
Welcome to the NACC Session!

Topic Speaker Names

Welcome Walter Kukull, PhD (NACC)

UDSv4 Launch

Sarah Biber, PhD (NACC)

Jess Welsch, MBA (NACC)

Cindy Carlsson, PhD (Wisconsin ADRC) 

Sudeshna Das, PhD (Massachusetts ADRC) 

NACC Data Platform Sarah Biber, PhD (NACC)

Becoming More Multimodal and Expanding 

Interoperability

Kristen Russ, PhD (NCRAD) 

Gil Rabinovici, PhD (UCSF ADRC) 

Rhoda Au, PhD (Boston University ADRC) 

Bill Jagust, PhD (UC Berkeley ADRC) 



NACC Data Platform:
What's New and Where

Are We Headed?
Sarah Biber, PhD – NACC Executive Director

Thursday, October 17, 2024

2024 Fall ADRC Meeting



NACC Data Platform: A Next-Generation Multimodal 
Data Integration, Interoperability,

Harmonization, and Sharing Platform 



New NACC Data Platform: A Modern Cloud-based Multimodal

Data Integration, Harmonization, and Sharing Platform



New NACC Data Platform: A Modern Cloud-based Multimodal

Data Integration, Harmonization, and Sharing Platform



New NACC Data Platform: A Modern Cloud-based Multimodal

Data Integration, Harmonization, and Sharing Platform



New NACC Data Platform: A Modern Cloud-based Multimodal

Data Integration, Harmonization, and Sharing Platform

NACC integrates data, metadata, and analysis data from partner repositories



Ongoing: Collaborating with numerous partners to establish 

and/or expand multimodal data integration and interoperability



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



NACC's Partnership with SCAN

2. Facilitate ADRC participation 1. Identify and address barriers 

4. Provide data access 3. Support data quality 

100% of the 20 ADRCs 

found them beneficial

o Site Interviews 

conducted in May 

and June of 2022

o Identified needed 

solutions (e.g., 

SCAN Dashboard)

o Developed and 

Deployed SCAN 

MRI/PET Checklists 

o New SCAN Website

o A dramatic increase 

in SCAN 

submissions 

PET QC Dashboard 
(Example)

o ADRC-specific SCAN QC 

Dashboards (MRI/PET): 

Sites can track the QC 

status of their MRI and 

PET submissions, 

allowing them to 

rapidly  address errors 

o SCAN Public 

Dashboard

o SCAN MRI and PET 

images, summary and 

analysis data (Volumes 

and SUVRs) are now 

available to researchers 

worldwide via NACC's 

Data Front Door

SCAN Public Dashboard



a

Standardized MRI/PET Data 

A dramatic increase in SCAN submissions
• PET: 4,669 PET scans

• MRI: 33,470 MRI (all series) / 6,111 MRI (T1)

• ADRCs: 35 ADRCs



NACC Data Front Door: Quick Access File

Visit scan.naccdata.org/

SCAN summary, 

analysis, and 

image data available at 

NACC:

• MRI - Volumes

• PET - SUVRs for 

amyloid, tau, and FDG

• Defaced MRI and 

PET images

Data on >3,000 MRI and >3,000 PET scan is available today!

https://scan.naccdata.org/


CLARiTI is Integrated into the ADRC Program Ecosystem 

via NACC's Informatics and Operational Infrastructure

Join the 

CLARiTI 
Session!

Thursday, October 17th 

2:15 - 3:45 am ET

Location: Grand 

Ballroom 



ADRC Portals: Empowering ADRCs with 

streamlined participant management and

multimodal data submission and access 



New NACC Data Platform: A Modern Cloud-based Multimodal

Data Integration, Harmonization, and Sharing Platform



ADRC Portals – Single Sign On Enabled!

ADRCs can manage their participants and 

submit, view, audit, and access their multimodal data

One login to access all ADRC Portal components



ADRC Portals – Launching New NACCID Process

ADRCs can manage their participants and 

submit, view, audit, and access their multimodal data

NACCIDs Assigned at Consent

Launching in January 2025!



New NACCID Process

Example NACCID:

NACC000000

Multimodal Data

• Streamlines multimodal data collection and integration

• Additional verification and Improves participant tracking



NACCID Pilot Survey Results

97% of pilot respondents reported feeling prepared or somewhat 

prepared to assign NACCIDs via our new process

Number of  Responses
42 Feedback Surveys Returned

32 Sites Participated in the Pilot



New NACCID Process

Launching January 1, 2025

Attend the informational webinar on 

November 13, 2024

Full details and demo video 

available at: 

bit.ly/NACCID



ADRC Portals – Launched New EDCS System!

ADRCs can submit, view, audit, access, and manage 
participant data across multiple data modalities



ADRC Portals – Submit Data!

ADRCs can submit a wide range of data modalities

Where to submit UDSv3 and UDSv4 data!



New Modern EDCS System 

Data Collection at ADRCs Data Submission to NACC

Local REDCap

or

Alternative

Local EDC

Direct Entry into 

NACC REDCap

Bulk CSV Upload

Upload Data via API

Automated 
Submission 

PDFs

Streamlined data collection and submission!



NACC UDSv4 Pilot Survey Results

ADRCs are off to a great start our 

new electronic data capture and submission system tools

August 2024 Survey

ADRC

Responses



ADRC Portals – View, Audit, and Access Data

ADRCs can submit, view, audit, access, and manage 
participant data across multiple data modalities



ADRCs can manage their participants and 

submit, view, audit, and access their multimodal data

ADRC Portals – New Data Types Accessible!

Access your participant data from partner repositories/initiatives



a

Real-time ADRC-Specific SCAN QC Dashboards
(MRI and PET Versions)

PET Example

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



ADRC Portals – More Data Types Coming Soon!

ADRCs can view, audit, and access their participant data across a 
wide range of data modalities



ADRC Portals – Program-Wide Dashboards and Reports

ADRCs can submit, view, audit, access,

and manage participant data across multiple data modalities



ADRC Portals – Program-Wide Dashboards and Reports

ADRCs and NIA can now access on-demand ADRC Program 
Reports

Real-time 

On-demand 

Reports

New State



Data Front Door: A one-stop-shop for ADRC 
participant data 



New NACC Data Platform: A Modern Cloud-based Multimodal

Data Integration, Harmonization, and Sharing Platform



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

One-Stop-Shop for All ADRC Data



Data Front Door: NACC Quick Access File

Login into the existing data request system:

https://naccdata.org/requesting-data/data-request-process

Submit a data request (15 min)

Step 1. Sign a Data Use Agreement 

and submit a title with specific aims.

Step 2. NACC reviews request.

Step 3. Approved requests typically 

receive datasets in < 48 hours.

One-Stop-Shop for All ADRC Data

https://naccdata.org/requesting-data/data-request-process


NACC Data Front Door: Quick Access File

Visit scan.naccdata.org/

SCAN summary, 

analysis, and 

image data available at 

NACC:

• MRI - Volumes

• PET - SUVRs for 

amyloid, tau, and FDG

• Defaced MRI and 

PET images

Data on >3,000 MRI and >3,000 PET scan is available today!

https://scan.naccdata.org/


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

One-Stop-Shop for All ADRC Data



Data Front Door: SCAN Public Dashboard and Leaderboard

Real-time numbers on how much standardized and QC-ed MRI/PET analysis 

data is available to the research community from across the ADRC Program. 

One-Stop-Shop for All ADRC Data

Visit 
scan.naccdata.org



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

One-Stop-Shop for All ADRC Data



Data Front Door: NACC's COVID-19/RWD Pilot Platform

NACC has deployed a platform and governance strategy to link clinical (EHR), genetic/genomic 

(NIAGADS/ADSP), and phenotypic (NACC) data with claims data for consented ADRC participants 

within a secure LINKAGE enclave.

One-Stop-Shop for All ADRC Data



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

One-Stop-Shop for All ADRC Data



Data Front Door: Cohort Selection Tools

• Cohort-discovery 

enabled

• Easy to use

• Self-service

• Real-time

• Integrated

One-Stop-Shop for All ADRC Data



NACC Cohort Browser

Researchers can discover/search, build, and visualize
multimodal cohorts using facets (search fields)



NACC Data is a Critical Resource

Advancing Early Detection

Identifying & Stratifying Risk Factors

& Protective Mechanisms

Providing Precision Medicine

Improving Generalizability

Disentangling Heterogeneity

Validating Blood Biomarkers

Key AD/ADRD Challenges & Opportunities



NACC Team



Connect with me

Sarah Biber, PhD – NACC

biber@uw.edu
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