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Addressing Unmet Need  
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BARRIER #1:  

Drug compounds not developed  
because of insufficient legal protection 
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BARRIER #2: 

Lack of alignment between  
market incentives and  
personalized medicine 
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BARRIER #3: 

Delayed access to FDA-approved  
diagnostic tools 
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BARRIER #4: 

Outdated reimbursement system for diagnostics 
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 Inspired by Leukemia and Lymphoma Society  
Treatment Acceleration Program (TAP) 
presented at 2008 NHC VHA Conference. 

 

 

 No FDA approved drug for alopecia areata 

 

 



 

 TDP’s strategic goal is to produce safe, 
effective, affordable treatments useful to 
millions of people with alopecia areata. 

 

 

 NAAF serving as ultimate concierge, 
leveraging research resources and clinical 
partnerships. 

 

 



 

 Among TDP efforts, NAAF partnering with 
companies to explore possible treatments.  

 

 Under present law, possible treatments take 
longer to develop or cannot be developed 
 

 Product Development IS DISCOURAGED 

 



 

 MODDERN Cures Act creates a new class of 
drugs called “dormant therapies.”  
 

 Bill grants “dormant therapies” additional 
period of regulatory protection. 
 

 Product Development is 

   ENCOURAGED 

 



 600 NAAF advocates from 42 states meet with their 
senators and representatives. 





House:  
 

• Please become a cosponsor of the bill    
 

OR  
 

• Thank you for already supporting the bill 

  

Senate: 
 

• Please review the bill and be in a position to 
support 

  

 



 MODDERN Cures Act gained 14 bipartisan 
cosponsors in a matter of weeks, nine as a 
direct result of NAAF’s Advocacy Day. 

 

 Seven of the nine new cosponsors  

 met with alopecia areata  

 advocates to further discuss  

 this issue.  





•1 in 26 Americans will develop 

epilepsy at some point in their lifetime  

 

•Earlier diagnosis & the development 

of better treatments may significantly 

change the experience of epilepsy for 

millions of people 

 

MODDERN:  Innovation accelerated 

through the development of pathways 

for new treatments and diagnostic 

tools that can improve, prolong and, 

ultimately, save lives. 

 

  

Epilepsy Foundation Support for MODDERN  



 

•  Approximately 25 to 30 percent of the epilepsy population 

lives with seizures that cannot be controlled by existing 

drugs or surgery.  

 

• Quality of life for some people with epilepsy is severely 

affected by the long- and short-term side effects of 

medication or surgery.   

 

• Rare epilepsies affect smaller groups of people, treatment 

options and research can be very limited.   

Epilepsy Connection & Interest 



Where are the Treatments? 



CONFERENCE PRESENTATIONS Adopting MODDERN within Leadership 

 

 2012 GOVERNMENT AFFAIRS STATEMENT  

Epilepsy Treatment & Access to Care  

Support efforts to modernize the drug and diagnostics 

evaluation and regulatory network and encourage the 

development of new and more targeted treatments (MODDERN 

Cures).  

 

 Legislative and Regulatory Priorities for the 112th Congress  



EFA on the hill for MODDERN 

 

 

 

 

 



Response from the Hill 



 

EFA recently merged with another important ally group in our 

community, the Epilepsy Therapy Project.   

 

The mission of this new organization, known as the Epilepsy 

Foundation, is to stop seizures and SUDEP, find a cure and 

overcome the challenges created by epilepsy through efforts 

including education, advocacy ,and research to accelerate ideas 

into therapies. 


