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Overview

• Brief Introduction to NORD

• IAMRARE™ Registry Program: History, Development, and Growth

• Partnerships and Collaborative Research Models

• Real-World Case Studies from NORD’s Registry Community 
• Value and Impact of RDCA-DAP in Context
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IAMRARE™ Program

• IAMRARE™ Platform

• Training, User Guides

• Study Resources

• Core Survey Library

• Custom Survey Support

• Templates (e.g. consent, marketing)

• Centralized IRB Partnership

• IAMRARE™ Community
• Portal, Meetings, Webinars, 

Newsletters, Videos, Peer-to-peer

Discovery

Design & 
Build

Training

Optimize & 
Deploy

Ongoing 
Support
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IAMRARE™ Program
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NORD Partnership Models
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Value and Impact of 
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Value and Impact of RDCA-DAP

• Transformative collaboration

• Leveraging capabilities and expertise

• Development of new tool(s) and data optimization to accelerate 
discovery and therapeutic product development

• Flexibility to design solutions to overcome well-known data challenges

• Effective use of resources

• Innovative technologies that drive efficiencies and reduce costs

• Standard-setting and evaluation of measure sets* 

• Convening a ready-made collaborative global network                                     
to support clinical trials*



RDCA-DAP in Context

NORD Registry-Now

• Centralized disease-

neutral platform

• Prospective natural 

history data collection

• Consolidation of 

stakeholder efforts

• Community-driven

NORD Registry-Next

• Evaluate COAs for 

use across conditions

• Systematic collection 

of data

• Set standards for 

recruitment, 

retention, and 

engagement 

• Education and 

training

NORD Registry-Near Future

• Support natural history study 

designs that can serve as 

external control

• In partnership, demonstrate 

successful usability of natural 

history for controls

• Define global rare disease 

data standards

• Return of value to community

• Consolidated source for 

registry data integration for 

RDCA-DAP



Summary Points

• Our rare disease research partnerships reflect authentic engagement 
and sustained collaboration. 

• NORD is the primary initiation point for patient organizations 
interested in participating in the RDCA-DAP.

• Our model can keep data proprietary and separate, but the 
community together.

• With our partners at C-Path and FDA we are designing solutions to 
bridge stakeholder needs and deliver impact.

• We hope you will join us as registry partners, data partners, and 
research project collaborators!



Questions?

Contact: research@rarediseases.org




