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13. WHAT ARE THE COSTS OF BEING IN THIS STUDY? 
There are no direct costs to families for participating in this registry if you are a patient at Alfred I duPont 
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�x The use and / or disclosure of my PHI will stop after Nemours receives the withdrawal notice.  
Information that is used or disclosed before the withdrawal may still be used. 

�x Unless I withdraw consent, the use and / or disclosure of my PHI described in this form will not have 
an expiration date. 

�x My PHI may be disclosed again by the person or organization (other than Nemours) that receives it.  
If this happens, Federal or state law may not protect the information. 

�x I have the right to refuse to sign this permission form. 
�x If I refuse to sign this consent form, I will not be allowed to be in this research study. 
�x I have the right to ask Nemours to tell me who has received my protected health information.  
�x I have the right to revoke my permission for the use and disclosure of my health information at any 

time, which would end my participation in this study. 
�x I will receive a signed and dated copy of this form. 

 
My signature indicates that: 

�x I give my consent to participate in the research study described in this form. 
�x I give the researchers and Nemours permission to use and /or disclose my individually identifiable 

health information for this research study as described in the section on use and disclosure of PHI.  
 

 
Name of Participant (Print)  Date 
    

 
 

Signature of Participant  Date 
 
I the undersigned, certify that to the best of my knowledge the participant signing this informed consent form had the study fully and 
carefully explained and that he / she understands the nature, risks and benefits of participation in this research study. 
 
 
 
Name of Person Obtaining Permission (Print) 
(Investigator or Designee) 

 

 
 
 
Signature of Person Obtaining Permission 
(Investigator or Designee) 

 Date 

 
 
A copy of the signed form was provided to Participant    Date 
 

 


