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	The Problem

	This profile will serve to establish the mechanisms by which public health programs may leverage a health information exchange for capture and sharing of program registry data. 

Public Health Registries are important to manage health and wellness of the population. Information is provided to these registries from physician offices, radiation centers, surgery centers, laboratories, inpatient, outpatient, emergency, and ambulatory settings, collecting data that is increasingly available through the IT systems that support the provision of clinical care at these institutions.
For those registries that support clinical care management such as chronic disease and immunization registries, there is a need for the communications between public health systems and clinical information systems to be bi-directional to support alerts and other functions. Registry data may also be made available to jurisdictional or regional public health authorities. In some wellness programs, where authorized, information may be shared with the patient. Registry information may also be shared with institutions monitored by public health such as schools or sports programs. Some registries, such as cancer registries, may be made available to authorized researchers.

This profile will define a basic framework to enable interoperability between clinical information systems and public health registries.


	Key Use Case

	Key clinical use cases include immunization registries and cancer registries.  

Clinical information stored by Immunization Information Systems (IISs) includes not only immunization data, but other continuity of care data required to make a good assessment of immunizations due.  Such data includes disease history, contraindications, allergies, adverse reactions and refusals to immunize.  

Likewise, the central cancer registry (CCR) systems include not only diagnosis information but also include data on patient demographics, treatment information, vital status and other relevant data for cancer care. 

IISs are queried for any or all of patient’s immunization information by point of care users who consider the IIS data in care delivery. The CCRs make data available to patients, researchers, epidemiologists, and cancer control advocates.

IISs and CCRs almost universally follow a central data repository model.   To date, models where IISs and CCRs query other sites on demand in order to assemble a complete record of patient immunization and cancer data (federated models) are rare or non-existent.  However, both registries see value in being able to do so in the future.   It is also a goal of IISs, upon accepting a query, to be able to in turn query other IISs, especially in the case where the requested patient is not found.  A goal of CCRs is to have electronic reporting from physician offices and other data providers using a standard format and reporting model.  The ability to query the EHR-S to retrieve and update critical cancer registry data would assist the cancer registries in obtaining more complete reporting of cancer diagnoses.
To integrate IISs and CCRs with EHR-Ss and interoperability projects through the IHE framework, some IHE profile needs to consider the following requirements.  Some of these requirements may be addressed with existing IHE profiles including XDS, XDR, XDM, RFD and QED.
- the above-noted messaging standards, in other words, a messaging paradigm.   
- a solution in a document paradigm, including both query and notification (unsolicited update)

- a solution for federated as well as CDR models of data retrieval and update.

- the document paradigm should offer a variety of models including CCD as well as less structured formats, and a variety of delivery mechanisms.  

- a solution for remote data entry
Today, public health departments typically leverage traditional HL7 messaging bidirectionally. 

The above-described clinical use cases thus align with four technical use cases:
      The first use case is bidirectional HL7 messaging between public health and EHR-S.  This use case best reflects current usage patterns.
In the second use case, the provider EHR-S generates the registry report at the end of the clinical visit. This report is provided either to the public health system directly through XDM, or the public health department is configured to retrieve the data from an XDS or XDR environment. 

In the third use case, the provider EHR-S does not contains sufficient data to generate the registry report. The report is instead captured using RFD with the ability to supplement the data capture using QED where information may be available through other electronic systems accessible to the system preparing the registry report. The document is generated from the XFORM or other presentation platform, and then either sent to the public health system directly through XDM, or the public health department is configured to retrieve the data from an XDS or XDR environment. 

In the fourth use case, the public health department is already operating a web data capture system. In this case, the capture system is augmented to support XFORMs (or other platform), and this is used by the physician EHR-S through RFD to capture the data from the EHR-S, pre-populating the form with data elements available to the local EHR-S system. 

The XDS/XDR retrieval may be enhanced through notification options or through a publish and subscribe mechanism. 

As a general framework for public health registries, this profile may be leveraged for registry information capture and sharing for multiple public health registry purposes, (e.g. vital records, newborn screening, infant hearing screening, communicable disease registries, etc.). Content profiles for these registries would be defined through separate content proposals. 

	


	Standards & Systems

	(1) IHE QED, IHE RFD, IHE XDS, IHE XDM, IHE XDR.
(2) Implementation Guide for Immunization Data Transactions Using V 2.3.1 of the Health Level Seven (HL7) Standard Protocol.  See:

http://www.immregistries.org/pubs/index.phtml
http://www.cdc.gov/vaccines/programs/iis/stds/downloads/hl7guide.pdf
(3) HSSP Retrieve, Locate and Update Service:  

- Service Functional Model (SFM), balloted HL7 Draft Standard for Trial Use (DSTU),.  See:

http://hssp-rlus.wikispaces.com/September2006BallotedSFM
- Initial submission to OMG includes a profile that demonstrates immunization data retrieval and update in conformance to (2) above.  See:

http://www.omg.org/cgi-bin/doc?health/2007-09-01
(4) NAACCR Standards for Cancer Registries, Volume I:  Data Exchange Standards and Record Descriptions, Version 11.2.  See:

http://www.naaccr.org/filesystem/pdf/Standards%20Volume%20I%20Versoin%2011.2.pdf 

(5) NAACCR Standards for Cancer Registries, Volume II:  Data Standards and Data Dictionary, Version 11.2.  See:

http://www.naaccr.org/filesystem/pdf/Vol_II_draft_board%20-%20Fix%20Pg%2098.pdf

(6) NAACCR Implementation Guide for Pathology Laboratory Electronic Reporting Using v 2.3.1 of the Health Level Seven (HL7) Standard Protocol.  See:
http://www.naaccr.org/filesystem/pdf/Standards%20Volume%20V%20Final%20PDF%201-24-06.pdf
(7) HL7 Version 2.3.1 and HL7 Version 2.5.
In the US, some special healthcare authorities, such as the Indian Health Services, department of Defense, and Veteran Health Administration are also sources for immunization and cancer information.  Systems interoperability efforts are underway, but in practice, few are yet implemented.  Such interoperability is a large part of the mission of IIS standards organizations such as AIRA and of CCRs standards organizations such as North American Association of Central Cancer Registries (NAACCR).
State Cancer Registries have central registry software in place that process cancer data from the multiple sources described above.  There are several different CCR systems in use across the nation.  These systems include:  Rocky Mountain Cancer Data Systems, Impac, CDC’s CRS+, Eureka, NCI’s SEER*DMS, and some state in-house systems.  These systems need to be able to access an interoperable EHR-S to retrieve and update cancer registry data.North American Association of Central Cancer Registries (NAACCR) and CDC-NPCR have been working with HL7, SNOMED and LOINC to produce the needed standards for cancer reporting of Pathology data and hospital cancer registry abstract data. 


	Discussion

	Currently, the immunization and cancer registration use cases can only partially be implemented with IHE profiles.  This proposed new profile is required to make it possible for IISs  and CCRs to be fully compatible with IHE profiles, and will apply to other domains as well.    See white paper on public health, including immunizations and cancer registries, published by the Public Health Data Standards Consortium, pages 17, and 21-22 for description of immunization use case and for description of cancer registry use case.  
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