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Agenda

● What is RARE-X?

● Mission & Values

● What are we solving for?

● The RARE-X Data Collection Portal 

● Data Governance



Agenda

● Benefits of the Data Collection Program
● Getting Started
● DCP User Journey  
● Other Tips
● How this data collection is different



● RARE-X is a NONPROFIT created to accelerate rare disease 
research, treatments, and cures by removing barriers for data 
collection and sharing

● RARE-X is a platform to collect, connect, and share data 

● RARE-X does not own, sell, or do research with the data they 
collect

What Is RARE-X?
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● Participant owned 
● Data security/privacy
● No cost to participants
● No cost to researchers 
● Structured, standardized 
● Data on all body systems
● Streamlines researcher access 
● Speeds treatment development
● Ability to connect to existing data sources 

Why did Usher Leadership Choose RARE-X? 
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● You will get data BACK to you in de-identified summary

● You may have the chance to participate in clinical trials

● Reach more researchers worldwide 

● Update symptoms at any time

● Manage who uses your data

● Speed up treatment development

What is the benefit to YOU? 
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Why Providing The Broadest Data Sharing Is Critical
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What Do You Need To Get Started? 

● Email address and Create a password
● An approved Browser

• Google Chrome, or
• Apple Safari version 14 or higher
• Microsoft Edge

● No need to finish it all at once
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Participant Journey in the Data Collection Portal
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Usher Syndrome Community Page on RARE-X

https://ushersyndrome.rare-x.org/

https://ushersyndrome.rare-x.org/


First-time Login Page
(Pre-Qualifications Page)
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All biological parents of underaged 
children with Usher syndrome would 
be considered “carriers” and should 
also choose “Patient Participant” in 
addition to “Caregiver”
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Receive Account Creation Email 

If you do not receive a response within a few minutes, check 
your spam/junk folder
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Email Verification (multi-factor for your privacy)

1. Request your verification code 2. Confirm your verification code    3. Create your password
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Login to the DCP
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Terms of Use 
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Informed Consent - 8 Pages of Detailed Q&A to Ensure Understanding 
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Informed 
Consent

Check all that apply
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General Information - Demographics  

Demographic data is 
collected on both 
caregivers and participants
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General Information – Other Information
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Data Sharing Preference Agreement

By selecting 
General Research 
your participant’s data 

will reach the most 
researchers 

(recommended)
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Data Sharing Preference Agreement
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Data Sharing Preference Agreement
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Data Sharing Preference Agreement
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Data Sharing Preference Agreement
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Caregiver Dashboard
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Adding a participant to Your Caregiver Dashboard
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Caregiver Dashboard
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My Dashboard
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Health and Development Survey
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Genetic Testing Information
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Uploading a Genetic Test Report
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Level 2 Surveys
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Answering Level 2 Surveys
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Level 2 - Eyes/Vision Survey (partial)



36

Level 2 Surveys - Adding Additional Symptoms at the Bottom
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Level 2 Ears  -  Hearing Survey



Level 2 Brain - Nervous System Survey
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Diagnosis Survey
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Quality of Life - Examples of Questions
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Dashboard – Completed Tab
 



● Comprehensive across all body systems

● This is YOUR community’s data collection program

● Ability to do cross-disease research

● Return of de-identified summary data to community

● Complement other studies

● Ability to update over years and years - showing 
progression of disease 

How is this data collection different from other data 
collection programs? 
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https://www.perkins.org/accessibility-statement/
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https://www.perkins.org/accessibility-statement/


If you have any questions, experience and technical 

issues, or want to provide any feedback please send an 

email to:

support@rare-x.org

and cc: n.odonnell@usher-syndrome.org
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Thank you!

Questions?


