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1) One email address does it all! 
You can enroll yourself and/or one or more children with Alport syndrome all with 
the same email address. If you are a patient who has already enrolled with your 
own information and would also like to enroll your child/children - or if you are not 
a patient but are enrolling multiple children with Alport syndrome – this can all be 
done using a singular email address. 

 

2) Add: nkfpatientnetwork@healthie.net to your contacts! 
When you first complete the screening questions, the confirmation email will 
come from this email address and may automatically get filtered into your junk 
mail. Adding this email address to your list of contacts will help make sure you 
receive all the important info about the registry and notifications when it is time to 
update your information.  

 

3) Steps to adding a child/multiple children using the same profile: 
Once you have activated your account and created a log-in through the initial 
screening questions, look for the name of the person you are registering 
(yourself/your child) on the menu bar at the top of the main dashboard page. By 
clicking the name of your registrant, a dropdown menu will appear. The 
dropdown includes the option to “add participant.” By selecting this option, you 
can add each child with Alport syndrome as appropriate. If you enrolled your 
child/children first, this is where you can return to add yourself as a patient if 
appropriate. Now, you and/or your child/ren will all be in one shared profile using 
the same email address. You can also use this menu to switch from one 
participant to another to view or add new information.  

 

4) Note: The initial consent form is several pages long.  
Your privacy rights are important and detailed. All information you provide is 
deidentified. If enrolling a child in the registry, you will need to sign a second 
consent form or the child’s electronic consent may be required based on age. 
The platform uses “DocuSign” to generate electronic signatures for your use.  

 
5) Questions or got stuck?  

Email: nkfcares@kidney.org or call 1.855.653.2273 

https://www.kidney.org/patient-network-alport?promo=MTL001759&utm_source=Partner&utm_medium=Website&utm_content=AlportSyndrome_Website&utm_campaign=patientnetwork&source=alport
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