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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 

RARE-X is not a replacement for any 
current research or clinician-sponsored 
patient registries.

What Is 
RARE-X?
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Speed!

The speed and productivity of innovation in rare 
disease is limited by cost and lack of access to 
standardized, structured patient data

Data exists, but is captive within silos

Data is not in a structured, 
standardized format that is useful to 
research/patient communities 

Data doesn’t yet exist; most groups 
don’t have the resources to collect data 
properly

What Are We 
Solving For?
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Why did 
DESSH

Leaders 
Choose 
RARE-X? 

4

● GLOBAL data collection

● Patient owned and managed - not organization 
managed

● No cost to patients or organizations

● No cost to researchers (scientists/pharma)

● Structured, standardized Q&A

● Governance is handled

● Streamlines researcher access to data - 
de-identified data is made available in 
Federated Data Access Platform

● Speeds up research and drug development

● Ability to connect to existing data sources 



● Collecting data on ALL systems of the body will allow a better 
understanding of the disease

● Summary data returned to the community so you can compare 
your symptoms to others with the same disease

● The chance to participate in clinical trials
● Ability to update a change in symptoms at any time
● Reach more researchers worldwide 
● Ability to manage who uses your data
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What is the benefit for patients/caregivers/families? 
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Patient Dashboard

Patient Journey in the 
Data Collection Portal (DCP)

Community 
Page

Get Started

Enroll in 
DCP

Matrix 
Terms of 

Use

Patient 
Consent & 

Data     
Sharing 

Preference 
Survey

Patient 
Community

Patient 
Dashboard

Potential  Survey Topics (Domains)

General Info Gen Medical Quality of Life

Eye

Neuro Gen

Kidney Heart Lung

Skin Endocrine Med Usage Ear

Verification email is 
sent to you - letting 
you add a password 
and complete your 
registration

Welcome
Privacy Policy
Terms of Use
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How To Access Data Collection Program
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https://dessh.rare-x.org/

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


● 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

● 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)

Caregivers should also check the 
“Patient Participant” box if:

● they are diagnosed with the 
disease 

● they are a “carrier” of the 
disease
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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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2. Confirm your verification code    1. Request your verification code 3. Create your password
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Email Verification (multi-factor for your privacy)



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 
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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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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Caregiver 
Dashboard

Adding a 
Patient

Confidential 
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Caregiver 
Dashboard

Navigating 
Between 

Caregiver & 
Patient

Confidential 
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Surveys 
Health & 

Development
You should choose the 

Diagnosis Survey to provide 
more detailed information 

about the diagnosis

Confidential 
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Surveys 
Head to Toe

Click on the “X” to 
save & exit

Confidential 
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Genetic 
Testing 

Information

Confidential 
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Genetic 
Testing 

Information
Updating a 

Genetic Report

1- Documents 2- Upload & Tag

3- Save & View

Confidential 

28



Surveys 
Level 2 Survey 

Example
More detail than Head to 

Toe, but not a “deep dive”

Always able to provide 
additional details in “free 

text” section at the bottom 
(do not use patient’s name 

or other identifiers)

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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Please try not to put an identifying 
information in the free text area!



Surveys 
Vineland Survey

You do not have to complete 
the Vineland Survey in 1 sitting, 
but you do have to complete it 

within 30 days of starting

Confidential 
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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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Thank You!


