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RADC Cohort Studies



Data & Specimens
Study Enrollment Autopsy

ROS 1460 777

MAP 2159 828

MARS 758 27

Clinical Core 373 67

Latino Core 221 1

Total 4,971 1,700



Data and Specimen Requests by year
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National International



Intake of 
Requests Fulfillment Reporting

• Resource Sharing Hub
• Request Review Process
• DUA & MTA Tracking
• Specimen Selection

• Specimen Distributions
• Plating of Aliquots
• Generation of Data Sets 

and Codebooks

• Project States
• Tracking Shipments
• Tracking Specimen 

Distribution



Central Relational Database – SQL

• Participant information
• Unique identifier
• Consent to studies and repositories

• Research data
• Cognitive, interview, device, MRI, -

omics

• Computed variables
• Documented 
• Processed from item-level data
• Evolve over time

• External Requests for data, 
specimens

• Biospecimen inventory
• Aggregated data for analytics



Central Relational Database – SQL
Intake of Outside Requests

Laboratory Processes and 
Specimen Shipping

Compute Variables / 
Aggregate Data

SQL

Internal Website

Study Data Collection
• Laptops – computer 

assisted interviewing 
forms

• Web-based forms



Research Resource Sharing Hub - www.radc.rush.edu

• Documentations
• Studies / Sub-studies
• Variables
• -omics
• Imaging

• Data Availability Reports
• Requests

• Biospecimens
• Limited Data Sets
• Subject Recruitment



Request Form



Request Committee Review Process



Accepted External Request = Internal Project

% Complete

Project States
• Accepted
• Validating
• Active
• Inactive

Project Distribution

Distribution

Specimen

Specimen

SpecimenDistribution States
• Pending Sample Selection
• In Progress
• On Hold
• Cancelled 
• Complete



Internal Tracking – MTA & DUA, Distributions



Internal Tracking - Specification of Specimens



Internal Tracking – Specimen/Participant Selection

Many factors to consider:
• Requested inclusion/exclusion criteria
• Protection of “high value” samples

• Baseline
• Proximate to death
• Last collected

• Is there statistical sampling?
• Are there multiple of clinical and 

pathological diagnoses to consider?

Support team:
• Data Sharing Coordinator
• Data Management Team
• Statistics Team
• Rush ADC Collaborator



Intake of 
Requests Fulfillment Reporting

• Resource Sharing Hub
• Request Review Process
• DUA & MTA Tracking
• Specimen Selection

• Specimen Distributions
• Plating of Aliquots
• Generation of Data Sets 

and Codebooks

• Project States
• Tracking Shipments
• Tracking Specimen 

Distribution



Fulfillment > Aliquot Selection
Serum and Plasma are relatively simple – single aliquots are shared

DNA is more complex
• Amount in aliquots varies
• Concentration and purity need to be QC’d
• May need extraction from frozen brain, sediment, or lymphocytes

DNA-specific aliquot workflows
• Pull to QC  Sub-aliquot
• Pooling  QC  Sub-aliquot
• Extraction (frozen brain or PBMC)  QC  Sub-aliquot



Fulfillment > Aliquot Selection



Fulfillment > Tracking Distributions
Laboratory Processes and 
Specimen Shipping

Aliquots Processes

Tracks lab activities
• Tags aliquots for shipment
• Sub-aliquot process
• Create shipping manifest

Web-based form…
• slides
• Paraffin embedded blocks

1. 

2.

Web Services
API



Fulfillment Data > Computed Variables System
Central system to document 
computed variables that are updated 
nightly.

• 72 database tables
• 35 longitudinal tables
• 13 scaled tables 
• 15 table containing special forms of 

longitudinal variables
• Baseline 
• Ever
• Last valid

Nightly Processing

Study Data Collection

2. Compute Variables

1. Study Data

• Laptops – computer 
assisted interviewing 
forms

• Web-based forms



Fulfillment Data > Computed Variable

Property Value

Name cogn_ep

External Label Episodic Memory

Category Cognition / Domains

Availability DUA / Hub / External

Type Longitudinal / Scaled

Short Description Episodic memory domain – Average or 7 tests

Long Description See the hub!

Episodic Memory

“Cross sectional” in forms:
• Baseline 
• Ever
• Last valid
• Cumulative

Scaled to individual and 
combinations of studies.



Fulfillment Data > Data Sets of Computed Variables

1. Collection of Participants by:
• Study, Studies, or Substudy
• Data Criteria

• Device data
• Neuropath approved
• In-vivo MRI
• Ex-vivo MRI

• Specific list of identifiers
2.   Collection of Variables

A custom data set is created for each project linked to each project.

Linked to a specific project

Automatic generation of a custom 
codebook in a web-based single page 
format.

Data sets automatically generated as Excel 
and CSV

Distributions tracked by:
1. Date
2. Participant identifiers
3. List of included variables



Fulfillment Data > Data Sets of Computed Variables



Intake of 
Requests Fulfillment Reporting

• Resource Sharing Hub
• Request Review Process
• DUA & MTA Tracking
• Specimen Selection

• Specimen Distributions
• Plating of Aliquots
• Generation of Data Sets 

and Codebooks

• Project States
• Tracking Shipments
• Tracking Specimen 

Distribution



Project States Report



Specimen Distribution Report



Data Distribution Tracking > Ad Hoc Reports

Data Set ID Distribution
ID

Distribution Date

839 1059 5/2/2019

Distribution ID ProjID

1059 00000136

1059 12399988

1059 34588343

1059 34588734

Distribution ID Variable Name

1059 cogn_ep

1059 cogn_se

1059 cogn_global

1059 braak

1059 cerad

Distributions tracked by:
1. Date
2. Participant identifiers
3. List of included variables



Team
David Bennett MD,  Director
Annie Barz,  ADC Administrator

John Gibbons,  Data Manager
Alec Burgess,  Data Programmer
Yan Li,  Data Programmer
Tiffany Wu,  Data Programmer

Greg Klein,  Data Sharing Coordinator
Maylene Liang,  Data Documentation Specialist

Ryan Johnson,  Laboratory Manager, Pathologists’ Assistant
Karen Skish,  Laboratory Manager, Pathologists’ Assistant
Srabani Mondal,  Manager RADC Lab
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