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Need for Credible Information

• Decide what kind of information families 
and healthcare providers need to make 
informed decisions about taking care of a 
person who has a rare disorder.

• Develop ways to decide if information on a 
rare disorder is accurate.

• Create new ways to help people develop 
accurate information about rare disorders.



ATCGRN
• A CDC funded grant
• $4 million budget
• Purpose: to examine 

evidence based 
information

• Result: Toolbox for 
consumers to access 
information
– Quality Assessment 

Toolbox



Disease InfoSearch
• Information about 6000+ rare conditions
• Maintained by the true experts: disease 

specific advocacy organizations













Does It Run In the Family? 
Toolkit

• Accessibility
• Community Input
• Sustainability
• Evaluation
• Resource Sharing



For more information, please 
contact Natasha Bonhomme, 

Program Manager, 
nbonhomme@genenticalliance.org

202.966.5557 ext.211
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