
We believe a concentrated pull from consumers will begin to unravel the knot that has 
health care information trapped in silos, and liberate health care data for the benefit of 

consumers and the health system as a whole.   

Data Liberty 
 

Almost every other industry – banking, travel, retail, and education – gives customers powerful tools to manage 
their lives online. But in health care today, medical records are still trapped in the silos of doctors’ offices and 
hospitals.   
 
Why? In short, because it is still too difficult for consumers to request, receive and use their own health data 
electronically.   
 
Although patients have important legal rights to their own health records in digital format, in many cases they 
do not even know that they can request this information.  Furthermore, even though most doctors and hospitals 
have adopted electronic records, the data they hold remains largely trapped inside their computers and many 
health care providers lack the systems to respond effectively to patient requests. 
 
 
 
 
 
 
Give consumers the tools to exercise their rights to their digital health data - in a form and 
format that will enable the uses they want and need 

• Track and record the current experience of individuals who request their health data electronically.   
• Automate the process of requesting digital data and enable troubleshooting. 
• Develop and disseminate “How To Guides” and other tools based on real-world experience to help 

consumers understand how/where/what to request, what to do with the 
data, where to securely store it, and navigate roadblocks along the way. 

 
Spur innovative tools for consumers to easily use and share their 
health data  

• Inform the development or use of simple, secure apps and tools for 
consumers to compile, store and use their health data. Focus first on 
specific use cases / immediate problems to solve (i.e., getting second 
opinions, managing medications, filling out school and camp 
immunization forms, coordinating care across providers, supporting 
caregivers.) 

• Support patients to participate in research, including by donating their 
data. 

• Catalyze development of guidance and best practices for protecting the 
privacy and security of information collected by consumer apps. 

 

 
Change the culture: Make consumer access to data the norm 

• Advance federal policies that spur consumer demand and use in private, 
secure, and valuable ways. 

• Create a consumer movement that normalizes expecting paperless and 
useful health information transfers. 

• Increase the awareness of providers that people have a right to access 
their electronic data. 

 
Consumer demand for their digital health data will position patients as equal partners in care 

and create fundamental change in the health care system.  
 

Join the Data Liberty movement: GetMyHealthData@gmail.com 

Channels to Get Involved: 
 

#Tracer Patients  
People who will voluntarily 
serve as early test cases to 
request their data electronically 
and document their experience  
 

#Tech and #Apps 
Technical “Geek Squads” to 
help design, build and trouble-
shoot technical solutions that 
remove friction from the 
process 
 

#Helpers 
People to provide legal and 
communications support, 
including providers and 
vendors working together to 
resolve problems identified by 
Tracers.  

Join	  us!	  [email	  here]	  


