Welcome!

Walter Kukull, PhD, NACC Director

May 14, 2022 — ADRC Spring Meeting
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UDSv4 - The Full Picture
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UDS Data — Impact

O
e 45,000+ Participants with data at NACC
= Clinical assessments

— 1 66!000-'- (1-17 visits per participant; median =3)

6.98(0+ Neuropathology datasets
) (From 58% of deceased participants)

Published studies using
900+ NACC data
Bl State with NIA-Designated Center(s)
0 c -
% 37 QBE\;SZ% itg?eg)ontrlbUtlng data Bl State with Exploratory Center
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UDSv4 — Content Update

« Expand UDS participation (Currently > 45,000 participants)
« Streamline and reduce participant burden

« Reflect advances in science, technology, clinical practice, and our
understanding of social determinants

Social determinants

NACC 5 8
Clinical : :
Task Force 3

Heterogeneity Gender
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UDSv4 - Collaboration with the CTF

Collaboration with the _
Rt Y (a1 Lead:Allen Levey, MD, PhD

Technology Workgroup Lead: Rhoda Au, PhD

Clinical Measures and

Diagnosis Workgroup Co-leads: Cindy Carlsson, MD, MS and Greg Jicha, MD, PhD

|— Behavioral Workgroup Lead: Howie Rosen, MD

Cognitive Workgroup Co-leads: Andy Saykin, PsyD and Lisa Barnes, PhD

Social Determinants of .
Health Workgroup Co-lead: Lisa Barnes, PhD and Megan Zuelsdorff, PhD

Collaborate on meeting agendas, setting strategic goals,
and tracking deliverables
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Social determinants
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Social determinants ]
Tt1t111
| — NACC
d » IDs
: = ‘
Heterogeneity Gender Data Front Door

Updated UDS Streamlined Integrated Expanded Search
Content Submission Pipeline and and Access
System Database Portal
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UDSv4 — New Submission System

« Existing system is 20 years old and needs to be updated to be more
cloud friendly and virtualized

* Goals:
« Streamline UDS data collection for the ADRC program
 NACC will continue to host a range of options

 Why are we starting with REDCap?
« Canonical tool for forms data capture

with 9 more interested
Not interested m
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UDSv4 — New Submission System

All data will go through REDCap at NACC in the future via one of these options:

NACC REDCap

Direct data entry into
SO

REDCap instances through

Synchronize local ADRC (( ))
REDCap APlIs l

Bulk upload of .csv files into 9_1 Q
NACC REDCap a B
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UDSv4 - Electronic Data Capture (EDC) Workgroup

« Electronic Data Capture Working Group:

« Launched January 24th, 2022 in collaboration with the Data Core Steering Committee

« 45 people across 17 ADRCs that are collaborating with us to:

(Nacc

Define Requirements

Develop Submission Forms

=

Create Training and Education
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UDSv4 - Electronic Data Capture (EDC) Workgroup

 Thank you EDC Workgroup members!

« Co-Leads: Sudeshna Das, PhD and Sarah Biber, PhD

 Development Co-Leads: Jon Reader, MS and Ben Keller, PhD

 Requirements Co-Leads: Meredith Zozus, PhD and Kari Stephens, PhD
 Documentation and Training Co-Leads: Alice Spalitta, Leah Reuter, and Laura McLeod

Scan QR code and NACC @WISCONSIN S [@l Hteiers e

Center of Excellence for Alzheimer’s Disease
fill out the form to join!
‘ o
UT Health UCI MOND  Yale scHOOL OF MEDICINE

» San Antonio
LA e AA AT BIRMINGHAM
- S Florida
Michigan o ADRC
ADRCA SCHOOL OF MEDICINE

INDIANA ALZHEIMER'S DISEASE RESEARCH CENTER
WASHINGTON

Knight ADRC s -
Alzheimer’s Disease Research Center i A | Z h eime I”S D |ISease Resea rc h Ce n te r

N @u“"fﬁ ne ALZHEIMER'S
- eal D k Goizueta Alzheimer's
Link Here orpvrosine LIUKE B EVQRY | it tane
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https://nacc.redcap.rit.uw.edu/surveys/?s=XX33J9HYNJPR748C

UDSv4 — Pipeline and Database

Stakeholders

Q

&

Investigators

@)

ADRCs

Submission
interfaces

R

NACC
IDs

Data Front Door

—

Metadata

~ A

Data indexing,
QA/QC, and
integration

I

NIA

(Nacc

Reporting

Coordinators

®

SCAN

<

<

Push/Pull
Data

) I@

ADGC &
NIAGADs
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UDSv4 — Pipeline and Database

NACC IDs R
Connected

NACC

Current:

* Longitudinal clinical data
* Neuropathologic data

* Legacy MRI/PET
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UDSv4 — Pipeline and Database

NACC IDs
Connected

NACC

Current:

* Longitudinal clinical data
* Neuropathologic data

* Legacy MRI/PET

Future:

* Digital biomarker

* Digital neuropathology
* EHR/CMS
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UDSv4 — Pipeline and Database

®OOG

ADRCs

Metadata

SCAN NCRAD
Standardized Biospecimen
MRI/PET samples

NACC IDs

ADGC &
NIAGADs

Connected

NACC

Genomic/
genetic data

|

Current:

* Longitudinal clinical data
* Neuropathologic data

* Legacy MRI/PET

Future:

* Digital biomarker

* Digital neuropathology
* EHR/CMS

4 NAccIDs

Connected
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UDSv4 — Pipeline and Database

]
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ADRCs

Metadata

SCAN NCRAD
Standardized Biospecimen
MRI/PET samples

NACC IDs

ADGC &
NIAGADs

Connected

Data
Front
Door

NACC

Genomic/
genetic data

|

Current:

* Longitudinal clinical data
* Neuropathologic data

* Legacy MRI/PET

Future:

* Digital biomarker

» Digital neuropathology
* EHR/CMS

4 NACC IDs

Connected

NACC
IDs

One-stop-shop
for ADRC data
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Investigators
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UDSv4 - Search and Access Portal

Data Front Door

Easy to use
Self-service

Cohort
discovery
enabled

Real-time

Integrated

One-stop-shop
for ADRC data

(Nacc

Requirements Pilot Project

* Collaboration between NACC, NCRAD, and NIAGADS

Provide input!

 Visit our interactive DFD station to provide input on your
needs — Solano Room, noon — 1:30pm

Join a thought leader Provide input
via a survey

S oEIL

Link Here Link Here
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https://nacc.redcap.rit.uw.edu/surveys/?s=9JMLP8LA77L877N8
https://nacc.redcap.rit.uw.edu/surveys/?s=DNNXYX3R7H7C8TLC

(Nacc UDS4 — The Full Picture

Clinical EDC
Task Force Workgroup
Social determinants
% L_E) . '
2
Heterogeneity Gender
Updated UDS Streamlined
Content Submission

System

=

Future
Collaborator

Tttt
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Integrated
Pipeline and
Database
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So, when will all of this be available?

* Timing constraints

* CTF content update
 Architecture design and build

 We're committed to keeping you in the loop!
« Regular progress updates to the ADRC community
« Transparent tracking (shared CTF tracker and forms tracker)
« Email, newsletters, website updates
« Early forms access for testing with your systems

[J Inbox

©  Snoozed Subject: Important Update on UDSv4!  Feb 14, 2022 at 9:11 AM

» Important

> Sent : -

B Drafts NACC 4: .

©® spam ’ T -

v i UNIVERSITY of T — \

®  Categories WASHINGTON UDSv4 Important Update
== Social =
A

How do you want
to receive updates?

Fill out the survey!
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https://nacc.redcap.rit.uw.edu/surveys/?s=FHMY3ERX3P998HJW

UDSv4 Forms Status Update:
Webinar on June 3rd at 8-10 am PT

Hosted by CTF and NACC

Learn all about the new UDSv4 forms! Scan here to sign up

for a calendar invite

* New content added for assessing:
« Subjective cognitive decline
« Mild behavioral impairment

« COVID-19 Forms
« Potential participant burden

Link Here

@CC Visit: https://go.naccdata.org/uds4-ctf-webinar-june-3 W ARG AL


https://nacc.redcap.rit.uw.edu/surveys/?s=C89KHE74HWREHY4D

Thank you!
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Thank you!
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Thank you!
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Connect with NACC

Sarah Biber — Program Director
biber@uw.edu
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