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Section 3.1 Exchange - Readiness

Health Information Organization 

Goals and Governance Models
This tool provides information on how various health information organizations (HIOs) are forming, why they are forming, their governance models, and their technical architectures. 

Instructions for Use
1. Review the information on HIO governance models and technical architectures.
2. Use the tips included as you consider the potential for participating in such structures.
HIE Governance Models

As described in 3.1 HIE Readiness, health information exchange (HIE) is the electronic movement of health-related information among organizations according to nationally recognized standards. HIOs have formed to oversee and govern the exchange of health-related information. Participants in such organizations may include different types of providers, public health departments, employers, payers, and consumers directly or through their families, caregivers, and others.  
In general, HIOs follow one of three types of organizing models:
· Integrated delivery networks (IDN) or health systems. Although these groups significantly pre-date the newer models of HIOs with respect to levels of care, IDNs have similar goals and challenges as new HIOs. A home health agency may be affiliated with an IDN, yet be unable to exchange information other than on paper, via phone, internal fax or courier, or verbal communication. 

Tip: See 3.2 HIE Technical and Semantic Interoperability for issues associated with connectivity within  IDNs and broader HIOs. 
· Geographically defined
This organizing model has been the most common model used by HIOs that are not owned by a single entity. They are intended for the exchange of information for the good of the individual and for other organizational benefits. These HIOs may be local, community-wide, regional, statewide, or nationwide. In addition to interoperability issues, they also face the challenge of being comprised of competitive organizations. Some geographic areas have larger challenges  than others. For instance, in larger cities, IDNs are positioning themselves with respect to providers who admit clients, finding ways technology can align affiliated physicians and other care delivery organizations more closely with one IDN over another. In other cases, the geographical area is so wide that competition is not as big an issue, but then different locations less frequently share the same client population. In these cases, organizations are taking advantage of economies of scale to better address other local needs. 
Tip: If an HIE organization is forming in your geographic area, consider participating in it if only to ensure that your concerns are heard. Your participation could assist you in participating more fully in promoting at least standardization of information if not electronic exchange for your transfer needs.
· Other models
Other models include those centered on a personal health record (PHR) structure, health record banking, or data pooling structure.  
PHRs are predominantly used by those with chronic diseases and by families of the elderly who need to be able to manage information from many disparate sources. An increasing number of other individuals are using PHRs to empower themselves with respect to access to their health information and to control who else may have access to the information. When a PHR is used as an organization structure for an HIO, the individual or family functions as a conduit through which clinicians in different settings communicate information. 
A health record banking structure operates much like a financial institution where deposits and withdrawals are made. But in this case, the medium is information not money. Although the health record banking structure is very new, it is intended to support both structured data (data that resides in fixed fields within a record or file. It is data that can be pulled to run reports) and electronic documents. In addition, information that is input does not rely solely on the client, but different providers may make these deposits, with the client controlling the removal of information/withdrawals. 

Another model of HIE focuses on data pooling. In data pooling, much like opening a checking or savings account, the funds deposited go into a pool of money that the bank may use to make loans, etc.; but which must be available to the individual in accordance with agreements made at the time the account was opened. Many individuals fear that pooling data will pose a privacy risk, even when the data that are re-purposed may be fully de-identified or aggregated. Many individuals and health care organizations do not fully understand the extensive amount of data pooling that is occurring today, and that such pooling is increasingly being relied upon for ensuring quality of care. For instance, pharmacy benefits managers are consolidating medication information to be able to provide a complete picture of an individual’s medications to providers as they make new medication decisions. This kind of structure enabled victims of Hurricane Katrina to be able to gain access to the medications they needed.
Tip: Begin to collect information on how many of your clients or their families are maintaining PHRs. Consider supporting even a paper-based PHR to structure their information collection to satisfy their personal needs and help communicate with you. Evaluate options to sponsor or promote a free Web-based PHR service from your Web site’s homepage to encourage further standardization. Develop a policy and procedure on PHR use (3.2 HIE Policy and Procedure for PHR) to guide your clinicians in accepting information from a PHR source. 

Other important HIE elements to understand as you consider participating in an HIO include:

· HIO goals 
Why has the HIO formed? Is it to exchange a limited amount of critical data for individuals who transfer their care (e.g., emergency situations)? Is it to enable adoption of electronic health records (EHR) through the community exception to the Stark and Anti-Kickback statutes? Is it to reduce information processing costs, through a claims clearinghouse service, release of information processing, transmission of data to public health departments, etc.? 
Tip: Goals of the HIO should be aligned with the goals of any organization seeking to participate. However, HIOs are very much in the formative stages. If you are interested in seeing an HIO in your community or region succeed, consider participating in planning activities that will direct their goals.
· Governance
Who are the lead players? Is the governance model leaning toward acute care, ambulatory care, care truly across the continuum, or payers? 
Tip: Once again, to consider participating in an HIO, the governance should be aligned with your interests. Evaluate both formal members and informal leaders in the HIO to determine your potential success in the organization.

· Business case, funding, and financing sources
Many HIOs have been formed with federal grant monies. While these funds kick-started the development of HIOs and eventually a nationwide health information network (NHIN), the organizations will need continued funding in order to be able to sustain themselves in the future. Many HIOs that did not receive such federal funding or only modest support for part of their development believe they are stronger as a result.
Tip: As you consider participating in an HIO, understand where its funding is coming from, what fee structure exists, and whether it is strong enough to sustain new activities—especially as home health connectivity is likely to be a new endeavor for such organizations.
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