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WU Alzheimer’s Disease Research Center Cores

 Clinical Core
— Patient demographic information, family history, health history, depression inventories,
physical examination, standard cognitive tests , and CDR

« Biomarkers Core
— Fasting plasma and cerebrospinal fluid- Levels of total protein, hemoglobin A1C,
homocysteine, folate, AB, tau, apoE, and other biomarkers

 Genetics Core
— Non-fasting blood, plasma, serum, buffy coat, and DNA during the initial visit and every 3
years thereafter for genotyping APOE and other genetic risk factors

 Neuropathology Core
— Post-mortem frozen and fixed brain tissue- Quantitation of senile plaques, neurofibrillary
tangles, neuron counts, amyloid angiopathy, Lewy bodies, and vascular pathology

« Psychometric Core
— Primary, working, episodic, and semantic memory, abstract reasoning,
visuospatial/visuoconstructive dysfunction, psychomotor deficits

« Neuroimaging Core
— MRI (3D T1- and T2-weighted scans, diffusion-weighted scans, echo-planar imaging scans);
Amyloid PET scan data and derived images

Neuropathology 1,255 1,255 ~62,000
3,669 5,467 ~170,000
~25,000
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Workflow of a Translational Research Study
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Workflow of the WU ADRC
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Clinical Studies Data Management
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ClinPortal: Representing & Storing Clinical Studies

Robust and scalable clinical studies management
system

End user graphical design of clinical case reports

Automatic generation of forms for data entry

Graphical interface to query and download study data



ClinPortal Concepts

PARTICIPANT

An individual who has
consented to a study

PARTICIPANT STUDY
REGISTRATION

An event in which a
PARTICIPANT is
registered to a CLINICAL
STUDY

ENCOUNTER EVENT

An encounter with a
PARTICIPANT enrolled on
a CLINICAL STUDY at a

point in time when data is
captured

CLINICAL STUDY
A set of attributes that

dictates how a study is
to be conducted

many

ANNOTATION

One or more data
elements
describing the
PARTICIPANT




ClinPortal Study Definition

Define clinical study encounter events

Define data elements (attributes or variables) to capture
at each encounter event

Model data elements as appropriate to the biomedical
domain (e.g. group biomarkers together and organize
physical exam findings per anatomic location)

Create forms containing variables

Associate form(s) to one or more encounter events



ClinPortal: Participant Registration
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ClinPortal: Encounter Event and Data Entry

HOME : ADMINISTRATIVE DATA | DATA ENTRY '
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Tissue Suite

« Comprehensive biospecimen informatics system

— Tissue bank functions
* Protocol Management
 Inventory Tracking
* Quality Assurance / Quality Control Parameters

— Annotation Features
« Concept-coded surgical pathology reports
» Discrete Clinical and Pathology Attributes

— Researcher functions
e Graphical query interface
* Biospecimen ordering system



Tissue Suite Concepts

PARTICIPANT

COLLECTION
PROTOCOL

A set of attributes that

An individual from

whom biospecimens are
collected PARTICIPANT

PROTOCOL

dictates how
biospecimens are to be

REGISTRATION collected

An event in which a
PARTICIPANT is many
registered to a
COLLECTION PROTOCOL

DISTRIBUTION
PROTOCOL

A set of attributes that

dictates how
SPECIMEN

COLLECTION GROUP

biospecimens are to be
used for a correlative
science study

SPECIMEN

One or more specimens
collected at one point in A tissue or fluid
time from a PARTICIPANT collected from a many
enrolled on a PARTICIPANT

COLLECTION PROTOCOL

Aliquot
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Tissue Suite: Participant Registration
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Tissue Suite: Add Specimen Collection Group

HOME

Collection Protocol:
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Tissue Suite: Add Specimen Collection Group
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Tissue Suite: Other Features

Search for Frozen Breast Tunor Tissue from Patients

with Last Name Starting with “W”
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Progress to Date

 Neuropathology Core migrated to Tissue Suite for

nrocnaoactive hinenacimen caollactinn' Craatina forme faor

 Neuroimaging Core integration by late 2009




Institution to Global Integration

caBIG: cancer Biomedical Informatics Grid
CTSA: Clinical and Translational Science Award




Summary: ADRC Data Integration and Sharing
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