American Health Information Community
Workgroup on Biosurveillance

Summary of the Web Conference Held April 26, 2006

(4th Web Conference of This Workgroup)

1. Call to Order and Welcome 
Co-chair Kelly Cronin called the meeting to order shortly after 1 p.m. and introduced Chip Kahn, President of the Federation of American Hospitals and member of the Community. Dr. Kahn has been working for the past few months with the Electronic Health Records (EHR) Workgroup and now will help co-chair the Biosurveillance Workgroup. 

Dr. Kahn noted discussions between the Community and Secretary Mike Leavitt about the importance of rapidly moving forward with creation of the National Health Information Network and biosurveillance breakthrough project, adding that the Biosurveillance Workgroup may have the most important role of the four serving the Community in terms of protecting Americans’ health. He emphasized the importance of this Workgroup’s timely recommendations to the Community. 

Dr. Kahn asked the Workgroup to come to as much closure as possible today on its next set of recommendations to the Community, noting that the Workgroup has until the Community’s meeting on June 13, 2006, to do so.  

2. Roll Call of Participants

Meeting participants introduced themselves. (See the list of participants at the end of this document.) 

3. Review of Meeting Agenda and Desired Outcome

Dr. Kahn reviewed the meeting agenda: 

· Presentations – Findings from Association of State and Territorial Health Officials (ASTHO) and National Association of County and City Health Officials (NACCHO) Surveys, by Angela Fix of ASTHO and Paula Soper of NACCHO
· Review of the Outcome of Workgroup Subgroup Discussions, by Kelly Cronin
· Review List of Major Issues that Need to Be Resolved to Meet the Workgroup’s Specific Charge, by Kelly Cronin, Laura Conn, and Tom Frieden
· Review of the Outline for Recommendations to The Community, by Laura Conn
· Discussion of Next Steps and Agreement on Timeline and Assignments for Developing Recommendations to The Community for Its June 13, 2006, Meeting, by the Workgroup
· Public Input

· Adjournment by the Co-chairs

Dr. Kahn noted that many Workgroup members or their designees took part in two recent subgroup discussions, including discussion of major issues to be resolved, and that a framework for agreement now exists. 
4. Presentations – Findings from ASTHO and NACCHO Surveys, by Ms. Fix, Director of Public Health Informatics at ASTHO, and Ms. Soper, Program Manager of Public Health Preparedness at NACCHO
ASTHO Survey
In April of 2006, at the request of the Biosurveillance Workgroup, ASTHO surveyed the nation’s State and territorial public health agencies (SHAs) about their capacity to receive, in electronic format, clinical care data to support biosurveillance efforts. The survey also aimed to determine the current level of public health participation in Health Information Exchanges (HIEs) or Regional Health Information Organizations (RHIOs). 

Major findings

Survey responses were received from 29 States, three Territories (the Northern Marianas Islands, Puerto Rico, and the Virgin Islands), and the District of Columbia. Major findings from the survey include the following: 
· Most SHAs surveyed have the capacity and need to participate in biosurveillance efforts.
· Eighty-two percent of all responding agencies receive or plan to receive within the next 6 months electronic data from clinical care settings for one or more biosurveillance capabilities, such as initial event detection, situational awareness, outbreak management, and response management support. [NOTE: Fix’s report summary on page 1 states 82 percent, but page 14 of her report states 79 percent.]
· Eighty-nine percent of all respondents report active relationships with some clinical partners in developing capacity for electronically receiving, processing, and using data for either notifiable disease reporting or biosurveillance efforts.

· While 91 percent of respondents are interested in participating in early implementation of a nationwide biosurveillance project, barriers exist.

· Lack of funding is a major barrier cited by 82 percent of respondents. Other major barriers cited by a majority of respondents include lack of trained IT and other relevant personnel and lack of technology infrastructure, concerns about privacy and security of data, insufficient evidence of efficacy of biosurveillance to warrant investment, concerns about a national data analysis plan, concerns about capacity to respond to suspect alerts, and concerns about disrupting current relationships with providers.  

· Forty-two percent of respondents indicated that their SHA is participating in an HIE or a RHIO (with majority financial support coming from selected Federal funding); 55 percent indicated their SHA is not participating in an HIE or a RHIO. Of respondents participating in or planning to participate in an HIE or a RHIO, 71 percent indicated that their SHA is planning to use that participation to gather data for biosurveillance efforts.

Other important findings include what electronic data the respondents currently receive or will be receiving within the next 6 months from clinical care settings: 
· Sixty-seven percent receive or will receive chief complaint data.

· Twenty-four percent receive or will be receiving vital signs data.

· Fifty-two percent receive or will be receiving diagnostics data.

· Forty-two percent receive or will be receiving lab orders data.

· Seventy-six percent receive or will be receiving lab results data.

In addition, when asked about the extent of coordination between State and local public health agencies to participate and perform in biosurveillance efforts:
· Three percent of respondents indicated that local public health agencies have front-line responsibility.

· Twelve percent indicated that local public health agencies perform surveillance under guidance of the SHA.

· Thirty-three percent indicated that the local public health agencies and SHA share responsibility and exchange information freely (although “freely” currently lacks definition).

· Eighteen percent indicated a mix – that some local public health agencies have front-line responsibility in the State or territory, while in other parts of the State or territory, providers report directly to the SHA.
· Twenty-one percent indicated that all biosurveillance is or will be conducted directly by the SHA, with data coming from clinicians, hospitals, labs, and other sources.
· Twelve percent indicated “other,” depending in part on conditions in the State (for example, there are no local public health agencies in Delaware). 

Other responses related to select questions about how many hospitals SHAs receive or plan to receive electronic data from within the next 6 months (18 percent reported receiving data from 100 percent of the hospitals within their State/Territory) and whether respondent SHAs currently receive or plan to receive electronic data from ambulatory care settings (49 percent).
ASTHO Survey Discussion: Technical Questions and Answers

It was established that some individuals responding to the survey might not be broadly knowledgeable about what their agency is or is not participating in, such as RHIOs.  

Scott Becker asked if agencies that said they can or will be able to receive lab results were referring to results from their own internal systems. Ms. Fix will provide more data on that, State by State. 
Kelly Cronin noted that some reference labs are currently electronically reporting to 19 States and/or 3,000 public health departments in general. Only so many have standard State transactions. 
NACCHO Survey
Ms. Soper noted that not all NACCHO members – of which there are 3,000 – participated in the NACCHO survey; rather, it was limited to 344 Local Health Departments (LHDs) with populations over 200,000 in 26 States. Most were county-jurisdictional. The survey received a 27 percent response rate – higher than expected due to the short time the survey was in the field (1 week).  NACCHO plans to examine the data further to ferret out differences in results from departments of different sizes.
Findings overview: 

· The majority of LHDs have the capacity for initial event detection, situational awareness, and outbreak management. 
· Approximately half have response management support capabilities.

· Virtually all have a relationship with local providers for preparedness planning, and most have an ongoing relationship with providers for routine disease surveillance.

· Seventy-two percent receive syndromic surveillance data from clinical care settings in any format.
· Fifty-six percent currently have the capability to receive initial event detection data in standard electronic formats or plan to within the next 6 months.

· Forty-one percent are very interested in participation in a national biosurveillance initiative; 26 percent are interested; and 24 percent are somewhat interested.

Software

The majority of respondent LHDs are using applications developed by SHAs to collect and analyze biosurveillance data. Software developed by the Centers for Disease Control and Prevention (CDC) and locally owned, commercial, off-the-shelf software are used less frequently, although they are widely used for initial event detection and situational awareness. In-house applications are more commonly used for outbreak management and response management support. 
Data types collected

Seventy-seven percent of respondents indicated capability to receive chief complaint data electronically, 73 percent to receive lab results, and only 22 percent to receive lab test orders. Ms. Soper suggested that both ASTHO and NACCHO delve into the last two findings as possibly discrepant. More than half of the respondents can collect utilization data, and nearly half can collect diagnostic data. Very few respondents can collect vital signs data. 

Biosurveillance systems management

The survey found a significant amount of shared responsibility for managing biosurveillance systems. Forty percent of respondents indicated that biosurveillance systems in use at the local level are managed by both the SHA and LHD. To a similar extent, SHAs depend on LHDs to participate in and perform biosurveillance activities. 

Funding

Nearly 60 percent of the respondents receive Federal funds for biosurveillance, passed through SHAs. Thirty-two percent revive State funding, and nearly as many receive local funds as well. Nearly one-half indicated sufficient staff to implement short-term (6 months) biosurveillance plan goals fully, while 38 percent do not have sufficient staff.  

Only 37 percent reported sufficient funds to implement short-term biosurveillance needs. 

Relationships with providers

Virtually all respondents are working very actively with providers in their jurisdictions on preparedness and biosurveillance: 98 percent indicated an active relationship with private providers around preparedness planning, and 91 percent indicated an active relationship to receive disease reporting in any format. Seventy-two percent reported that they can receive surveillance data from local providers in some format, including paper, e-mails, and electronic reporting; however, only 31 percent indicated that they have the capacity not only to accept but to process and use data from clinical care for biosurveillance.

Very few respondents answered the survey question about number of providers in their jurisdictions currently sending biosurveillance data electronically. Ms. Soper commented that she has little confidence in the survey’s data on this subject and will be exploring some seemingly discrepant data further.  

Additional information collected
The percentage of LHDs surveyed receiving or planning to receive in the next 6 months data in standard electronic message formats from poison control centers was 13 percent; from prehospital admissions, 15 percent; from long-term care facilities, 2 percent; from veterinary facilities, 5 percent; and from one of those listed, 67 percent. Ms. Soper commented that these percentages are of concern in light of a potential pandemic. 
Interest in national biosurveillance system/barriers

Forty-one percent of respondents indicated they are very interested in participating in a national biosurveillance breakthrough program, yet 68 percent believe they will need additional funding. Other barriers include lack of technology infrastructure, private providers’ inability or lack of willingness to participate, concerns about privacy and security, lack of sufficiently trained IT staff; and lack of sufficient staff to perform data analysis. Fifty-one percent consider their current technology infrastructure to be a barrier to participation. 

RHIOs

Only 19 percent of respondents indicated they are participating in a RHIO; however, 55 percent said they are considering gathering biosurveillance data through a RHIO. The majority of funding for LHD participation in RHIOS comes from Federal grants and local sources.    

Conclusions: 
· Large LHDs have a strong desire to participate in a national biosurveillance program and have the capacity to due so.
· Many barriers can be overcome by a solid, transparent plan with appropriate safeguards for privacy and security.

· Funding, technical infrastructure, and workforce continue to be a struggle for LHDs.
· Opportunity abounds to demonstrate different data stream options with State and local participation.

NACCHO Survey Discussion: Technical Questions and Answers

None. 
ASTHO and NACCHO Survey Discussion/Questions and Answers  
Dr. Frieden asked if the ASTHO and NACCHO surveys raised the question of the demonstrated utility of systems in place. Early recognition and characterization of influenza were recently pinpointed by an informal conference call of 16 of the Nation’s larger cities as of demonstrated utility.  
Ms. Soper and Ms. Fix responded that their surveys did not ask about demonstrated utility but did ask about the barrier of insufficient evidence of the efficacy of biosurveillance. Thirty-seven percent of the NACCHO and 58 percent of the ASTHO respondents said that this would be a barrier to their participation in a national biosurveillance system. 

5. Review of Outcome from the Subgroup Discussions

Kelly Cronin reviewed the outcome of two biosurveillance subgroup conference calls in the past month with Workgroup volunteers; additional representatives from public health; representatives from reference labs; informatics experts; and Ms. Fix and Ms. Soper, who provided early, verbal summaries of their survey results. 

Discussion focused on the most pressing issues facing the Workgroup, principally review of the elements and uses of a previously proposed and discussed minimum dataset (MDS) for the biosurveillance functions of initial event detection, situational awareness, outbreak management, and response management. Different perspectives were expressed on what is feasible to implement in the short term and whether the Workgroup should consider a “shallow” approach that would not require using the entire MDS, but rather a subset of it.  
Two-Pronged Approach
Agreement was reached at the subgroup level to use a two-pronged approach to data gathering. The first prong would be pursuit of the MDS for the four biosurveillance functions with local and State jurisdictions that have the capacity and willingness to receive the data and where data are available from health care providers and other sources on a voluntary basis. The second prong would be pursuit of more opportunistic data – or perhaps chief complaint or lab data, for example – that would still be meaningful to public health but perhaps not for all four major biosurveillance functions. 
There was discussion of but no agreement on sources of opportunistic data for the second prong, such as from claims clearing houses and reference labs.  
Pursuit of both prongs in parallel seemed to be acceptable to the subgroup. Further discussion was held about what steps to take to further define the MDS. It was recognized that the Health Information Technology Standards Panel (HITSP) will deal with technical standards related to the data. It was also recognized that public health experts will need to convene to consider what data elements are most valuable and needed for public health for the broader second-prong strategy. 

Recommendations to the Community and the Concept of “Filtering” 

Kelly Cronin asked the Workgroup to focus in this call not on what specific data are necessary for the second prong, but rather on potential sources of data. 
In terms of recommendations to the Community, Ms. Cronin suggested that the Workgroup consider what processes need to be put in place to fine-tune data elements and how to support the panel in its technical work. 
John Loonsk noted the subgroup’s discussion of the need to make a distinction between the data elements themselves and the codes inside them. For example, there are ICD [?] codes in data elements from clinical sites, but not all of these codes would be needed for biosurveillance functions, so a “filtering” of these codes could take place at the data source. 

Discussion 

There was further discussion of codes as related to data elements. Dr. Loonsk noted initial efforts in this area have looked at ICD codes that relate to certain presentations of illness, identifying these codes as of interest for purposes of biosurveillance. Which codes are of interest will change over time, and new codes will come on line. Having a list of relevant codes would be useful nonetheless. 
Dr. Frieden raised two issues or topics for discussion or clarification. The first topic or issue is that there are different types of information with different levels of utility. It is important to parse them to get maximum utility. Utilization data are useful. In an epidemic, we need to know that type of information, such as whether our hospitals are full. Definitive lab diagnoses data are also extremely important but difficult to obtain. Other, more broad-based data that assist in the four major biosurveillance functions fall into yet a third category of utility.

The second topic or issue is the need to understand more about that to which the second prong relates.  

Ms. Cronin explained that the second prong still needs some definition. Conceptually, the second-prong effort would focus on opportunistic data sources readily available across broad geographic areas. Chief complaint data has been discussed as of utility here, but the Workgroup still needs to settle on other data sources as well. There also has been discussion about the need for objective measures as represented by, for example, fever indicators. Such objective measures are more likely to be electronic. 

There was further discussion of the richness of chief complaint information and how it might be misleading to characterize data as subjective or objective when the object is to get useful information, although national standardization will be important to separate the wheat from the chaff.  
6. Review List of Major Issues That Need to Be Resolved to Meet the Specific Charge

Kelly Cronin reviewed four major issues before the Workgroup: 
· Privacy concerns

· Appropriate roles of local, State, and Federal public health agencies

· Technical specifications with respect to data elements and standards

· Lack of demonstrated value of biosurveillance programs to justify a large-scale effort. 

Issue #1: Privacy Concerns
Ms. Cronin noted that although the Health Insurance Portability and Accountability Act (HIPAA) allows for sharing of identifiable data for public health purposes, there remains general public concern – particularly among privacy advocates – about privacy of data, particularly if large amounts of data that could be considered identifiable under HIPAA are shared with public health authorities. Therefore, appropriate safeguards for privacy – and security – are needed. In addition, public health authorities in some jurisdictions may perceive that they need explicit authorizing statutes to transfer some data. 

In a document provided for the meeting entitled Summary of AHIC Biosurveillance Workgroup Issues, the following conditions were proposed for meeting privacy concerns:
· Establish the appropriate safeguards for privacy and security of data used for biosurveillance programs, including the necessary filtering of sensitive data, de-identification, and data use policies. 

· Clarify any ambiguity under current law with respect to providers sharing de-identified and identifiable data with local, State, and Federal public health authorities.
· Address the general public concerns about the sharing of data for public health purposes. 
Issue #1 Discussion 

Dr. Kahn commented that if State laws present an issue in this area, the Workgroup may want to recommend legislation to the Community, possibly at the Federal level. He also asked the Workgroup if there is a middle ground between anonymity and identification that would allow the breakthrough efforts to move forward, at least in the short term, because information about essential demographics and zip codes, for example, is critical. 
Mark Rothstein commented that the term “surveillance” is controversial among the public at present, and he wondered whether a term other than “biosurveillance” could be used to describe the Workgroup’s efforts. 

Dr. Rothstein expressed strong support for making a compelling case to the public that the breakthrough will be highly useful and a substantial improvement over current surveillance methods. He supports the Workgroup’s move to a MDS and encouraged the Workgroup to work constantly on defining the minimum amount of information needed.

On the issue of anonymity versus identification, Dr. Rothstein cautioned that data should not be so devoid of fields that they become irrelevant. He proposed an approach of limiting the information requested and engaging in an extensive education of the public and relevant professionals about how the breakthrough is a limited undertaking done for public health purposes. He commented that using zip code and other demographic data would not satisfy HIPAA standards as they apply to other forms of information but would fall under the HIPAA exception for public health exception and the Privacy Rule, depending on State law.  

Dr. Rothstein advocated doing a better job of involving all stakeholders in the work of the Community, including the public. He advocated recommending an ongoing program of oversight, assessment, and research to ensure that the breakthrough system meets it objectives and does not have unintended consequences. Finally, he noted that public health depends on the notion of privacy, as it is difficult to protect public health if the public is concerned about adverse consequences. 

Dr. Kahn responded, noting that the biosurveillance breakthrough will be somewhat limited in scope because it is really aimed at specific concerns, such as bioterrorism. In addition, any recommendations the Community makes to the Secretary will be subject to a regulatory process. 
Leah Devlin commented that the debate is about protecting confidentiality, which is a time-honored pubic health principle. Another principle to keep in mind is making one’s operation HIPAA compliant from the beginning. Last, in North Carolina, the public health benefits of the State’s surveillance system are clear to the public and to providers. In this time of heightened concern about bioterrorist threats and infectious diseases, the State’s 113 hospitals are more interested in and concerned about protecting patient and public health than about privacy issues. 

That said, Dr. Devlin added, the farther data travels from its local sources, the more concerned people get about confidentiality and privacy; therefore, the Workgroup needs to be very clear about the roles of various jurisdictions, noting the differences between surveillance and public health investigations. In North Carolina, the language used is “early detection, rapid response,” “public health radar,” and “protecting confidentiality,” all of which seem to assist public understanding. 
There was further discussion of the Workgroup and/or the Community employing some of these concepts – of the system being HIPAA compliant and protective of confidentiality – as well as making it clear that even if the local jurisdiction obtained patient identifier numbers, that information would not be used at the Federal level. Rather, that information would be tightly controlled at lower jurisdictional levels.
Dr. Kahn proposed that the Workgroup consider for its recommendations to the Community some of the concepts just discussed, such as surveillance versus investigation, which may help address aspects of not only the privacy concern issue but of appropriate roles of local, State, and Federal public health agencies. 
Issue #2: Appropriate Roles of Local, State, and Federal Public Health Agencies
Ms. Cronin characterized the second issue as trying to preserve appropriate roles for local, State, and Federal public health agencies and officials. The intent is not to disrupt current, traditional roles but rather to make data available so that each public health authority can do its job better. The Workgroup can specify that intent in its recommendations and also indicate that the CDC is not the first responder and will never really be the lead for investigation.  
In the Summary of AHIC Biosurveillance Work Group Issues document, the following conditions were proposed for Issue #2:
· Ensure that simultaneous data flow does not alter traditional public health roles, including local jurisdictions’ lead role in public health investigations.
· Clarify that the CDC is not the first responder or interpreter of data derived from a biosurveillance breakthrough project and that only State and local public health authorities can engage in police-power epidemiological investigations.
· Ensure that new data collection initiatives are developed in a way that enhances, rather than competes with or undermines, existing public health information technology initiative (e.g., electronic laboratory reporting). 

Issue #2 Discussion

Dr. Kahn suggested that the term “police power” is a bit inflammatory. He also noted that the CDC may be invited to help in some investigations. There was discussion that there will be circumstances where data are interpreted at the CDC, and then the CDC contacts State or local health departments as needed. Further discussion regarded making more positive statements about the relationship between the Federal, State, and local levels to emphasize “partnership” and “redundant surveillance” and to note the CDC’s role to “inform surveillance in the country from what it finds in our borders, across States, and across international boundaries.” In addition, the point was made that it could be clearly noted that State and local departments “have the primary lead responsibility for early detection and rapid response, which includes traditional public health investigations.”
There was further discussion of use of the word “simultaneous” and the need to be clear about what simultaneous data flow means.

Dr. Kahn summarized that there seems to be agreement that the language in Issue #2 should accentuate the positive, noting the kinds of surveillance and supportive roles the Federal Government, principally the CDC, do play in public health and that whatever we do respects the already accepted jurisdictions and responsibilities of local and State entities.

Issue #3: Technical Specifications with Respect to Data Elements and Standards
Ms. Cronin noted that the Workgroup has grappled with technical standards for data elements and recognized that in its recommendations, public health experts need to refine carefully the specific type of data elements needed and that the HITSP is set up as a harmonizer; i.e., they will be naming data as well as technical standards for biosurveillance. 

When it comes to public health standards and taking the data elements to the next level, there needs to be filtering, as discussed earlier. For example, if there is agreement that lab results data are needed, there needs to be identification of the codes and types of lab results that will be meaningful for public health functions. 

In the Summary of AHIC Biosurveillance Work Group Issues document, the following conditions were proposed for Issue #3: 

· Convene the right group of public health experts to identify the appropriate data elements for each of three components (hospital capacity and utilizations, broad-based electronic surveillance, and identifying individual cases of public health concern) of a broad biosurveillance breakthrough project this year and use of the outcome of their deliberations to support the HITSP in the identification of technical specifications for data to be captured for the breakthrough.
· Support the HITSP with the public health expertise needed to identify appropriate technical standards for the breakthrough.
Issue #3 Discussion

Through discussion, it was clarified that the previously discussed but controversial MDS has been agreed to as part of Prong 1 at the subgroup level. 

Ms. Cronin asked the Workgroup for agreement that the previously discussed MDS be the dataset recommended for Prong 1, with the understanding that the HITSP will need to do more work on that. Furthermore, she noted that the right public health experts rather than the Workgroup per se will need to be engaged in defining Prong 2 on a more detailed level, such as which specific data elements will be needed. 

Drs. Frieden and Devlin continued questions about use of the previously discussed MDS and what aspects of it have or have not been discussed and agreed to by the Workgroup. Kelly Cronin clarified that the two-pronged approach helps address MDS concerns that have been expressed. 

Dr. Frieden characterized the MDS as a large wish list that contains elements of likely and not-so-likely utility. Elements of proven utility include definitive diagnoses and hospital bed utilization and excess capacity. What data are feasible to obtain in a reasonable time frame also needs to be considered, including whether the data needed must be electronically enabled or not.  

It was agreed that some institutional data, particularly capacity, are essential in a biosurveillance breakthrough project designed, in part, to assist the Secretary in times of certain threats, such as pandemic flu. 

Issue #4: Lack of Demonstrated Value of Biosurveillance Programs to Justify a Large-scale Effort
In the Summary of AHIC Biosurveillance Work Group Issues document, the following conditions were proposed for Issue #4: 
· Develop outcome measures/metrics for program evaluation and establish goals for each of three components of the breakthrough.
· Conduct program evaluations to establish the evidence base and demonstrate the value of different approaches to biosurveillance.
· Large-scale implementation should be limited to approaches with demonstrated value.

· Collaborate with public health officials with first-hand experience in managing ongoing biosurveillance programs to design and conduct program evaluations.
Issue #4 Discussion

Dr. Frieden asked if the third bullet in the list above would apply to both prongs. Ms. Conn clarified that the breakthrough needs to get underway in order to evaluate it and that the crux of the conditions for Issue #4 is to identify objectives and metrics for evaluation once the project has begun.  

Dr. Kahn noted that whether the project as currently proposed is feasible or not, he doubts that the project will get out of hand in terms of the amount of information requested initially. He projected that the amount of information requested initially will be modest.  

Ms. Cronin clarified that data flow will initially be from a subset of the universe of several thousand hospitals and possibly not all reference labs. There is a desire for the subset to be larger than BioSense’s goal of reaching 350 hospitals across the country this year. Rigorous analysis will uncover whether there are unintended consequences.  

Ms. Cronin further clarified that the breakthrough project needs realistic goals that do not just parallel the BioSense project because the breakthrough project is distinctly separate from BioSense. 
There was further discussion of the need to demonstrate value before large-scale or nationwide implementation. It was noted that further testimony may be needed on the demonstrated value in other biosurveillance programs of the different data described in the MDS, particularly during past emergencies. It was noted that the intent for the biosurveillance breakthrough project is not to ask that all the data in the minimum set be transmitted at a given time, but rather only relevant data that, once filtered, provide information about specific diseases or presentations of interest to biosurveillance. 
Whether filtering data adds a burden to providers or not was also discussed. It was clarified that active, automated filtering of data is appropriate to reduce the total amount of data transmitted. It was noted that such filters eventually may become a substitute for manual reporting, which will reduce reporting burdens for clinical providers. 

Conclusion of Issues Discussion/Next Steps
Dr. Kahn noted to the Office of the National Coordinator on Health Information Technology (ONC) staff that the Workgroup’s discussion in this part of the agenda will help them recast language for each issue for further discussion at the Workgroup’s next conference call on May 4.  

ACTION ITEM: It was agreed that ONC will recast language for each issue to reflect today’s discussion and that the recast language will return to the Workgroup in the form of positively worded recommendations to the Community for the Community’s June 13 meeting.  
7. Review Outline for Recommendations
Kelly Cronin explained that the Outline for Biosurveillance Workgroup Recommendations to the AHIC before the Workgroup is essentially a format for a letter of recommendation to the Community. The format is based on the format already adopted by the other three Workgroups. Much of what was discussed in the Issues section of the agenda can now be placed in this format. 
Before reviewing the outline, Ms. Conn asked that any detailed language change proposals be discussed later, off line. 

Ms. Conn noted that the first four outline items provide overarching background or contextual information about the Workgroup’s major discussions, as follows: 
I. Context: 
a. Specific charge
b. Broad charge
c. Overarching goal

Build on the BioSense program and the existing capacity in local and State health departments to implement a biosurveillance program to transmit minimal data from emergency departments and labs across the country simultaneously to local State and Federal public health departments as feasible.

II. Definition of functional needs of biosurveillance, as described in the scenario document: 
a. Initial event detection
b. Situational awareness
c. Outbreak management
d. Response management.
III. Differentiate between traditional disease surveillance and using existing health care data.
IV. Describe existing activities and capacities of public health related to biosurveillance: 
a. Results of ASTHO survey
b. Results of NACCHO survey
c. Other ongoing activities. 
Ms. Conn commented that the functional needs of biosurveillance as given in Item II should be further defined. 

The next section of the outline relates to Issue #3 as discussed today – the need for technical specifications and convening a group of public health experts to define data elements needed and the concept of filtering data:
V. Data Elements: 
a. MDS to meet the specific charge – might not be feasible to get all MDS elements from every source – leads to the pronged approach
b. Discussion of value of subjective and objective types of data – the subjective may be impacted by worried well or chief complaint notes such as “My wife made me come to the hospital”
The next section of the outline addresses Issue #3 as well, and possibly Issues #2 and #4, in terms of the scope of the two-pronged approach: 
VI. Scope – geographic coverage: 

a. The pronged approach must be considered, where the most gain may be realized from a combination of both prongs:
i. Prong 1 describes a deep and narrow approach. The focus for Prong 1 is narrowly focused, potentially on health care systems from major metropolitan areas, where deep refers to data at the level of detail described in the MDS. Health care systems would still self-select under this approach, and the data provided would support initial event detection, outbreak management, situational awareness, and response.

ii. Prong 2 describes a shallow and broad approach directed at highly opportunistic data from sources that could provide broader geographic coverage, such as hospital systems and health plans that have the infrastructure to provide diagnoses now, claims clearinghouses that can support timely data, preliminary diagnoses from lab test orders, diagnoses that may be interpreted from medication orders, and chief complaint data. These data tend to provide coverage for initial event detection, some aspects of situational awareness, and limited aspects of response.

b. Determine what data are available electronically from clinical care (e.g., data from the American Hospital Association) to support this.
c. Focus on willing health care providers (call for participation from the Community?) in the short term and rely on policy levers to encourage a larger group of health care providers to meet the broad charge of the Workgroup.
The next section of the outline deals with data flow and appropriate roles, including aspects of Issue #2 discussed today:

VII. Data Flow
a. Have data flow simultaneously to local, State, and Federal public health.
b. Continue traditional investigation roles at local and State public health levels.
The next section of the outline addresses privacy concerns and, when revised, will take into account discussions held on Issue#1 today: 
VIII. Privacy Safeguards
a. Data will not be for public release; consideration must exist to provide only the data that are necessary to meet the functions. Links should be provided that can be used by the data source to identify the individual in the event of an authorized public health investigation. Otherwise, only links, not identifiers, would be provided. 
b. The Department of Health and Human Services (DHHS) should offer practical implementation guidance for HIPAA to clarify provider and local and State public health agency concerns about transmitting data for public health purposes. 

The last section of the outline deals with evaluation of data and, when revised, will take into account discussions held on Issue #4 today:

IX. Evaluation of Data

Determine objectives and metrics to evaluate usefulness of data in the near term.
ACTION ITEM: The outline will continue to be fleshed out and will be shared at the next Workgroup conference call (May 4). 

Outline of Recommendations: Discussion

It was agreed that Prong 2 needs further discussion – possibly at the Workgroup’s next conference call (May 4). In particular, it was noted that discussion is needed on sources of opportunistic data and which of those sources would most serve the strategy of drawing data from a geographic area larger than the geographic area addressed by prong 1. 
Discussion ensued about possibly splitting the breakthrough system into three prongs, whereby Prong 1 would be aimed at obtaining needed data that are not necessarily electronically enabled, Prong 2 would focus on obtaining needed data that are electronically enabled, and Prong 3 would be the currently proposed Prong 2. One goal would be to address what data clinical care can provide and in what form in the short term. 

Further discussion led to the following observations:
· Periodic re-evaluation of the breakthrough system will be needed.
· Re-evaluations should be dynamic, whereby system administrators do not hesitate, if warranted, to pare back data requested.
· A permanent monitoring committee is needed for the system.
· The data steering committee that helps refine some of the data elements could be the same committee that evaluates the system on an interim basis in terms of the value of the data being collected.
· The system needs to have a certain amount of capacity in place before a crisis occurs. 

· The Workgroup’s process in this area to data has been to examine its specific charge; look across existing biosurveillance systems, including those of New York City and North Carolina; and come up with minimum data elements that would meet the specific charge and provide data relevant to agreed upon biosurveillance functions.  

8. Next Steps, Agreement on Timeline, and Assignments for Developing Recommendations to the Community for Its June 13 Meeting
The following agreements were reached:
· The ONC staff will draw from the Workgroup’s discussion today to draft preliminary draft recommendations and an accompanying letter for the Community’s June 13 meeting for consideration by the Workgroup in its next conference call, May 4.

· One goal of the May 4 conference call will be to attempt to conclude Workgroup discussion of these recommendations. The deadline for full letter-of-recommendations submission to the Community is May 16. 
· Another goal of the May 4 conference call will be to begin considering how public health experts will be drawn together to discuss and further refine data elements needed for the biosurveillance breakthrough system. 
9. Public Input

Comment: Jim Hague of the North Carolina Hospital Association called in to address privacy and security issues, bed capacity, and clinical data elements. 
Dr. Hague noted the Workgroup’s purpose: to address biosurveillance in terms of public health. He commented that for that purpose, he is not certain the Workgroup needs to concern itself with limiting the data elements of its breakthrough system due to privacy and security concerns. If information is needed, then it should be collected. At that point, what happens to that information can be controlled through enforcement of privacy and security provisions; i.e., security and privacy experts will figure out who can access the information and for what purpose.  
On the subject of bed capacity and clinical data elements, Dr. Hague said bed capacity is important and has been emphasized by various State and local systems. If a national system needs these data, fine. However, bed capacity is one category of data, and clinical data is another. If the two are thrown together, roll out of the breakthrough project will take an extra year or 2. In short, the subject bears further discussion at a later time. 
10. Adjournment
The Co-chairs adjourned the conference call at 3:36 p.m. 
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