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The NACC database: Participants

NACC Database > Access NACC data > Research and Publications 

Enrollment 
years

NP data 
available

Total 
participants

MDS only 1984-2005 11,128 66,024
UDS 2005-present 5,433 38,836
Total 16,561 104,860

• UDS: 38,836 participants with 134,068 visits
• ~70% participants with longitudinal visits

• Median number of visits 4 (range 2-14 visits)



The NACC database: Data Totals

NACC Database > Access NACC data > Research and Publications 

Type of Data
Total UDS 
participants

Longitudinal 
data or scans

Contributing 
ADCs

NP data 5,433 n/a all

FTLD module 1,401 521 19

LBD module 24 -- 2

APOE genotype 28,450 n/a all

MRIs 5,058 1,423 19

Amyloid PETs 416 -- 2

CSF Aβ/tau 1,100 286 6



Linking NACC to other data/samples

*Estimation as samples may have been depleted.

NACC Database > Access NACC data > Research and Publications 

Data/sample and source Total UDS 
participants

DNA at NCRAD 24,593
GWAS at ADGC 13,187
Genomic data at NIAGADS 3,285
WGS at ADSP 1,096
WES at ADSP 1,866
Postmortem tissue* at ADCs 5,405



Locating biospecimens at ADCs 
through NACC

NACC Database > Access NACC data > Research and Publications 

• Tissue Location Request
• NACC-assisted participant-level search on sample 

availability
• Primarily based on postmortem tissue reported on NP 

form
• Neuropathology and Biospecimen Resource  

Locator Tool *NEW*
• User-independent center-level search on sample 

availability
• Based on survey data
• NOTE: Best viewed on Chrome, Firefox, or Safari



Neuropathology & Biospecimen
Resource Locator Tool

NACC Database > Access NACC data > Research and Publications 


Microsoft Game DVR

Neuropathology and biospecimen resource locator tool - Google Chrome





Neuropathology & Biospecimen
Resource Locator Tool

NACC Database > Access NACC data > Research and Publications 


Microsoft Game DVR

Neuropathology and biospecimen resource locator tool - Google Chrome





Center Freeze Data *NEW*

NACC Database > Access NACC data > Research and Publications 



Query System

NACC Database > Access NACC data > Research and Publications 



Data Requests

• Quick-Access File *NEW*
• All visits for all UDS 

participants
• Data content:

• Uniform Data Set
• Neuropathology Data Set
• APOE genotype

• Same day data delivery

• Custom Data File
• Sample and data tailored 

to investigator’s research 
needs

• <1 week – typically 2-3 
days after specifications 
finalized

NACC Database > Access NACC data > Research and Publications 



Cumulative Data Requests by Year

NACC Database > Access NACC data > Research and Publications 

• 3200 requests fulfilled
• Averaging 30-35/month



Data Requests in the past 6 months

NACC Database > Access NACC data > Research and Publications 

Month ADC
Investigator

Non-ADC
Investigator

Total requests
fulfilled

Apr 22 25 37
May 12 23 35
June 10 18 28
July 13 21 34
Aug 9 25 34
Sept 11 15 26
Average 13 21 32
Total 77 127 194



Reach of NACC data in past 6 months

NACC Database > Access NACC data > Research and Publications 



Cumulative Publications by Year

NACC Database > Access NACC data > Research and Publications 

• Journal articles:
• 2018 – 83 (through Sept)
• 2017 – 85
• 2016 – 55

• Abstracts/presentations:
• 2018 – 58 (through Sept)
• 2017 – 62
• 2016 – 47



Representation at AAIC 2018

NACC Database > Access NACC data > Research and Publications 

There were 40 presentations at AAIC involving 
data at NACC contributed by the ADCs



Highlights of recent publications 
using NACC data

• Ramsey CM, Gnjidic D, Agogo GO, Allore H, Moga D. 
Longitudinal patterns of potentially inappropriate 
medication use following incident dementia diagnosis. 
Alzheimer Dement, 2018.

• Crum J, Wilson J, Sabbagh M. Does taking statins affect the 
pathological burden in autopsy confirmed Alzheimer’s 
dementia? Alzheimer’s Res Ther, 2018.

• Sano M, Zhu CW, Grossman H, Schimming C. Longitudinal 
cognitive profiles in diabetes: Results from the National 
Alzheimer's Coordinating Center's Uniform Data. J Am 
Geriatr Soc, 2017.

NACC Database > Access NACC data > Research and Publications 



New publications describing 
NACC data

NACC Database > Access NACC data > Research and Publications 

• Besser LM, et al. “Version 3 of the National Alzheimer’s 
Coordinating Center’s Uniform Data Set”; (in press) 
Alzheimer’s Disease and Associated Disorders.

• Weintraub S, et al. “Version 3 of the Alzheimer's Disease 
Centers' Neuropsychological Test Battery in the Uniform 
Data Set (UDS)”; (2018) Alzheimer’s Disease and Associated 
Disorders.

• Besser LM, et al. “The Revised National Alzheimer’s 
Coordinating Center’s Neuropathology Form – Available 
Data and New Analyses”; (2018) Journal of Neuropathology 
and Experimental Neurology.



NACC Faculty & Staff
• Faculty

• Walter Kukull (Director)
• Charles Mock
• Yen-Chi Chen
• Gary Chan
• Andrew Zhou

• Research Support
• Merilee Teylan
• Kathryn Gauthreaux
• Ayushi Divecha
• Zachary Miller

• Admin Group
• Maggie Dean
• Elizabeth Robichaud
• Carolyn Velez

• Data & Computing
• George Thomas
• Kristen Schwabe-Fry
• Karyn Vo
• Joylee Wu
• Janene Hubbard
• Mary Jacka



Questions?

Email: consnacc@uw.edu
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