DRAFT


Consumer Empowerment Workgroup
Recommendations for the AHIC
Broad Charge for the Workgroup
Make recommendations to the Community to gain widespread adoption of a personal health record (PHR) that is easy to use, portable, longitudinal, affordable, and consumer-centered.

Possible Recommendation Areas by Critical Component
Functionality
· None at this time – being addressed through 2006 and 2007 priority areas and use cases 
Interoperability

· Recommendations for 2007 use cases to prioritize standards harmonization and infrastructure development that enable PHRs to become interoperable and portable among systems
· Recommendations for certification of interoperability requirements
· Recommendations for standards enabling EHR-PHR data exchange for data such as lab results and medication lists
· Recommendations for standards for claims-based data for populating PHRs, to be piloted by CMS

Consumer Awareness and Demand 
· Recommendations for increasing consumer and provider awareness of PHRs
· Research on effective messages and vehicles for consumer education, especially in the areas of access, security and privacy and the application of social marketing models
· Pilot public-private education campaign about PHR benefits and about privacy rights under HIPAA
· Outreach to providers about the benefits of PHRs for providers, especially in the area of how PHRs will (or won’t) affect their workflow; possibly through on-the-job training, continuing education, and informatics courses

· Implement pay-for-performance programs, piloted by CMS, with measures encouraging communication between patients and providers
· Recommendations for research projects to measure consumer demand for PHRs, specifically in the areas of:

· Consumers’ demographics and motivations, resulting in better understanding of market segments
· Consumers’ usage of PHRs over time

· Consumers’ level of trust in various host entities

· Consumers’ willingness to pay for PHRs

· The level of functionality needed by consumers in the short-term

· Recommendations for incentives for adoption by consumers, providers, purchasers, or payers
· Identifying a government role in encouraging adoption of PHRs

· Enrollment in PHRs of participants in public health programs, such as those of CMS, DoD, VA, and Social Security Administration
· Payment incentives for providers by public payers and FEHBP
· Grants for development of PHRs for special populations 
· Programs to improve of health literacy
· Use of PHRs for clinical trial enrollment and post-marketing surveillance

· Contribution of evidence-based health information by NIH and CDC
· Development of guidelines for authorization of data release to third parties and for secondary uses (a standardized authorization form)
· Support development of standardized electronic clinical information and adoption of EHRs that can link to PHRs
· Recommendations for improving health and IT literacy

· Displaying health information in standardized lay language and symbols
· Encouraging use of universal design techniques that address a broad spectrum of health and IT literacy levels
· Standards for content and presentation could be developed by NIH, NLM, and CDC
· Adapting PHRs for language and cultural differences
· Providing easy-to-understand instructions for medications

· Recommendations for program evaluation and evidence development
· Evaluation by CMS of the role and effectiveness of PHRs in health care transformation in the Medicare Health Care Quality Demonstration. 

· Implementation by Community Health Centers of a linked EHR/PHR system, with community organizations providing access to HIT for consumers

· Use of PHRs with EHRs for disease management by CMS, IHS, and the VA

· Creation of evidence base to establish value and determine mechanisms to integrate PHRs into clinical care by AHRQ, ONC, and CMS
Business Models

· Recommendations for research projects to assess the viability of existing and emerging business models

· Recommendations for pilots to demonstrate a positive return on investment (ROI) for PHR sponsors
Legal/Policy

· Recommendations for certification of privacy and security requirements

· Policies should be interoperable, i.e., consumer access to data from network service providers should ensure protections follow the consumer as data moves or is shared.

· Recommendations for legal or regulatory changes to remove barriers to interoperability and sharing of data with consumers 
· Address state laws governing provider liability and medical licensing, state laws limiting consumer access to lab results; the new State Alliance for e-Health could be a forum for discussing these issues.
· Recommendations for collaboration with and among industry groups to promote standards and information-sharing

· Recommendations for requiring all PHR vendors to offer security and privacy policies to consumers in plain language 
· HIMSS and FTC should communicate legal requirements to encourage compliance
Criteria for evaluating broad charge recommendations

· Feasible to implement in 2007

· Addresses identified enablers and barriers to the Workgroup’s vision
· Addresses needs of one or more stakeholder groups, without harming interests of other stakeholder groups
· Aligned with other recommendations to the AHIC where feasible

Some questions to ask about each possible recommendation:
Who

Does the recommended action:

· Engage consumers in the development and use of PHRs?

· Serve large segments of the population or special populations? 
· Support caregivers, patient advocates, or other intermediaries?

What

Does the recommended action:

· Advance adoption of PHRs by consumers, providers, purchasers, and payers?

· Lower costs for consumers or providers?

· Develop a sustainable business model for PHRs?

· Improve communication between consumers and their providers/health care system?

· Address consumers’ concerns about privacy and security?

When

Does the recommended action:

· Serve an immediate need or a long-term need?
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