
Join the KCNT1 Longitudinal Registry Study 
 

Follow these steps to join the new longitudinal study.    
 

If you have not 

already, go to 

LunaDNA.com and 

log in. 

https://id.lunadna.com/referrer/kcnt1-
longitudinal?studyName=kcnt1longtermregstudy 

 

Login to your 

account by entering 

the email and 

password for your 

account. You will 

then receive a 6-digit 

code to the cell 

phone or Google 

Voice number 

associated with your 

account. Enter that 

to proceed. 
 

Select your minor 

account (in blue). If 

you do not have a 

minor account, see 

our account set-up 

guide for existing 

users. It is very 

important to take 

surveys about your 

child’s experience 

from within their 

account.  

https://id.lunadna.com/referrer/kcnt1-longitudinal?studyName=kcnt1longtermregstudy
https://id.lunadna.com/referrer/kcnt1-longitudinal?studyName=kcnt1longtermregstudy


You should land on 

your child’s or ward’s 

dashboard. Confirm 

this at the top of the 

page where it should 

say: “Acting on behalf 

of [Name of Child or 

Ward].” 

 

Scroll down a little to 

the “My 

Communities” 

section. 

 

You will see a box for 

the “KCNT1 Epilepsy 

Foundation”. Click 

the box to go to the 

Foundation’s 

Community Page. 

 

On the Foundation’s 

community page, 

scroll down to the 

“Studies” section. 

 

You should see a box 

for the KCNT1 

Longitudinal Registry 

Study. Click the box 

to go to the study 

page. 

 

 

 
 



Follow these instructions to join the study and take surveys. 
 

 

 

If you have not already, 

make sure you are in 

your minor account. 

Then, from within the 

study, click the “Join 

Study” button. Then 

click through to the 

“Prerequisites” screen 

using the link at the top. 

 

If you have already joined 

the study you can skip 

this step. 

 

The prerequisite is a little 

different. We can replace 

this screenshot when it is 

live. 
 

On the prerequisites 

screen, answer the 

question confirming 

whether your child or 

ward has a diagnosis 

with a KCNT1 variant. 

Next, navigate to the 

“Data Requests” screen 

to begin the surveys. 

 

If you have already joined 

the study you can skip 

this step. 

 



This page shows what 

surveys or “Data 

Requests” are available 

to complete. 

 

Click Begin on the 

KCNT1 Demographics 

and Genetics survey. 

(Available in German, 

Portuguese, Italian, 

Spanish, Swedish, 

French and English. You 

can choose your 

language before 

beginning the survey.) 
 

 

Once you have 

completed the KCNT1 

Demographics and 

Genetics survey, please 

complete any other 

remaining data 

requests. Not all 

surveys are available in 

all languages. We will let 

you know as we add 

new surveys to the 

study! 
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