
 

cureCADASIL Transfer User Guide 
 

This user guide provides step-by-step instructions for transferring the account of a Current User (current study 
Participant) who is no longer able to contribute their own data to the registry to a New User who will serve as the 
Current User’s Legally Authorize Representative.  

The document will refer to two individuals:  

 Current User: the individual who currently has an account with survey data  
 New User: the individual who the data will be transferred to 

 

In overview, the detailed steps in this user guide can be summarized as follows: 

 The New User registers for an account by entering his/her contact information and activating the account. 

 Once activated, the New User logs in, and selects the option to “Transfer a Record” for “Someone else” and 
identifies the Participant (in this user guide example, Jane Smith) for whom the transfer is being requested. 

 An email is sent to the Participant, Jane Smith, to request the transfer (if Jane Smith is unable to respond to the 
transfer request, the New User should contact study staff for assistance). 

 After the transfer request is approved, the New User logs in, chooses to register an existing participant, and 
selects Jane Smith as the name of the Participant. Then, the New User consents to providing information for 
Jane Smith. 

 After consenting and choosing specific “opt-ins” to express interest in receiving information about or 
participating in CADASIL research, the New User can access and update surveys for Jane Smith. 

 

Please use the following step-by-step instructions to transfer the account of a Current User to a New User: 

  



 

New User: Register for an Account 
 Step 1: Read the Terms and Conditions and Privacy Policy and attest to the statements provided. When you are 

finished with this page, click “Next”. 

  

 

 

 

 

 

 

 

 

 

 



 

 Step 2: Enter your personal information in the spaces provided. When you are finished with this page, click 
“Next”. 

  

 Step 3: Select whether you are interested in being contacted by NORD regarding available studies. When you are 
finished with this page, click “Next”. 

   

 

 



 

 Step 4: Select “Next” so that an activation link is sent to your e-mail to complete registration. 

 

 Step 5: Click the link you are sent via e-mail. Please check your Spam folder if you do not see the e-mail. You will 
be taken to the following screen in a new tab within your browser. Set your password and click “Submit”. 

 

 

 

 

 



 

 Step 6: Your validation is now complete. Select “Go to Login Page”. 

 

 Step 7: Log in using your new e-mail and password. 

 

 

New User: Transfer a Record 
 Step 1: To start, click Transfer a Record.  

  



 

 Step 2: Select who you will be providing information about.  

 
 

 Step 3: Fill out the Request Transfer information with the original user’s name, date of birth, and e-mail. 

 

 Step 4: At this point the original user will receive an e-mail that you have requested to transfer. 

 

Current User: Approve the Transfer 
 Step 1: If the Current User is able to respond to a transfer request, this individual should login to their account or 

click the link in the e-mail they received from the IAMRARE platform 

 

 

 

 

 



 

 Step 2: Once logged in, you will see a notification entitled IAMRARE® Platform Transfer Request. Click this. 

 

 Step 3: Review the transfer request and click Allow Transfer if appropriate.  

 

 If the Current User is unable to respond to a transfer request, the New User should contact the study staff for 
assistance.  

 

New User: Login and Consent  
 Step 1: Once the Current user has transferred the Participant to your account, you will receive an e-mail 

notification. Login to your account. 
 
 
 
 
 
 
 
 
 
 



 

 Step 2: Click Yes, register existing participant.  

 

 Step 3: Select the appropriate Participant from the dropdown and click Complete consent for this participant.  

 

 

 

 

 

 

 

 

 

 



 

 Step 3: Scroll down and read through the consent form thoroughly. Once you finish each page, click the “Next” 
button. Once you reach the Authorization form, read through the statements thoroughly. If you are comfortable 
consenting to participate in the study, please read each statement and authorize your consent. After checking 
the boxes, click “Next.” 

 

 

  

 

 



 

 

 
 Step 4: Once you click “Next” and reach the Thank You page, click “Continue to Opt-Ins”. 

 

 Step 5: Once you click “Continue to Opt-Ins” read through the opt-ins thoroughly. If you would like to receive 
information about the topic, check the box, and click “Save and Review”. 

 



 

 Step 5: Once you’ve reviewed your consent, click “Close”.  
 Step 6: Find the pencil icon next to the Participant’s name to update the Participant Profile. 

 

 

 Step 7: Once you’ve submitted this information, you should then start taking surveys. 

 


