


 

  

 
The Office of the National Coordinator for Health IT (ONC) championed the “Blue Button” 
framework to enable patients to electronically access their health records. The standardization 
and interoperability promised by Blue Button seemed ideal to the needs of our community.  
In 2014, IDF was awarded a contract from the Patient Centered Outcomes Research Institute 
(PCORI) to create PI CONNECT and become a member of PCORnet, a patient powered 
research network. PI CONNECT links patient information entered into the IDF ePHR with the 
United States Immunodeficiency Network (USIDNET) patient-consented registry. USIDNET is 
funded in part by the National Institute of Allergy and Infectious Disease (NIAID) and the 
National Institutes of Health (NIH). USIDNET is a research program of IDF that was established 
to advance scientific research into PI. Bringing this information together through PI CONNECT 
gives researchers incredible insight that to this point was unimaginable and helps the PI 
community be a valuable part of the PCORnet initiative. 
 
When IDF applied to be a recipient of the PCORI grant, we chose a leading consumer 
engagement technology vendor, Get Real Health, that supports industry initiatives and policies 
centered on patient engagement, empowerment and consumer mediated data exchange. We 
were particularly interested in aligning with PCORI's requirement to support Blue Button. Part of 
the Blue Button movement that we find vital to the success of our ePHR, is Blue Button Plus 
(BB+). Blue Button in its simplest form means secure electronic access to health information in 
any format.  Blue Button Plus, on the other hand, builds on the Meaningful Use requirements 
that give patients the ability to view, download and transmit their personal health information by 
adding the ability to automate the two-way flow of health information once a trusted connection 
between consumer facing applications (CFAs) and provider organizations are established via 
trust bundles. This functionality enables patients to connect to multiple data sources and 
seamlessly receive and send health data through an automated process as it is available. For 
individuals who see a number of different providers at different locations who use different 
health information technology systems and patient portals, the process of aggregating all of their 
health information in one place can become very cumbersome.  
 
More specifically, it is our understanding that BB+ is not a required functionality of the certified 
electronic health record (EHR) systems in use by the vast majority of health care organizations, 
such as hospitals and doctors’ offices. In April of this year, ONC delivered a new Report to 
Congress on Health Information Blocking that explains more about this and related issues. 
 
Unfortunately, the practical patient experience for users of the IDF ePHR falls quite short of the 
BB+ goals. We have found that many organizations are supporting the ability to download data, 
but do not support BB+ functionality to automate data flow into ePHR. Our patients are 
frustrated by the fact that what should be the single greatest strength of our platform, remains a 
tremendous challenge. 
 
Our concern is that the promise of a single technology approved by ONC for certification for all 
stakeholders including patients will not be realized.  There are now competing technologies with 
no standard certified technology. It is reminiscent of VHS technology versus Beta Max in the 
1990s for video recorders or Android versus Apple smart phone technology.  Providers and 
patients cannot be expected to have compatibility with every possible technology that may be 
feasible and used by one or more health care stakeholders.  The next “big idea” technology 
before there is the adoption of baseline compatible technology for all is no idea at all. It just 
guarantees future non-functional non-use. 
 



 

  

Current barriers in sharing electronic health information are curtailing patient empowerment, 
reducing our ability to support clinical decision making and are an impediment to the 
advancement of research science. If IDF’s ePHR is to be worthwhile for patients, it must be 
compatible with every provider and health care stakeholder. 
 
In July, Marcia Boyle, President & Founder of the Immune Deficiency Foundation was one of 
nine individuals recognized by President Barack Obama at the White House as a “Champion of 
Change” for Precision Medicine, which honors individuals doing extraordinary things to 
empower and inspire members of their communities. The IDF ePHR and IDF’s work with PCORI 
& PCORnet figured prominently in this recognition. 

 
Recently, IDF was pleased to learn that its PCORI/ PCORnet contract has been extended for 
three years to continue its collective work in making patient centered outcomes research a 
prominent part of our national health care landscape.    

 
In the spirit of the progress made to this point, IDF is prepared to be a part of any initiatives and 
support any progress toward making interoperable health IT a reality. We are most willing to 
meet with the HELP committee’s working group on this issue and explain in more detail what 
IDF is experiencing and we are sure others are experiencing. 

 
IDF asks Congress to take action and help foster: 

 An system that enables patients to connect to healthcare providers and seamlessly 
obtain their health information with the application of their choice  

 Appropriate incentives to motivate adherence to these common standards and best 
practices of data sharing with patients,  

 A trusted electronic environment for the collection, sharing and use of electronic health 
information. 

 
IDF looks forward to working with the committee in drafting legislation that will assure that all 
stakeholders will be able to communicate with each other electronically.  If you have questions 
or want more information, please contact

 
Marcia L. Boyle 

 
President and Founder 
 
 




