
Guide to Enrolling in the NCBRS/CoRDS Patient Registry



Go to  
NCBRS.com

At the top of the home page 
click on the Patient Registry 
tab - (this will take you to 
the patient registry page) 

Then… underneath the 
video click on the 
NCBRS/CoRDS REGISTRY 
button…

http://NCBRS.com
http://NCBRS.com


You will then be taken to the CoRDS 
activation form page



Go to  
NCBRS.com

If you are over 18 and enrolling yourself as 
the participant affected with NCBRS  
select the above statement… 

Then… you’ll be able to select your  
Date of Birth (see picture)

http://NCBRS.com
http://NCBRS.com


Go to  
NCBRS.com

If the participant is over 18 and your enrolling 
for them please select the above 
statement… 

Then… you’ll be able to select their  
Date of Birth (see picture)

http://NCBRS.com
http://NCBRS.com


Go to  
NCBRS.com

If you are enrolling your child who  
is under 18 years old,  
select the above statement… 

Then… you’ll be able to select their Date of Birth (see picture)

http://NCBRS.com
http://NCBRS.com


You can enter the Date of Birth by typing it in 
the American format above (see picture)  

as well as selecting the date  
through the drop-downs. 



If you are enrolling your child who is under 18 years old, or an adult 
on there behalf you will need to fill in the Parent/Guardian/LAR 
information (see picture below) 

Then… select your preferred method of enrolment  
(see picture below) 



You will then be asked for your diagnosis/rare disease  
Start to type Nicolaides-Baraitser….. and the diagnosis NCBRS will 
automatically come up (see picture below) -  

Then… PLEASE CLICK THIS



You will now be asked to 
read the consent forms 
and if you agree please 
click the I agree to 
participate box… (see 
picture) 

Then… CLICK the 
SUBMIT button  
(see picture)



You have now completed the activation form for CoRDS, you will now be 
taken to the questionnaire to complete. 

Remember you only have to fill in as much information as you feel 
comfortable to do. All information is fully de-identified. 

We thank you for taking the time to complete our Patient Registry and in 
helping to better understand NCBRS and what it means for our children.  

Thank You


