


Questions for this panel… 
What do people want to know? 

 How will people use what they know?  

  What are the [policy] responsiblities? 

How do we move forward responsibly…  
   … with research? 
            … with “protections”? 



Putting the Pieces Together 
  Science 

•  Research aims and objectives 
•  Emerging and evolving findings 
•  Differing perspectives and agendas 
•  Perpetual motion 

  Policies and Procedures 
•  Applicable laws and regulations 
•  Guiding principles 
•  Community expectations ?? 

  Program Implementation    
•  Policy and ethics 
•  Transparency 
•  Shared responsibilities 



Policy Issues 
"   What level of de-identification provides “adequate” privacy 

or confidentiality protection to participants without 
damaging the science? 

"   How do we respect the wishes of the individual participants 
and sustain the public’s trust? 

  What is the standard for informed consent?  

"   Should individual results from “basic” studies be 
returned?  If so, how and in what form? 

"   How to provide responsible stewardship of the 
research? 



Changing Public Context  







But….. 
"   Back to the people … 

     ….participant     

       …. patient  

        …partner 





“Our goal is to enable people to share information that can improve the lives 
of patients diagnosed with life-changing diseases. To make this happen, 
we've created a platform for collecting and sharing real world, outcome-
based patient data (patientslikeme.com) and are establishing data-sharing 
partnerships with doctors, pharmaceutical and medical device companies, 
research organizations, and non-profits.”  



Putting the Pieces Together 
  Science 

•  Potential Benefit 
•  Potential Harm 
•  Hope vs. Hype  

  Policies and Procedures 
•  Informed consent 
•  Informed by research  
•  Public trends/individual choice 

  Program Implementation    
•  Responsive governance 
•  Transparency 
•  Shared responsibilities 


