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By logging in, you agree to the Privacy Policy & Terms and Conditions of NORD and have

read the Consumer Health Data Privacy Notice.




Register for an Account

* Step 1: Select the appropriate Account Type. If you need more information to help you choose, click “Not sure?

Help me choose”.
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If you have a diagnosis of an SCN2A-related disorder, select Participant Account.

If you are entering information for someone else who has an SCN2A-related disorder or you have an
SCN2A-related disorder and are also entering information for yourself), select Caregiver Account.
If you are entering information for an SCN2A-related disorder patient who has passed away, select

Caregiver Account.
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condition, and/or guardian of someone with

diagnosis. a rare disease.
Participant Account Caregiver Account

® Return to login Not sure? Help me choose.




e Step 2: Read the Terms and Conditions and Privacy Policy and attest to the statements provided. When you are
finished with this page, click “Next”.
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e Step 3: Enter your personal information in the spaces provided. When you are finished with this page, click
“Next”.
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Caregiver Registration
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e Step 4: Select whether you are interested in being contacted by NORD regarding available studies. When you are
finished with this page, click “Next”.
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Caregiver Registration
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Termsz & Conditicns Contact info Notifcations Review & Submit Confirmation

| am Intarested in NORD contacting me regarding avallable studies. *

Yes No
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* Step 5: Select “Next” so that an activation link is sent to your e-mail to complete registration.
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Caregiver Registration

O—0 00

Terms & Gongitions Gontact Info Notifications Review & Submit Gonfimation

An activation link will be sent to youremall@emall.com. Click "Next” to send this ¢-mall and
continue.
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Step 6: 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”.
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Step 7: Your validation is now complete. Select “Go to Login Page”.

E-mail Validation

Registration is complatal You can now log in.

O LOGIN PAGE

GO




e Step 8: Log in using your new e-mail and password.

IAMRARE®

LOGIN
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Conp me logged In

4 Create an Account

By ogging in. you agree 0 the Prxacy Polcy & Jeezs and Conaticos of KOS

Fedturrg

&E»\‘\-IILIESCNZ*

Add a Participant
e Step 1: To start, click Yes, register new participant.
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Welcome to the IAMRARE® program, home of SCN2A

DRAGONFLY Registry!

Would you like to register a participant to join
SCN2A DRAGONFLY Registry?
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* Step 2: Fill out the Participant’s information.

Add Participant
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Consent to the Study
* Step 1: Click on “Yes, complete consent for this participant.”

Y FAMILIESCN2A

Thank you for registering your first participant!

Would you like to consent to participate in SCN2A DRAGONFLY
Registry?

Yes. complete consent for this participant.




e Step 2: 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.”

Consent to SCN2A DRAGONFLY Registry

Consent Overview

Those sligbie to participats in our study indude:
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Consent to SCN2A DRAGONFLY Registry

Consent fora Personwitha Designated Representative (Caregiver) I

Consent to Participate in the SCN2A Dragonfly Registry and to Allow Data to be Shared for Future Research

This. 5CMZA Cragonty Regatry
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Consent to SCN2A DRAGONFLY Registry

Authorization

The fi 3 are L
o Wake sure thae you have had the time and opportuniy 5o conssder mhether you and the Study Partcipant mant to partcipate i the regatry:
o Have had your questions answered: and
o Agree 1o parniopate in the study as descnbed.
You mill be a3ked to scknoniedpe:
o That you have read the conzent form and have no further questions about the repstry and e Study Partio pant's partcizotont
o That you weh to provde the Study Partiapant's personal data to the repstry for the purposes of the Seudy
o That you allow for this data to be used for Auture ressarchc
o That you have explained the study to the Study Partiopant to the extert they are able to understang and
o That you are of legal age.
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e Step 3: Once you click “Next” and reach the Thank You page, click “Continue to Opt-Ins”.
Consent to SCN2A DRAGONFLY Registry

Ploaze cominug 50 salect your optdns, Qncs you have made your selections, please dick Sav and Review. You will then be ready to take sunveys and particpate in this study.

e Step 4: 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”.

Opt-ins for SCN2A DRAGONFLY Registry
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Once you've reviewed your consent, click “Close”. You will then have access to start taking surveys.
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