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NACC Data is FAIR

NACC sets data standards 

for the field



NACC Data is FAIR

Defining Standards for the Field

• Our consortium sets clinical 

research data standards for 

AD/ADRD data

• Data is standardized before it is 

submitted to NACC

• Gold-standard for how clinical phenotypic neurocognitive data should be 

collected for ADRD



a

NACC UDS Translations

UDSv3 has been 

translated into a 

total of 33 languages 

for use in 147 different 

international studies!



NACC Data is Used All Over the World

Since 2022, NACC data 

has been requested by 

investigators from more 

than 58 different countries!



NACC Data Has Enabled Major Breakthroughs in the ADRD Field 



Increased Utilization of NACC Data

System update 1: Expanded Quick-Access file types (FTLD, LBD, CSF, MRI, PET, scans)

System update 2: Data request survey through REDCap

102% increase in the

number of data requests

23% increase in the number of 

published studies using NACC 

data



UDSv4 Updates & Timeline



Thank you to the CTF!

Clinical Task Force



Critical New Content to Align with Advances in the Field

ADRD-Disease Modifying Drugs

Form A4a: ADRD-Specific Treatments

Social Determinants of Health

New Concepts More Inclusive

• Subjective Cognitive Decline

• Mild Behavioral Impairment

• Addition of the new verbal learning test

A1a: Social Determinants of Health

• More inclusive gender and sexual 

orientation questions

• Captures multi-racial identity



100% of UDSv4 REDCap forms developed

Completed UDSv4 Content, PDFs, and REDCap Forms

100% UDSv4 content complete!

Approved by CTF

• Form A1

• Form A1a: SDOH

• Form A2

• Form A3

• Form A4

• Form A4a: ADRD-

Specific Drugs

• Form A5/D2

• Form B1

• Form B3: UPDRS

• *Form B4

• *Form B5

• *Form B6

• *Form B7

• Form B8

• Form B9

• Form D1a

• Form D1b

• Form C2/C2t

*No changes 

from UDSv3

New forms



Topic Project - Activity or deliverable ✓
2024 2025 2026

FutureQ2 Q3 Q4 Q1 Q2 Q3 Q4 Q1 Q2
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UDSv4 

Implementation

Content complete and PDFs shared (initial packet)

REDCap forms complete and shared (initial packet)

Follow-up packets complete (PDF and REDCap)

UDSv4 START – used for all ADRC data collection

UDSv3 STOP – backlog submission stop for ADRCs

UDSv3 STOP – Spanish and Chinese /Affiliated studies

Pilots
NACCID Pilot

UDSv4 Pilot

UDSv4 

Resource 

Development

UDSv3 to UDSv4 crosswalk

UDSv4 onboarding checklists

SOPs on how to leverage REDCap for UDSv4

Data element dictionary

Coding guidebooks

QC rules and codes published

ADRC Training 
and Support

Launch Community Forum

Clinical Staff Training Session

UDSv4 and NACCID Pilot training

Bi-Weekly Office Hours

UDSv4 Digital Voice Guidelines

UDSv4 

Translations

Chinese Translations (funded by separate R01)

Spanish Translations

CompleteDraft Deadline

UDSv4 and EDC Timeline

Activity Duration✓ Current Status
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UDSv4 Resources

Keeping You in the Loop!

Stay tuned for USDv4 
implementation strategies 

in the Q&A Panel at the 
end of today's session!

View latest updates on the 

NACC website:

bit.ly/UDSv4Updates



Providing Next Generation
Informatics Infrastructure



Launched New NACC Data Platform: A Modern Cloud-based 

Multimodal Data Integration and Harmonization Platform



New NACC Data Platform Features 

That ADRCs Will Interact With Via UDSv4



Modern and Streamlined 
Electronic Data Capture System



• Launched in January 2022

• 97 people across 33 ADRCs

Electronic Data Capture Workgroup

Go to naccdata.org/edc to learn more!

Saves time, enhances sharing, and improves data quality

Built a Modern Electronic Data Capture System



Driving REDCap and EDC Adoption

COMPARISON March 2022, June 2023, April 2024 Surveys



Driving REDCap and EDC Adoption

COMPARISON March 2022, June 2023, April 2024 Surveys

PDFs and any EDC will still work!



Thank you EDC Workgroup

Leads & Co-leads!



Thank you EDC Workgroup 
Requirements Subgroup members!

• Ari Bhaumik 

• Ashley Wilson 

• Ben Keller 

• Bill Sanns 

• Carolyn Zhu 

• Chad Murchison 

• Christopher Barnes

• Donald Saner 

• Fangfang Shi 
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• Justin Barber
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• Lingyi Lu

• Meredith Zozus

• Niranjana Shashikumar

• Panpan Zhang

• Ricardo Amador

• Robert Bauer Robin

• Stillwell-Minear Sade
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• Sarah  Farias

• Sarah Biber

• Sarah Gaussoin

• Sarah Gothard

• Shelley Ferson

• Sudeshna Das

• Sudha Seshadri

• Talia Seshaiah

• Tiffany  Kollah

• Timothy Shannon

• Tung Le

• Vijaya Kolachalama

• Will Affleck-Asch

• Zac Kasper



Thank you EDC Workgroup 
Development Subgroup members!

• Alok Vedvyas

• Aron Kuch

• Ashley Wilson 
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• Zac Kasper



Thank You EDC Workgroup,

Documentation & Training Subgroup members!

• Alok Vedvyas

• Anne Buffington
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Join the EDC team!

Join our 97 members across 33 ADRCs!

―

Go to naccdata.org/edc to learn more and sign-up!



New NACC Data Platform Features 

That ADRCs Will Interact With Via UDSv4



ADRC Portals



New ADRC Portals

ADRCs can submit, view, audit, and access their participant data
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New ADRC Portals

ADRCs can submit, view, audit, and access their participant data



ADRC Portals and the Upcoming Pilots!

ADRCs can submit, view, audit, access, 

and manage their participant data



Flexible UDSv4 Collection and Submission

REDCap or any other local EDC!

Direct

Entry

Bulk File Upload

Upload Data via API

Direct Data Entry into 

NACC REDCap



Becoming More Multimodal



Expanding Multimodal Data Integration and Interoperability

To tackle the most pressing 

challenges in the field, 

researchers need to be able to 

readily access increasing 

amounts of multimodal data 

that are high-quality, 

harmonized, and integrated



Launched New NACC Data Platform: A Modern Cloud-based 

Multimodal Data Integration and Harmonization Platform
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Launched New NACC Data Platform: A Modern Cloud-based 

Multimodal Data Integration and Harmonization Platform



Launched New NACC Data Platform: A Modern Cloud-based 

Multimodal Data Integration and Harmonization Platform



a

Mission: Collect large 

quantities of standardized 

imaging data, integrate it with 

other data modalities 

available via NACC, and 

share it with researchers 

around the world to advance 

the field.

Standardized MRI/PET Data



a

NACC's Partnership with SCAN

1) Facilitate ADRC participation

2) Support data quality

3) Provide data access

NACC's ROLE



Visit
scan.naccdata.org/

Goal 1. Facilitate ADRC Participation

               New SCAN Website!

https://scan.naccdata.org/


a

Standardized MRI/PET Data

A dramatic increase in SCAN submissions
• PET: 3,689 PET scans

• MRI: 22,589 MRI series

• ADRCs: 36 ADRCs



a

Goal 2. Support Data Quality

PET Example

    SCAN QC Dashboards (MRI and PET)

• Available via ADRC Portals within the NACC Data Platform

• Sites can track the QC status of their MRI and PET submissions, allowing them to rapidly address errors

• Serves as an auditable record of all SCAN MRI and PET data submitted to date, downloadable as a csv file

Example ADRC
V_scan_pet_dashboard.csv
Last modified: 5/3/2024, 12:04:53 AM



Data Front Door: One-Stop-Shop for All ADRC Data

Goal 3. Provide Data Access



Data Front Door: Advanced Data Search, Visualization, and Access

One-Stop-Shop for All ADRC Data



Data Front Door – SCAN Dashboards

SCAN Public Real-time Dashboard

Real-time numbers on how much MRI/PET data was provided by each ADRC and available to the 

research community. Visit scan.naccdata.org



Goal 3. Provide Data Access



Goal 3. Provide Data Access

Data available at NACC for researchers

Scan tracer type Total #

  PIB 728

  Florbetapir 139

  Florbetaben 444

  NAV4694 123

Total Amyloid 1,434

  Flortaucipir 578

  MK6240 331

  PI2620 0

Total tau 909

FDG (Fluorodeoxyglucose) 458

PET Data Received by SCAN: 3,689 scans (from 22 ADRCs)

SUVR (amyloid, tau) data available to researchers via NACC:  2,801 scans



Data that will be available at NACC soon

Series Type Total #

 T1 2,909

 FLAIR 2,699

 T2 233

 GRE/T2* 543

 dMRI 573

 ASL 0

 HRH 583

 fMRI 344

MRI Date Received by SCAN: 22,589 MRI series (from 35 ADRCs)

FreeSurfer volume/thickness MRI available to researchers via NACC:  1,326 series

Goal 3. Provide Data Access



Free for Researchers Everywhere

SCAN Data Availability

ADRC Portals
All SCAN data 
variables available 
including summary 
and analysis data

NACC Data Front Door
SCAN summary and analysis data 
available via the NACC Quick 
Access File Data Request System

ADRC Access

ADRC 
Portals
SCAN 
MRI/PET QC 
Dashboards

NACC Data Front Door
SCAN Public Dashboard

NACC Data Front Door

Raw Image Availability: via 
NACC and LONI

Cohort Selection Tool: Build 
your own multimodal dataset!

Secure Enclave: Download 
your dataset into a secure 
enclave for analysis

Oct
2023

Apr
2024

Future
July
2024



Submit SCAN-Compliant Data Here:

https://ida.loni.usc.edu/

ONLY Submit SCAN-Compliant 
MRI and PET Images to 

SCAN/LONI

SCAN compliance details: https://scan.naccdata.org/

Submit Non-SCAN-Compliant
MRI and PET Images to NACC

Submit Non-SCAN-Compliant Data:

https://scan.naccdata.org/

Help keep the data flowing!

http://shttps/ida.loni.usc.edu/
https://scan.naccdata.org/
https://scan.naccdata.org/


Expanded SCAN Team

NACC Team
Sarah Biber

Bud Kukull

Brittany Hale

Brendan Smith

Zach Stark

Jessica Culhane

LONI Team
Arthur Toga

Karen Crawford

SCAN PET 
Team
William Jagust (PI)

Bob Koeppe

Susan Landau

Suzanne Baker

Tessa Harrison

Trevor Chadwick

SCAN MRI Team
Clifford Jack (PI)

Charles DeCarli

Chadwick Ward

Pauline Maillard

Christopher Schwarz

Denise Reyes

Bret Borowski

John Moore-Weiss

Leonard Matoush

Robert Reid

Anne Effron

Gregory Preboske

Jeffrey Gunter

Matthew Senjem 

Colin Hortman

Kejal Kantarci

Oliver Martinez

Imaging Core Steering 

Committee

Imaging Core SC
Emily Rogalski

Annie Cohen

Trey Hedden

John Detre

Renaud La Joie

Mark Lowe

Beth Mormino

Sterling Johnson



Making it Easier to Access 
Multimodal Data



Expanding Multimodal Data Integration and Interoperability



Data Front Door: Advanced Data Search, Visualization, and Access

One-Stop-Shop for All ADRC Data



Register today!

Leveraging Multimodal AD/ADRD Data to Advance Discovery

AD/ADRD Multimodal 
Data Workshop

Learning objectives:

• Discover the multimodal data resources that are 

available from some of the leading ADRD data 

centers

• Pitch ideas and form teams for deciphering how 

multimodal data can best be leveraged to address 

the most pressing ADRD research questions

• Identify multimodal data infrastructure needs, 

gaps, and solutions

Friday, July 26th | 1-5pm ET

Thank you to our partners!



Thank You!
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