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Description of Current, Intermediate, and Desired End States for Consumer Empowerment
	
	Current (2006)
	Mid-State (2010)
	End State (2014)

	Brief Description

	A personal health record is a paper-based or electronic tool that captures some types of personal health information, usually manually entered by the individual or captured electronically from claims and pharmacy data.  The business models and architecture vary widely, from standalone to tethered to a provider, health plan, or employer group.  Few are interconnected with more than one primary source of data.
While consumers say they value specific services that PHRs can provide, consumer PHR demand today is fairly low.  Current interest in PHRs is found largely among employers, health plans and software vendors.  Providers are playing a lesser role due to low adoption rates among providers for electronic health records or online consultations, but may become more engaged and offer more PHR-related services as provider-oriented technologies evolve.  
	· Growing number of options provided by vendors that begin filling niches. Still the “Wild West,” but getting more civilized.

· Some patient populations still don’t have suitable options to meet their specific needs, but can find basic PHRs that help 

· Standards-based connectivity with data sources is available, but not predictably so.  

· Minimum and some more advanced capability functional standards have been defined and basic certification is available for PHR vendors and systems.

·  Buyer take care: You can find what you need if you’re motivated enough.  
	A personal health record system is a tool that facilitates the creation of a personalized experience promoting health and wellness and supporting health care of an individual.  It provides, in a convenient, easy-to-use format:

1. A comprehensive, accurate, privacy-protected, multi-sourced record about an individual's health; 

2. Endorsed, understandable knowledge required for an individual to act on her health information and health advice; 

3. Tools to communicate with authorized stakeholders in the individual's health; and 

4. Tools through which an individual can understand her health condition, learn about actions to take to improve her health, and ways to improve the effectiveness of her actions.
The adoption of PHRs is part of a much larger transformation process that includes widespread adoption of EHRs; a move from procedure- and disease-based healthcare to outcomes and wellness-based healthcare; and the establishment of a nationwide health information network wherein many stakeholders can share clinical information to improve both individual patient and population health.  

	Components required to support the vision


	· A number of early efforts with varying business models and functionality.  

· Little connectivity with data sources.  Little to no portability.  

· Some standards for interoperability and demonstrations of the capability, but limited use in the marketplace.  No functional standards or certification process.  


	
	· Repository (probably decentralized) of comprehensive data about an individual.  The data have attributes such as data source, including patient-entered data, and whether the information has been modified.
· Enforceable uniform privacy protections that transcend local and state boundaries and that pertain to any entity or persons with access to identifiable health data.
· Technical interoperability standards that permit seamless exchange of patient data while preserving meaning, and methodologies that enable portability of data.
· The standards, information exchange infrastructure and policies enabling PHRs support a wide range of PHR implementations. This implies that a common data set and terminology is shared among EHRs and PHRs that can still accommodate innovation and new areas of medicine that have may fall outside the core data set.  

	Defining Characteristics or Attributes of Health Care System from the Patient Perspective


	
	
	

	Interaction with the health care system
	Minimal adoption and awareness among consumers and providers.
	
	Viable PHR options exist for nearly all patient populations.  A strong, competitive marketplace has emerged. 

	Level/type of consumer engagement in their health or health care
	
	
	

	Level/type of consumer control of their health information
	Buyer beware: Be prepared to put in a lot of effort to make it work. 

	
	Patients have access to their health information in electronic form and receive copies of their personal health information for inclusion in their PHR as a matter of course.  Patients’ rights to receive copies of their personal health information under HIPAA are more explicitly defined to include their right to receive their information in electronic format upon request.  

Patients have control of the information in their PHR: how it is shared and with whom.  This implies that there are sufficient methods exist for authenticating users, including providers, patients and caregivers. 
Patients can transfer the information contained within their PHR to another PHR easily and seamlessly without losing data. PHRs can be populated from multiple data sources and portability of core PHR data is standard.

Patients can choose to share their information with third parties (clinical researchers, etc.) at various levels (de-identified, fully identified, aggregated, etc.) in a manner that allows them to maintain control of their data sharing preferences while contributing to the expansion of our knowledge of wellness and disease. 

	Other types?
	
	
	

	Implications for Key Stakeholders: roles or issues
	
	
	Multiple stakeholders can benefit from the existence a common mechanism for querying patient-controlled personal health information in a manner that supports the PHR infrastructure, respects patient privacy, and promotes innovation and patient safety.  

	
Consumers
	
	
	Consumers have no problem finding a suitable PHR and adoption is strong, although not universal.  Consumers are finding many benefits from PHRs that integrate more fully with their daily lives. 

	
Providers
	
	
	Healthcare providers (especially primary care physicians) are key partners in realizing widespread adoption of PHRs.  This implies that incentives are properly aligned so that providers find value in encouraging PHR adoption among their patients.  
However, providers beware:  Empowered patients will start to leave you behind if you don’t engage with their PHR.

	
Purchasers
	
	
	Payers beware:  Empowered patients will start to leave you behind if you don’t engage with their PHR.

	
Policymakers
	
	
	

	Enablers and Barriers
	Enablers:

1.  Viable business model when employers or providers pay

2.  Some special subpopulations are early adopters

Barriers:

1. Lack of public education from trusted sources 

2. Lack of compensation for online care
3. Lack of support for special subpopulations, especially low-income, uninsured
4. Little prepopulated data

5. Minimal interoperability or portability

6. Concerns about privacy protection

7. Provider concerns about workflow
8. Low health or IT literacy
	Enablers:

Barriers:


	Enablers:

1. Public education from trusted sources 

2. Compensation for online care
3. Support for special subpopulations

4. Prepopulation of data

5. Interoperability

6. Portability

7. Privacy protection

Barriers:

1.  The interdependencies created in a transformed healthcare system imply that PHRs will be widely successful only when many other components of the healthcare system have changed, e.g., widespread EHR adoption has occurred.  
2.  Inefficient or rigid workflows

	Date Achieved 

(Earliest – Latest)
	
	
	

	Assumptions (e.g., adoption rates and level of interoperability by state of change)
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