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Data Collection Launch

November 20, 2024



Speed!

● RARE-X is a program of Global Genes 
created to accelerate rare disease 
research and treatments by 
removing barriers for data 
collection and sharing

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

What Is 
RARE-X?
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Patient Dashboard

Patient Journey in the 
Data Collection Platform (DCP)

Community 
Page

Get Started

Enroll in 
DCP

Patient 
Consent & 

Data     
Sharing 

Preference 
Survey

Patient 
Community

Patient 
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Diagnosis 
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Endocrine Med Usage Ear

Confidential 
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Enroll in 
the DCP

Matrix 
Terms 
of Use

Head to 
Toe 

Survey
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https://rare-x.org/nalcn/

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


● Email address and Create a password

● An approved Browser

○ Google Chrome, or

○ Apple Safari version 14 or higher

○ Microsoft Edge

● Do not use an unapproved Browser

○ Internet Explorer 

○ Mozilla

○ Firefox

● What you do NOT need to get started?

○ A Lot of Time 

○ To Finish It All At Once

What Do You Need 
To Get Started?
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First-time 
Login 
Page

(Pre-Qualifications 

Page)
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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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Password 
Creation
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Privacy Policy & 
Terms of Use 

for RARE-X

Login to the DCP

You can access these 
documents anytime by 
clicking on them
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Technology 
Platform
Terms of Use

Confidential 
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Informed 
Consent 

8 Pages of 
Detailed Q&A to 

Ensure 
Understanding 

Confidential 
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Informed 
Consent 

Check all that 
apply

Confidential 
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Informed 
Consent 

If you are a 
caregiver of a 

patient, be sure to 
provide your info 

and the child’s     
info in the correct 

places

Confidential 
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General 
Information 

Caregiver 
Demographics

Demographic 
information collected    
on both patients and 

caregivers

Confidential 
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General 
Information 
Demographics

Demographic 
information collected    
on both patients and 

caregivers

Confidential 
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Caregiver 
Dashboard

Adding a 
Patient

Confidential 
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Click ADD PATIENT on your Caregiver 
Dashboard to add your patient 

participant



Informed 
Consent 

This time,  you will 
complete the 

consent form on 
behalf of the 

patient.

Confidential 
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General 
Information 

Patient 
Demographics

Select the Rare Disease 
Community in the 

patient demographics 
section

Confidential 
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Your disease will be listed 
here!



Data Sharing 
Preference 
Agreement

By selecting General 
Research, your participant’s 

data will reach the most 
researchers (recommended)

Confidential 
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Data Sharing 
Preference 
Agreement

Optional: Setting 
Restrictions

Confidential 
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Data Sharing 
Preference 
Agreement

Confidential 
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Data Sharing 
Preference 
Agreement

Confidential 
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Genetic 
Testing 

Information
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Genetic 
Report Upload
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If you select “No”  you will still be able 
to upload your report later!



Head to Toe 
Survey

All Level 2 surveys 
“branch” from the 

Head to Toe
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Answering “Yes” or “Unsure” will 
trigger Level 2 Surveys



Caregiver 
Dashboard

Navigating 
Between 

Caregiver & 
Patient

Confidential 
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The top left corner will always indicate whose 
dashboard you are viewing!



Surveys 
Level 2 Surveys

Confidential 
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Surveys 
Answering 

Level 2 Surveys

Confidential 
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Surveys 
Adding 

Symptoms Not 
Mentioned in 

Level 2 Surveys

Confidential 
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Try not to include any 
identifying information in 

the free text boxes!



Surveys 
Diagnosis Survey

Confidential 
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Diagnosis Survey
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The Diagnosis 
survey will ask 

about any 
sub-diagnosis 
you may have!

Please note that throughout this survey, "you" refers to the participant with the rare disease. If you are filling this 
survey out as a caregiver, please respond based on your observations of the person you care for.



Diagnosis Survey
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The Diagnosis 
survey will 

also ask 
about genetic 

testing, 
newborn 

screening, 
and family 

history



33

Dashboard
Completed Tab

Confidential 
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Click the ellipsis to View, Edit, 
or Email completed surveys



Email:
● rarexsupport@globalgenes.org

If you have questions or technical issues…
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mailto:rarexsupport@globalgenes.org
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Questions?


