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FEES FOR DATA RELEASE ACTIVITIES 
 

 

 
Case Listings for Studies 
 
Fees are required for all case listings. The cost of the case listing depends on 
whether the study involves patient contact and whether cases will be obtained 
through regular reporting methods (for which cases are available 1-2 years after 
diagnosis) or via Early Case Ascertainment (for which cases are available 
several months to one year after diagnosis). 
 
Patient Contact Case Listing 
• The initial case listing is $7,326.34 for a patient contact study; 

• Any modification to the case selection, or preparation of subsequent case listings will 

be charged at the hourly rate of $162.81.   

Non-Patient Contact Case Listing 
• The initial case listing is $3,256.15 for a non-patient contact study; 

• Any modification to the case selection, or preparation of subsequent case listings will 

be charged at the hourly rate of $162.81.   

Early case ascertainment 
• The price for obtaining cases through early case ascertainment depends on case 

eligibility criteria. ROU will handle billing for this. 

Fees for other programming activities 
• Service charges for programming activities related to, but outside of, the usual case 

listing work are charged by the hour at $162.81/hour.  

o Examples of such requests include programming support to obtain new or 

updated registry information for an existing case series, linkages, etc. 

Subject searching 
• $10 per case 

 
 
 


