin indicated she had a list of working definitions of the functional areas that she would share with the participants. Participants agreed they needed to compile and agree on a set of working assumptions and definitions. 
Bill Stephens offered to share a proposed consensus data set that had been developed for north central Texas counties. The consensus data set can be compared with BioSense and other systems.

Dr. Barthell pointed out that the MDS is made up of two data sets; one focuses upon resource availability and the other on clinical assessments. There is very little overlap and there are very different standards for the two data sets. The use case did not incorporate a communication system into the surveillance. But one-way communication to public health officials is not sufficient; public health officials must be able to communicate with clinicians. The capability for query and response is critical for response management. Kelly Cronin agreed this was important; however she believed two-way communication could be addressed in subsequent use cases, noting that the Group should stick to its specific charge, which is to be accomplished in an accelerated time frame.
3. Time Frame

The question came up throughout the meeting as to whether the one-year time frame was realistic. Co-chair LaVenture proposed that one assumption is to start with what is possible within one year but to recommend a system that can be built upon; for example, to incorporate the capacity for future data elements, “elements to be named.”  Another recommendation should focus on the eventual inclusion of two-way communication. Participants seemed to agree with the suggestion of recommending a system to which components can be added. The Co-chairs agreed that the goal was to recommend what is feasible to implement in one year, covering as many jurisdictions that can be reached within the next few years. 

4. Data Accessibility 

Dr. Smith suggested that another assumption address data accessibility - to whom the data will be available. Citing his experience in the NYC system, he noted that confidentiality and security were major issues. NYC is devising a cross-jurisdictional system to include hospitals in surrounding states. These hospitals have an interest in seeing the data, not only their own but aggregated hospital data, which would provide them with information on surge issues. Can a system be designed to provide different levels of access to different users?

Kelly Cronin pointed out that the previous assumption had been that only authorized public health agencies will have access to the data. Lynn Corn emphasized that only authorized users within approved agencies will have access. 
Several members agreed that while this assumption might simplify the scope of work, it may not be well received by those organizations whose participation is needed.  Co-chair Davidson pointed out that public health agencies should be able to share the data as needed. He went on to ask if the Group should recommend incorporating two-way communication or simply refer to it. Although there seemed to be agreement on its importance, the Group did not decide on whether it should be included in the first year.

A participant mentioned that most of the systems being examined do not have bidirectional capability. BioSense reportedly allows some two-way communication. Hospitals can access their own data, which is beneficial in engaging hospital personnel and helps them to understand what is of public health significance. 

5. Consideration of Data Sensitivity

Looking again at the matrix, a participant pointed out it did not address step 2—the alignment with the identified standards coming from HITSP. The Data Steering Group will need to identify what should be included, as well as what should be filtered. Not all sensitive data can be filtered; much of the sensitive data is important for public health surveillance. It was noted that filtering on content is much more difficult than filtering on data elements.
The Group considered whether a list of pathogens should be developed for incorporation into the MDS. Dr. Perry pointed out that traditional public health surveillance is predicated on having access to information on individual patients. Here we are asking hospitals to provide a MDS. The MDS should be complimentary to accessing patient data in order to minimize the effort involved.

Considering the question of whether the MDS should be driven by what the data sources can provide or what is needed for surveillance, it was agreed that the later has priority. The Group’s recommendations should not be constrained by what is currently available.

6. Consideration of Missing Data

Another factor to take into account is the need to know where illness is not occurring, as well as where it is occurring.  The biosurveillance system must generate information on denominators, that is, it is necessary to distinguish between institutions that are not reporting or missing data and those hospitals reporting no illness or injury of interest. It will be very important to validate the source and to know the extent to which the information generated covers the population of interest. The example of SARS was cited. Due to the quality of the information system, it was possible to open ports in areas where there was no incidence of SARS. 

One member pointed out the difference between what elements hospital information systems are designed to capture and what is actually collected on all or the majority of cases, patient occupation being an example.

Attention was directed back to the matrix and to one patient data element—randomized data linker. The comment was made that likely few if any hospital information systems have the capacity to do this. In recommending the MDS, the Group must consider what requires creation at the source and if the resources are available.

Discussion then ensued regarding the existence of useful conceptual data modes or functional models of public health functions. Various members recalled work related to the essential public health services or functions begun some years ago. Although no one recalled recent action on these efforts, they agreed it was important to inquire about any products that might inform the work of this Group.

Staff Action Item #1: Review documents previously collected and the CDC Web site. Compile a list of working definitions, as well as common assumptions, to inform the discussion at the next meeting. Members were asked to email potentially useful documents and ideas to staff. 
Discussion of process of reviewing and refining a Minimum Data Set

Following an extensive discussion of the charge to the Group and the work completed to date, members reached agreement on next steps. 
1. Agreement on process for deciding on elements of MDS

The Data Steering Group agreed on the following process:
1.  Review background documents and comments made to date on the MDS;

2.  Develop or select a set of scenarios to serve as comprehensive test use cases; 
3.  Identify and recruit volunteer experts to run tests with select scenarios;

4.  Review the results of the test use case scenarios;
5.  Map resources according to scenario and function; and

6.  Revise MDS.
Other possibilities discussed were to: request input from reviewers; seek additional comments; commission tabletop tests; and test using actual past events. It was noted that these are steps that need to be taken, but to do so is a complex project, not something that can be completed within the time frame delineated for the work of the Data Steering Group.
From the list of 15 national planning scenarios used by the Department of Homeland Security projects, the Group selected five scenarios, each representing a type of situation that has broad applicability and is sufficiently illustrative to provide for a test of the MDS. It was acknowledged that scenarios may vary regarding the nature of an agent’s introduction into the community: Some agents have a slower migration into the population while others act instantaneously. Scenarios selected were:
· Pandemic flu

· Chemical nerve agent

· Hurricane 
· Radiologic dirty bomb attack
· Biologic or water borne food contamination
Staff Action Item #2: Conduct scenario tests
Although there was a request for members to volunteer, it was left to the ONC staff to recruit volunteers from suggested sources, such as ASTHO, NACCHO, the Centers of Excellence, and the American Hospital Association Committee on Preparedness. Volunteers can be given two scenarios. (It may be possible to combine or collapse the scenarios.) The need to include clinicians as well as public health workers was acknowledged. The instructions should state the interest in identifying the elements necessary to measure available resources (facilities, equipment…), individual illness and injury and pattern tracking, and case reporting and investigation. The data necessary for recognizing illness and injury patterns does not require identifiers, but patient specific information is required for case investigations. The latter requires culture reports or a visit number—something that allows for linking back to the medical record and eventually to the individual. 

The volunteers should be asked to evaluate the MDS on the basis of the scenario and then to apply steps 1 and 2.  
Public comment

No member of the public requested the opportunity to comment.
Summary

The initial meeting of the Biosurveillance Data Steering Group resulted in agreement on the need for compiling a set of working assumptions and definitions, which staff agreed to begin. Participants also agreed on a process for reviewing and finalizing the MDS, beginning with the identification of five special test scenarios to be implemented by ONC staff.
Background documents made available in advance of meeting: 

1. Harmonized Biosurveillance Use Case Version 1.4
2. Biosurveillance Data Elements Matrix February 21, 2006
3. Biosurveillance Background and Options Briefing Minimum and Target Data Elements February 24, 2006
4. Biosurveillance Validation of Minimum and Target Data Elements March 22, 2006
5. Draft Scope of Work

6. HITSP-TC recommendations (1.3.1.0 Public Health Agencies Prospective)
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