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Register for an Account
e Step 1: Select the appropriate Account Type. If you need more information to help you choose,
click “Not sure? Help me choose”.

o If you have a diagnosis of Paroxysmal Nocturnal Hemoglobinuria, select Participant
Account.

o If you are entering information for someone else who has Paroxysmal Nocturnal
Hemoglobinuria (or you have Paroxysmal Nocturnal Hemoglobinuria and are also
entering information for yourself), select Caregiver Account.
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Select Account Type
| have a rare disease, | am a family member or
condition, and/or guardian of someone with
diagnosis. a rare disease.
Participant Account Caregiver Account
@ Return to login Not sure? Help me choose.
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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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Terms & Cor

Contact Info Notifications Review & Submit Confirmation

Below are links to the IAMRARE Terms of Use and Privacy Guidefines. The purpose of these
documents is to outline your rights and respensibilities when using the platform. These
documents include: 1) Standard policies for all studies on this platform, 2) A privacy statement
that details how your data can be used, 3} Information outiining the unacceptable uses of the
platform, and 4) Information about how to address questions and issues.

(7] You are at least 18 years of age. the age of majority in your state. province or country. and

able to consent on behalf of yourseif and/or an individual that you have legal responsibility
for.*

() You agree to support the Platform's research activities by providing truthful, appropriate

information and to not do anything that will put the Services or the information in the
Platform at risk. *

(] You understand that NORD will use

fforts to keep the it you enter on
the Services safe, but no data transmissions over the Internet can be guaranteed to be

100% secure. The information you provide will be available to authorized users at NORD for

platform maintenance and research activities, as well as o the sponsor of the studies you
consent to participate in. *

(] You agree to the Terms and Conditions & Privacy Palicy *

Step 3: Enter your personal information in the spaces provided. When you are finished with this
page, click “Next”.
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Country of Residence *

v
First Name * Last Name *

First Name Last Name
E-mail *

e-mai

@ Return to login




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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Terms & Conditions Contact Info Notifications Review & Submit Confirmation

| am interested in NORD contacting me regarding available studies. *

O Yes O No

@ Return to login Next

e Step 5: Select “Next” so that an activation link is sent to your e-mail to complete registration.
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Terms & Conditions Contact Info Notifications Review & Submit Confirmation

An activation link will be sent to youremail@email.com. Click "Next" to send this e-mail and

continue.
O Return to login Next




e 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”.

E-mail Validation

Your e-mail i has been successfully validated.
Please create your password below.

Password

Passwaord

A password must be at least 8 characters long:

- contain 1uppercase letter

- contain 1 lowercase letter

- contain 1 digit

- not contain text from top 1000 commonly used passwords

XX XXX

Repeat Password

Repeat Password

e Step 7: Your validation is now complete. Select “Go to Login Page”.

E-mail Validation

Registration is complete! You can now log in.

GO TO LOGIN PAGE




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

Create Profile

IAMRARE®

LOGIN

e-mail

password

Keep me logged in

%] LOGIN

A Forgot Password + Create an Account

By logging in. you agree to NORD's Privacy Policy & Terms and Conditions

Featuring

AAMDS

NTERMATIOMA

e Step 1: To start, click Create New Profile.

&
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Hi, Jane!

Welcome to the IAMRARE® program powered by NORD.

Click on the Create new profile button below to join the

The Global Paroxysmal Nocturnal Hemoglobinuria (PNH) Patient

Registry

Not right now Create New Profile ‘

Don't show this again



e Step 2: Fill out the Participant Profile

Q Complete Participant Profile

Preferred First Name * Current Last Name *
Jane Doe
First Name on Birth Certificate * Middle Name on Birth Certificate *
First Name on Birth Certificate Type 'NA'if none
Last Name on Birth Certificate * Date of Birth *
Last Name on Birth Certificate mm/dd/yyyy m]

Sex Recorded on Birth Certificate * @

Country of Residence * State/Province/Region of Residence *
United States v ~
Country of Birth * City/Municipality of Birth *
Consent to the Study

e Step 1: Click on “Yes, complete consent for this study.”

AA-MDS

INTERNATIONAL FOUNDATION

Would you like to consent to participate in the The
Global Paroxysmal Nocturnal Hemoglobinuria (PNH)
Patient Registry?

( Mot right now J Yes, complete consent for this study. Y




Step 2: Scroll down and read through the consent form thoroughly. Once you finish reading,
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
“Continue to Opt-Ins.”

Consent to The Global Paroxysmal Nocturnal Hemoglobinuria (PNH) Patient Registry

this Consent and Autharization Form o provide the Study Particigant's persanal and medical data to be shared for the purpase of research, All my questions abaut the Registry have been answered to my satisfaction and | understand the purpose of

search data that has Deen DEEUdONYMIZE to the GIoBal ParoxySmal Noctumal Hemagiabinuria (PNH) Patie

B8 have explones he study o the Sty Partcipot Lo the extent they are sble to understand,and the Study Pastcipant

Step 3: Step 3: Select your opt-ins, then click Save and Review.

Opt-Ins for The Global Paroxysmal Nocturnal Hemoglobinuria (PNH) Patient
Registry

Select Opt-Ins for this study

[J Interest in hearing about other studies from Aplastic Anemia and MDS International Foundation
[ Interest in hearing about relevant clinical trials

[ Interest in donating specimens or DNA [biobanking) for future research

[ Interest in learning more about PNH educational programs and resources from Aplastic Anemia and MDS

CANCEL SAVE

International Foundation




e Step 4: Download a copy of your consent or click Close to continue.

View Consent/Assent Jane Smith
Review consent: The Global Paroxysmal Nocturnal Hemoglobinuria (PNH) Patient Registry Jan-2000
[ Commerind o 13 40 023

Consent to Participate in the Global Nocturnal inuria (PNH) Patient Registry and to Allow Data to be Shared for Future Research

it 0 vt Rogestry
Princial Investigator: Alice Houk. Servar Director of Pabent and Professionl Services. Aplastic Ansmia and MOS Internationsf Foundation (AAMDSIF)
Emas norarepatny Braredizastes org
Phone: (800) 747-2820
Soonsor. Aplastc Anemia and MOS international Foundation (AAMOSIF

4330 East West Highway. Suite 230

Bothesda, Maryland 20814 USA

Detrvtions

B, Downiosd POF m.

e Step 5: You will now have access to start taking surveys.

ENROLLED STUDIES

’ v .

The Global Paroxysmal
Nocturnal Hemoglobinuria ©® C}
(PNH) Patient Registry Search Studies
@ Consented

@ You have 11 pending surveys.

Surveys
Not Started

e Please note, to complete some of the surveys, it may be helpful to gather any PNH treatment
notes you have in advance.



View Responses and Reports
e Step 1: Once you have submitted a survey, you are able to view your responses to that survey as
well as the graphs for any questions that are programmed to show graphs. Click “View
Responses” to see your completed survey. Click “Reports” to see any available graphs.

ENROLLED STUDIES

' )
AAMDS

The Global Paroxysmal
Nocturnal Hemoglobinuria ® C}
(PNH) Patient Registry Search Studies

@ Consented

® You have 10 pending surveys.

sunveys

—_— [@) View Responses 0]

 Getting Started
Completed on 4-Apr-2023
—- [ [ Reports ]

PY Demographics & Take Survey
Not Started




