
Welcome to the NACC Session!
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NACC Data Platform Sarah Biber, PhD (NACC)

Becoming More Multimodal and Expanding 
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Kristen Russ, PhD (NCRAD) 

Gil Rabinovici, PhD (UCSF ADRC) 

Rhoda Au, PhD (Boston University ADRC) 
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UDSv4 Plan

Sarah Biber, PhD – NACC Executive Director

Thursday, October 17, 2024

2024 Fall ADRC Meeting



UDSv4: Collaborating to create a new gold-standard 
for clinical phenotypic data collection in AD/ADRD



UDSv4: Defining a new standard for the field 

Aligned with key scientific advances

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

Digital Voice

ATN

• A: Amyloid

• T: Tau 

• N: Neuro-

degeneration

• Neuropsychological 

exam

Kind AJH, Buckingham WR. Making Neighborhood-Disadvantage Metrics Accessible - The Neighborhood Atlas. N Engl J Med. 2018 Jun 
28;378(26):2456-2458. doi: 10.1056/NEJMp1802313. PMID: 29949490; PMCID: PMC6051533.



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



Data-Informed
Timeline, Tools, and Strategies 



NACC UDSv4 Pilot Complete!

Benefits

• NACC, the CTF, and the EDC Workgroup obtained actionable 
feedback on UDSv4 resources, tools, and timelines

• ADRCs practiced:

o Obtaining IRB approval for Administering the new UDSv4 forms content to 
participants across cognitive categories

o Collecting UDSv4 data with new EDC tools

o Submitting UDSv4 data to the NACC Data Platform via new submission options

o Leveraging UDSv4 documentation and training materials

3-month UDSv4 Pilot: end of May – end of August 2024



NACC UDSv4 Pilot Complete!

23 ADRCs Participated

16

1

6

ADRCs tested clinical core participants

ADRC tested mock participants

ADRCs did not administer to participants

3-month UDSv4 Pilot: end of May – end of August 2024

55 Subjects

51

4

ADRC Participants

Mock Participants (ADRC staff)

Spanning all cognitive diagnoses



ADRCs Vary in Their Degree of 
Readiness to Transition to UDSv4



UDSv4 Pilot Survey Results

UDSv4 

Administration 

Time Varies

Average additional administration time for UDSv4: 1 hour



Anticipated time needed to transition to UDSv4 

for all prospective data collection varies

UDSv4 Pilot Survey Results



UDSv4 Pilot Survey Results

Pilot ADRCs are making progress towards

preparing for the UDSv4 transition 

August 2024 Survey

# of ADRCs

In general, how prepared do you think your site is for the transition to UDSv4? 



UDSv4 Pilot Survey Results

Pilot ADRCs are off to a great start leveraging the new 

NACC electronic data capture and submission system

August 2024 Survey

# ADRC

Responses

How easy was it to use the new REDCap forms and submission system?



Responding to your Pilot Feedback

A collaboration between NACC, CTF, and the EDC Workgroup

• General
o Website with centralized resources

o Additional implementation time

• Clinical 
o Updating some forms and clinical guidance documentation 

o Additional clinical trainings and webinars

o Boiler plate language for IRBs

o Clinical support via the ADRC Community Forum 

o Recommend forms that can be sent to participants in advance 

• Technical 
o Changes to REDCap form logic and rules

o More accessible API documentation

o Hosting a sandbox environment where ADRC can practice data submission



UDSv4 Support and Resources



How to get your site ready for UDSv4



When are we transitioning to UDSv4?







NACC

UDSv4 ADRC Launch

ADRC Sites

Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026



Final UDSv4 Forms &
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

NACC

ADRC Sites

UDSv4 ADRC Launch



UDSv4 ADRC Launch

Final UDSv4 Forms &
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

Training and Support

NACC

ADRC Sites



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

UDSv4
Deadline

NACC

ADRC Sites

UDSv4 ADRC Launch

Training and Support



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

All UDS visits done with UDSv4

UDSv4
Deadline

No more prospective UDSv3!

NACC

ADRC Sites

UDSv4 ADRC Launch

Training and Support



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

All UDS visits done with UDSv4

UDSv4
Deadline

No more prospective UDSv3!

NACC

ADRC Sites

NACC Compliance Tracking

UDSv4 ADRC Launch

Training and Support



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

All UDS visits done with UDSv4

UDSv4
Deadline

No more prospective UDSv3!

NACC Compliance Tracking

NACC

ADRC Sites

UDSv4 ADRC Launch

Training and Support



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

UDSv4
Deadline

All UDS visits done with UDSv4

No more prospective UDSv3!

UDSv3 Exceptions:

- Spanish and Chinese 

translations

NACC Compliance Tracking

NACC

ADRC Sites

UDSv4 ADRC Launch

Training and Support



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

UDSv4
Deadline

NACC Compliance Tracking

UDSv3 Extension 
(for approved centers)

NACC

ADRC Sites

UDSv4 ADRC Launch

Training and Support



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

UDSv4
Deadline

NACC Compliance Tracking

UDSv3 Extension 
for approved centers

NACC

ADRC Sites

UDSv4 ADRC Launch

Training and Support



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

NACC Compliance Tracking

UDSv4
Deadline

UDSv3 Extension 
for approved centers

NACC

ADRC Sites

UDSv4 ADRC Launch

Training and Support



Final UDSv4 Forms
Documentation Available

End of NACC
Grant Cycle

UDSv4 Start Window

Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May

2024 2025 2026

NACC Compliance Tracking

UDSv4
Deadline

NACC

ADRC Sites

UDSv4 & UDSv3 Public Dashboard/Leaderboard

UDSv4 ADRC Launch

Training and Support

All UDS visits done with UDSv4

No more prospective UDSv3!



UDS Public Dashboard and Leaderboard



Thank you to the CTF!

Clinical Task Force

Thank you Jessica Culhane and Kathryn Gauthreaux!



Thank you EDC Workgroup Leads & Co-leads!



Connect with me

Sarah Biber, PhD – NACC

biber@uw.edu
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