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Step-by-step guide:

MPN PROGRESSion Registry® user registration process

Step 1

Visit the MPN Research Foundation website

mpnresearchfoundation.org

To begin enrollment in the MPN PROGRESSion Registry®, start by visiting the
MPN Research Foundation website at mpnresearchfoundation.org

Once you are on the homepage, locate the MPN Progression Registry button in the

top right corner of the screen.

Select this button to navigate directly to the MPN Progression Registry page.
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Advancing research in myeloproliferative
neoplasms

MPN Research Foundation funds and advances original
research in pursuit of new treatments — and ultimately a
cure — for essential thrombocythemia (ET), polycythemia
vera [PV), and myelofibrosis (MF), the blood cancers known
as myeloproliferative neoplasms [MPNs). Founded in 1999 as
the first organization dedicated to MPNs, the Foundation
remains the global leader in accelerating MPN research. Its
collaborative, patient-centered approach brings experts
together, elevates the patient voice, and propels scientific
progress in these complex diseases.

BE PART OF THE SEE OUR RESEARCH
SOLUTION IMPACT
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Step 2

Access the MPN PROGRESSion Registry® page

On the MPN PROGRESSion Registry® page, you can review information
about the Registry.

When you're ready to begin enrollment, select the Enroll Now button to
proceed with the registration process.
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Let’s turn progressign into progress

The MPN PROGRESSion Registry® igfa patient-focused research initiative
that collects comprehensive, long-tefm, myeloproliferative necplasm (MPN)
patient health data.

The goal is to help scientists and glinicians:

- Better understand the caufes of MPN disease progression
- Identify new patient treaffnents and care strategies

- More accurately assesshow well treatments are working

- Ultimately, find a c

If you are a patient 18 and older, living in
the United States, who has ever been
diagnosed with an MPN, you can enroll
and contribute information about your
patient experiences over time.
Participation is easy, secure, requires
minimal time commitment — and
sharing your data can help impact future
MPN research!
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ENROLL NOW

Already enrolled? Log
in.




Step 3

Complete the
initial contact form

Access the form here:
tfaforms.com/5190961

Please complete the initial patient contact
form to continue with enrollment in the MPN
PROGRESSion Registry®.

This form collects basic information such as
your name, date of birth, contact details, and
MPN diagnosis. It allows the MPN Research
Foundation to contact you and support your
enrollment in the registry.

This form is separate from your medical
records and is used only for internal tracking
and communication. It does not provide
access to your medical record data.

After completing all required fields, select
Submit to continue.

You will then be redirected to the secure MPN
PROGRESSion Registry® platform to complete

the rest of your enrollment.

Please note: You will be asked to enter
similar information again during the
enrollment process.

Example Form:
MPN

prdgressmm

Thank you for your interest in MPH PROCRESSion Registry™ enrcliment

Please fill out the initial patient contact form below.

After you submit this form, you'll be redirected to the secure MPN PROCRESSion
Registry platform to complete your enroliment and may be asked for similas
Inforraticn.


https://www.tfaforms.com/5190961
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Welcome
Contlnue to reQIStratlon Welcome to the MPN PROGRESSion
Registry™
After submitting the contact form, you will o
be redirected to the MPN PROGRESSion
RegiStI’y® Welcome page. §_="- United States of America e
Review the information on the screen and Please select your language preference
select “Sign up” to begin the registration @  Engiisn (United States) v
process.
—~ TS
Sign in

Answer eligibility questions

Before continuing, please answer a few
questions to confirm your eligibility for the

MPN
MPN PROGRESSion Registry®. Pr dgl'ess

Select the appropriate response from each
dropdown menu:

e Are you at least 18 years old?

e Do you currently live in the United States? Yes, | am 18 or older

18 years old?

After answering both questions, select Do you cussantly live In the United Sislee?

Continue to proceed. | . ‘
\ :

Important: To continue enrollment,
you must have selected “yes” for
both eligibility questions.




Step 6

o MPN
Create your profile prdgressmg

Enter your information to create your MPN
PROGRESSion Registry® account.

Istry

Create your Profile
If you are completing registration as a legally N ' e & "agny author
authorized representative (LAR), enter your .
information as prompted.

Complete the required fields, including:
e First Name
e Last Name
e« Email and Confirm Email
e Password and Confirm Password

Your password must meet the following

requirements:

At least 8 characters in length

Includes a lowercase letter (a-2z)

Includes an uppercase letter (A-2)

Includes a number (0-9)

Includes a special character (e.g.,'! @ # $ % Passwords must:
AN &¥)

Review the Terms and Conditions and
Privacy Policy, then select both checkboxes
to proceed.

When all required fields are complete and

both checkboxes are selected, the Sign Up

button will become active. Select Sign Up HTNVS TR SRS Rgren e Ewms
. and Conditions

to continue.

| have read and agree to the Pnvacy
Policy

¢ Back




Step 7

Check your email Check your email

We sent you an email with instructions on how
to complete your sign up

After creating your account, you will be asked
to verify your email address.  you do not see an email in your inbox. please

cheeck your spam or junk folder
Check your inbox for an email from the MPN

PROGRESSion Registry® with instructions to @ smithjane@yopmail.com
complete your sign up.

If you do not see the email, check your spam

or junk folder.

Back to create your account

If needed, select Resend email to receive
another verification message.

Step 8

Verify your email address

Open the email you received from the MPN PROGRESSion Registry® and
select Verify email to confirm your email address and continue registration.

If you do not see the email, check your spam or junk folder.

Hello Jane,

Thanks for taking the first step to join the MPN PROGRESSion Registry!
Please click the link below to confirm your email address and continue your registration.

Example

verification
email

Please add our email address to your email contacts, so your Registry emails do not go
into your spam or junk folders.

Thank you,

The MPN PROGRESSion Registry Team

This email was sent on behalf of the MPN PROGRESSion Registry team. Please do not reply to this
email. This inbox is not monitored




Complete email verification o

After selecting Verify Email in your email,

you will be redirected back to the MPN

PROGRESSion Registry® to complete You're almost there
verification. O R LSNRICAHION S o

On this screen, select Verify to confirm your
email address and continue enrollment. _ =

Step 10

prdgress .

Enter your contact
. . How to reach you?
information S

Provide your contact information so the
MPN PROGRESSion Registry® can reach you if
needed. £ .-

Complete the required fields, including: i
» Best phone number
e Time zone
e Preferred communication method

Review the consent statement, then select
the checkbox to agree.

When all required fields are complete and the
checkbox is selected, click Continue to
proceed.




Step 11

Enter your personal Example form
information -

. . prdgress
Provide your personal details to complete registry

your Registry profile. Personal Information
If you are a legally authorized representative Tegaly authorzed eprsencate LAR)

(LAR), please complete this section using your
information.

Complete the required fields, including:
e First Name Middle Name (optiona
e Last Name
e Date of birth
e Address information

don't have a middle name (optional)
Optional fields may also be completed if
applicable.

When all required fields are complete, select
Continue to proceed. Date of birth

Rl




Step 12 o
prdgress .

SeIeCt you r Relationship to MPN
relationShip to M pN Which role best describes you?

Istry

Indicate your role by selecting the option
that best describes you.

l ~" A person diagnosed with MPN, answering for myself |

Select one of the available options, then
click Save & continue to proceed. ——

Save & continue
[

If you selected “A person diagnosed
with MPN, answering for myself”

You will be directed to review and sign the
informed consent form. Continue to the
next step.

Step 12b

If you selected “Legally authorized
representative for a person
diagnosed with MPN”

You will be asked to provide information for
the individual diagnosed with MPN before
continuing.

Enter the required details, which may
include:

e Name

» Date of Birth

« Contact information

« Demographic information

After completing all required fields, select
Save & continue to proceed to the
consent step.




Step 13
prdgress

Review and sign consent Please review and sign your consent to join research
To participate in the MPN PROGRESSion
Registry®, you must review and sign the ormes Gonsent
informed consent form.
Select Review & Sign to open the consent
document and continue. : @

| . (] B e | H = | — == I . I R

Step 14

Complete the consent form in DocuSign

The consent form will open in a secure DocuSign window.
Select Start to begin reviewing and completing the consent form.

Follow the prompts in DocuSign to complete the form:
e Review the informed consent document
Select Sign where indicated
Confirm your full name, initials, and electronic signature
Select Adopt and Sign
Continue reviewing the document and complete the remaining required fields

When all required fields are complete, select Finish to submit your consent and
return to the MPN PROGRESSion Registry®.

Docusign Envelopa 1D: 9C050007-D1F0-B00E-826E-2FC2ERS24458

RESEARCH SUBJECT CONSENT FORM

TITLE: MPN PROGRESSion Registry™ (PROGRESS-MPN): A U.S.-
Based Observational Study Tracking Symptoms, Treatments,
Clinical Outcomes, and Disease Progression in Myeloproliferative
Meoplasms (NCT07362225)

PROTOCOL NO.: MPN-PROG-2025-002
WCG IRB Protocol #20251868




Step 15

Continue after consent

&

After completing the informed consent form,
you will see a confirmation message. Consent accepted

Select Continue to proceed with enrollment.

Step 16 Example eligibility questions
Answer Additional Prdgressm,

Eligibility Questions

Please answer the following
questions to complete your
enrollment in the MPN
PROGRESSion Registry®.

Respond to each question

based on your situation or, if

applicable, the individual

diagnosed with MPN. Some Essential Thrombocythemia (ET)
guestions may allow you to
select more than one option.

Post-Polycythemia Vera

Myelofibrosis (Post- PV MF)

When all questions are

complete, select Continue e
Post-ET MF

to proceed.

Pre-fibrotic Primary
Myelofibrosis (pre-PMF)

Step 14 continues on the

MPN-Unclassifiable (MPN-UI

next page. MPN-Unclassifisble (MPN-U
MPN in Accelerated Phase
MPN-AP]

MPN in Blast Phase (MPN-BP ||




Step 16 (Continued)

If you see a message that you do not meet eligibility:

If your answers indicate that you may not meet the eligibility criteria to participate at
this time, a message will appear letting you know.

» Select “Change my Information” to review and update your answers if needed.
This can sometimes happen if a question was answered incorrectly so we
recommend reviewing your responses carefully.

 If your answers are correct, you may not meet eligibility criteria to continue with

enrollment at this time. If you believe this
mpnprogressionregistry@mpnrf.org.

Step 17

Optional:
Add an alternative contact

You may choose to add an alternative contact
who can be reached if you are unavailable.

» Select Add new contact if you would like
to provide an additional contact now
or

» Select Add later to skip this step and
continue enrollment

You can add or update an alternative contact
at any time after enrollment.

is incorrect, please email us at

prdgress; .

Alternative contact

Who can we contact if we can't reach you?

Istry

+ Add new contact

Add later


mailto:mpnprogressionregistry@mpnrf.org

Step 18: Final step!

Complete enroliment

Once you have finished all required steps, you .
will see a confirmation message. Congratulations!

Select Continue to complete enrollment.

After selecting Continue, you will be taken to\

the MPN PROGRESSion Registry®, where you
can begin completing activities.

e — e — e ——

Questions or need help?

If you have any questions or need help
connecting your medical records, our

team is here to help. Please email us at
mpnprogressionregistry@mpnrf.org



mailto:mpnprogressionregistry@mpnrf.org
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