Kabuki Syndrome Registry
Procedure for Registering, Consenting and Completing Surveys

1. Go to the Kabuki Syindrome Registry website at: https://kabuki.iamrare.org

KS REGISTRY Home  About ~ News Contact . Dark  Register Log in

Kabuki Syndrome
Registry

Advocate * Educate * Support

Learn more »

Rare Disease Research Participating in This Study Join the Registry
This is a unique rare disease patient registry. Are you Information collected during this study may be used to Please create an account and provide consent to
interested in using our data to further your rare disease help provide opportunities for patients and researchers to participate in the study.

research? collaborate in the rare disease community.
Register »

Figure 1. Landing Page

2. Click on the green Register button.
3. Complete the age attestation.

Register
You must be a legal adult {(at least 18 years of age, or the age of majority in your state, province, or country) to register.
A Home / Register

Please fill out the form until all @ symbols turn into a @ symbol.

Before we begin, are you a legal adult (at Lleast 18 years of age, or the age of majority in your state, province, or country)? ©° O No O Yes @

Terms and Conditions

@ View Terms and Conditions L Download as PDF

Figure 2. Age attestation

4. Read the Terms and Conditions document.
5. Fill in the requested information.
6. Opt in or out of reasons to be contacted by Study Staff.
7. Agree to the Terms and Conditions.
8. Click Create Account button.
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https://kabuki.iamrare.org/

Register

A Home / Register

country)? *
Yes ©

First Name *
Middle Name
Last Name *

Country of
Residence *

Username (Email
Address) *

Confirm Username *

Password *

Confirm Password *

Home Phone

Work Phone

Mobile Phone

You must be a legal adult (at least 18 years of age, or the age of majority in your state, province, or country) to register.

Please fill out the form until all @ symbols turn into a @ symbol.

Before we begin, are you a legal adult (at least 18 years of age, or the age of majority in your state, province, or

A password must be at least 8 characters long: @

- contain 1 uppercase letter &

- contain 1 lowercase letter @

- contain 1 digit @

- contain 1 special character o

- not contain text from top 1000 commonly used passwords @

Additional Contact Information (Optional)

Contact Preferences

Yes, | would like to be contacted about...

) Reminders to update my survey responses
) Clinical trials | may be eligible for

) Potentially donating biospecimen and/or DNA for future research studies 11

() Facebook Group

Terms and Conditions

| have read and agree to the terms and conditions. (-]

Figure 3. Creating an account — Blank Registration Form
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Register
You must be a legal adult (at least 18 years of age, or the age of majority in your state, province, or country) to register.
A Home / Register

Please fill out the form until all @ symbols wrn into a @ symbol.
Before we begin, are you a legal adult (at Lleast 18 years of age, or the age of majority in your state, province, or country)? *  Yes ©@

First Hame * Hormer [+]

Middle Hame

Last Name * Simpson o

Country of Residence * United States v 0
Username (Email Address) ° homer@emailcom o
Confirm Username * homergdemail.com -]

A password must be at least 8 characters long: [ -]

- contain 1 uppercase letter @

- contain 1 lowercase letter @

- contain 1 digit @

- contain 1 special character &

- not contain text from top 1000 commonly used passwords @

Paseword * sessence o

Confirm Password sssssans -]

Additional Contact Information (Optional)

Home Phone 222-555-5555
Work Phone
Mobile Phone

Contact Preferences
Yes, | would Like to be contacted about...

Reminders to update my survey responses
Clinical trials | may be eligible for §

[ Potentially donating biospecimen and/or DNA for future research studies 11

Terms and Conditions

L Download as POF

9 1 have read and agree to the terms and conditions. +]

Figure 4. Creating an account — Completed Registration Form

9. A confirmation email will be sent to the email address that was provided during registration.
a. Confirm registration by copying the Confirmation Token from your email.
b. You can also confirm the email address by clicking the link in the email.
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10. Verify Registration

Dear Homer,

Thank you for registering to participate in the Wolfram Syndrome Global Patient Registry. We ook forward to the possibility of new insights
and discoveries for the rare disease community.

Please click on the following link to complete this verification step

—

https:#external2 demao iamrare org/Accountivalidate/SRriTMYwDOWIrEhldpxitg/?token=4qgMT QmtTOEYA26aPqUUTQ.

Alternatively, you may copy this token:

537892

and paste it into the '"Confirmation Code' field on the "“Verify Registration' page
If you have any questions, please contact the study staff.

Thank you,
Registry Study Staff

Figure 5. Registration confirmation email

Note: If the confirmation email has not been received after a few minutes, click Resend
confirmation email at the bottom of the page. Be sure to check spam folders for the email
confirmation.

Verify Registration

A Home / Verify Registration

Thank you

A new user account has been created.

A confirmation message has been sent to ElEEaEEESmrarediseases.org

You must verify receipt of this email before participation in the 'External Demo Registry 2' reqistry.

Activate your account by entering the confirmation code from the welcome email you received. Alternatively, you may click on the link within the email. Please note that using the link
will require that you re-enter your username and password.

Confirmation Code 537892
Submi

Note:

If you do not see this email, please ensure that the provided email address is correct. Please add regisadmin@rarediseases.org to your contacts so that messages from us do not get
directed to your email spam.

Resend confirmation email.

Figure 6. Entering the confirmation code to complete registration

11. Click on Participant Enrollment.
12. Select the appropriate Option. You can add yourself, or someone else. Note: the Study
Participant is the person who has the condition or diagnosis.
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Participant Enroliment

Welcome! You are in good company. There are currently 89 Participants in this registry.

# Home / Participant Enroliment

I have a rare dizease diagnosis and would like to answer surveys on my experience.

Add Yourself as a Participant

I am a parent or other legally authorized representative of a person with a rare condition and | would like to answer surveys on their behalf.

Add Someone Else as a Participant

I would like to start answering surveys for a participant that has already been enrolled by another legally authorized representative.

Start Participant Transfer

You have no active participant enroliments.

You haven't added any survey participants yet.

Newsletter

Figure 7. Adding a Participant

Alternatively, you can begin the process of transferring a Participant from one party to
another. Speak to your study administrator if you have questions.

13. To enroll a Participant, fill in the fields as they apply to the Study Participant.

Add Yourself as a Survey Participant

# Home / Participant Enroliment / Add Yourself as a Survey Participant

Before you can add yourself as a survey participant, we need a bit more information about you -
Add Yourself as a Participant
Participant Birthdate (MM/DD/YYYY) * 02/09/1997
Please verify that your bifth date is February 8, 1987
Participant Age 22 years okt
Ifthis is correct, click Add Yourself to add yeurself as a participant.
‘Country of Residence * United States v
—
Preferred Contact Method v Cancel Add YOUSER
Preferred Contact Language v
Home Phone 202-222-111
Work Phone
Mobile Phone

Address Line 1

Address Line 2

City

State, Province, or Prefecture

Postal Code

l K Add Yourself l

Cancel

Figure 8. Adding Participants — Adding yourself as a Participant
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Add a New Survey Participant

% Home / Participant Enroliment / Add a New Survey Participant

If you are adding someene other than yourself as a participant in the registry, please ensure you are legally able fo do 50 &s the caregiver, guardian, or legally authorized representative.

Your relationship to the participant * - v
Participant First Name *
Participant Middle Name
Participant Last Name *
Participant Birthdate (MM/DD/YYYY) *

Participant Date of Death (MM/DD/YYYY)
(if applicable)

Country of Residence * — v

Can we contact the participant directly? ® Yes U No

Preferred Contact Method — v
Preferred Contact Language — v
Email
Home Phone

Figure 9. Adding participants - Adding another person as a Participant

14. Grant Consent

Participant Enrollment

Welcome! You are in good company. There are currently 110 Participants in this registry.

A Home / Participant Enrollment

Active Participants

Consent Granted

Bart Simpson No Grant Consent To Take Surveys
Lisa Simpson No Grant Consent To Take Surveys

< Add Participant . Start Transfer

Figure 10. Accessing the Consent
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Note: You must agree to all terms outlined in the Consent Form.

Do you confirm that you have read the Informed Consent Agreement? o
I give permission on behalf of the study participant to provide research data to the Power of Patients Registry only for the purposes described above.

/ ® Yes O No
I give permission on behalf of the study participant to provide research data that has been de-identified to the Power of Patients Registry for future,

undefined research.
@ Yes O No

/

K} | Agree with the Terms of Consent

Cancel without Agreeing to the Terms of Consent

Grant Consent?

Please confirm that you agree to all Terms in the Consent document by clicking below:

ml | Agree with the Terms of Consent I

Figure 11. Granting Consent

15. Access Surveys by clicking on Take Surveys.
Participant Enrollment

Welcome! You are in good company. There are currently 9 Participants in this registry.

# Home / Participant Enroliment

Active Participants

¥ rou paicpan

Name Consent Granted

Jed Clampett Yes Delete | Manage Consent

Actions

Figure 12. Participant Dashboard

16. Complete the surveys applicable to the Study Participant. Click the Take button next to the

Survey Title to open the survey.
a. NOTE: The Reporter is listed in the top right hand corner of the page and the
Study Participant is listed on the left side of the page. If someone is answering
surveys for themself, both the Reporter and Study Participant fields will reflect the

Same name.
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Study Participant

POWER OF PATIENTS Home

14%

Initial Surveys (5) Started (1)

Surveys Not Taken

Survey Title

Participant Profile
Diagnosis
Treatment and Review of Systems

Quality of Life Pediatric

About ~

Surveys for Dick Grayson

Survey Progress:1 of 7 Surveys Completed

Results (1)

News

Contact

A Home / Participant Enrollment / Surveys for Dick Grayson

Participant Enrollment

v

A Bruce Wayne -

& Take

# Resume

# Take

& Take

Survey Version Date Prerequisite Surveys

August 31, 2018

August 31, 2018

September 13, 2016

September 13, 2016

LT

Medical Reports August 31,2018 Participant Profile

Figure 13. Completing surveys

17. Complete the survey. Questions marked with a red * require a response.

In which country was the Participant United States v
born, as shown on their birth
certificate? " <«
In which state or territory was the v

Participant born, as shown on their
birth certificate?

What is the name of the city, town or
village of the Participant's birth (as it
appears on the birth certificate)?

A 'm Finished

Figure 14. Completing questions and submitting surveys

18. When a survey has been completed, click on the I’'m Finished button. If not completed,
surveys can be saved as drafts by clicking the Finish Later button. Click the Cancel button to
leave the survey and return later. Note that if you click Cancel, no changes will be saved.
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19. Using the Calendar Feature

The registry platform supports date entry via a calendar feature.

Participant Birthdate (MM/DD/YYYY) *

Participant Age

Participant Date of Death (MM/DD/YYYY)

Can we contact the participant directly?

Preferred Contact Method

Preferred Contact Language

11/08/1990
< November 1990 >
Su Mo Tu We Th Fr Sa
29 30 31 1 2 3
4 5 6 7 n 9 10
1" 12 13 14 15 16 17
18 19 20 21 22 23 24
25 26 27 28 29 30 1 |v

SpoKen Engnsn

Figure 15. Date Field Displaying Calendar Widget

To use the calendar feature, click on the date field.

Edit Participant Profile [E2

Participant First Name * ot

Participant Middle Name

Participant Last Name * Bahn
Participant Birthdate (MMWDD/YYYY) * [ 0808/ 1988 ]
Participant Age 29 years old
Participant Date of Death (MM/DO/YYYY) [ ]

Can we contact the participant directly? ~ ® Yes 1 No

Preferred Contact Methad

Preferred Contact Language

Address Line 1

Address Line 2

City

State, Province, or Prefecture

Postal Code

Click on
Birthdate (or
Date of Death)
field to engage
Calendar
Picker:

Edit Participant Profile [

Participant First Name *

Participant Middie Name

Participant Last Name *

Participant Birthdate (MMDDIYYYY) *

Participant Age

Participant Date of Death (MWDD/YYYY)

Can we contact the participant directly?

Preferred Contact Method

Preferred Contact Language

Address Line 1

Address Line 2

City

State, Province, or Prefecture

Postal Code

o

Bahn

Su Mo Tu We Th Fr Sa

14

1 2 23 24 25 » 7

28

August 1988 »

3 4 5

11 2
7“9\0'

15 1% 17 18 18 20

22 30 N

Figure 16. Using the Calendar Feature

To easily scroll through the calendar options, click on the header field. Clicking on the month
will populate all the months. Clicking on the year will produce more years, etc. Use the left
and right arrows to navigate to the desired time point.
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Click on year range
to see more years:

Click on month to

see more months: see more years:

Click on year to ‘

ORI0B/1088 l 08/08/1988 l

Su Mo Tu We Th Fr Sa

0D8/08/1988 l

1988 > < 1983-1994

1 1 2 3 4 5 [ Jan Feb Mar Apr — 1983 1984 1985 1986
T n 9 10 1 12 13
14 15 18 1w 18 19 20

May  Ju Jul 1987 [REECE 1989 1990
21 2 2 24 25 26 27

28 2 N ¥
Sep Oct Nov  Dec 1991 1992 1993 1994

Click arrows to navigate
through different date ranges:

—_—

fow
()

1900-2007 .‘

1800- 1812- 1824- 1836-
1911 1923 1835 1947

1948.- 1960- 1972- RELLE
1959 1971 1983 |ERlEsH)
1996 -
2007

Figure 17. Calendar 'sc'rolling'dptions'

Note that dates can also be typed directly into the calendar field.

20. Updating and Retaking Surveys

Some surveys will be available to edit after submission and others will be set to a regular
retake, or longitudinal, schedule. This supports the study of the disease over time. You may

opt in for email reminders when retakes are due.

Surveys for Homer Simpson

#A Home / Participant Enrollment / Surveys for Homer Simpson

Survey Progress:1 of 7 Surveys Completed

Surveys Not Taken

Survey Title Survey Version Date

Wolfram Syndrome Diagnosis and Treatment & Take February 2, 2022

Wolfram Syndrome Associated Diagnoses & Take February 2, 2022

Additional Medical and Family History & Take February 1, 2022

Adult Quality of Life - Social/Emotional & Take February 2, 2022

Adult Quality of Life - Physical/Medical & Take February 2, 2022

Genetic Reports # Take February 2, 2022

Prerequisite Surveys

Figure 18. Participant Survey List

To update a survey, click on the Updatable tab and click the Edit button next to the survey. The
survey will populate with the previous answers. Simply edit any information that has changed.
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Surveys for Homer Simpson

A Home / Participant Enrollment / Surveys for Homer Simpson

Survey Progress: 1 of 7 Surveys Completed

Initial Surveys (6) Updatable (1) Surveys to Retake (1)

Updatable Responses

You have completed these surveys and may now view your answers by clicking on the View button next to the survey title. You can update a previously
completed survey by clicking on the Edit button.

Survey Title Survey Version Date Submitted Date Last Updated Date

Participant Profile January 13, 2020 March 6, 2020 Never

Figure 19. Accessing Updatable Surveys

To retake a survey, click on the Surveys to Retake tab and click the Retake button next to the
survey. Longitudinal surveys will be blank each time, to capture fresh unbiased information.

Surveys for Homer Simpson

#A Home / Participant Enrollment / Surveys for Homer Simpson

Survey Progress: 1 of 7 Surveys Completed
14%

Initial Surveys (6) Updatable (1) Surveys to Retake (1)

Surveys to be Retaken

These surveys are a part of the study schedule and require completion at varying intervals. A survey can be completed according to the date displayed
in the Next Follow-Up column.

Survey Title Last Taken Version Date First Taken Last Taken Last Updated Next Follow-Up

Participant Profile January 13, 2020 March 6, 2020 March 6, 2020 Never March 7, 2020

Figure 20. Retaking Longitudinal Surveys
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