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NDAR Overview

 The NDAR research portal is a secure bioinformatics 
platform for scientific collaboration and data sharing for 
Autism Spectrum Disorder (ASD) investigators

"Open access to data from many people and many 
studies is paramount in ASD research because of the 
tremendous range of symptom type and severity 
among those affected." 

―Thomas R. Insel, M.D.,
Director, National Institute of Mental Health (NIMH) 
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NDAR Overview

 The NDAR research portal is a secure bioinformatics 
platform for scientific collaboration and data sharing for 
Autism Spectrum Disorder (ASD) investigators
 Facilitates data sharing and scientific collaboration
 Provides bioinformatics solutions to address 

community-wide needs
 Enables the effective communication of detailed research data, 

tools, information, and results
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NDAR Overview

 NIH Funding Organizations
 National Institute of Mental Health (NIMH)
 Eunice Kennedy Shriver National Institute of Child Health and 

Human Development (NICHD)
 National Institute of Neurological Disorders and Stroke (NINDS)
 National Institute of Environmental Health Sciences (NIEHS)

 NIH Contributing Organizations
 Center for Information Technology (CIT)

 NIH Advisory Groups
 NDAR Governance Board
 NDAR Implementation Team (NIT)
 Autism Coordinating Committee (ACC)
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NDAR Team

 Mike Huerta, PhD – Director
 Anne Sperling, PhD – Policy Analyst
 Dan Hall – Manager 
 Matt McAuliffe, PhD – Technical Manager, Imaging Lead
 Gretchen Navidi – Principal Analyst, Clinical 

Assessments
 Eric Stanton – ARRA Web Programming
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NDAR Implementation

NDAR core capabilities link data in a meaningful way:
 Global Unique Identifier (GUID) – universal subject ID
 Data Dictionary – flexible framework for harmonizing 

data across studies and institutions
 Federation – linkage to other relevant data repositories

 NIH NIMH Genetics Repository
 NIH NIMH Transcriptional Atlas of Human Brain Development
 NIH Pediatric MRI Data Repository
 Autism Genetic Resource Exchange (AGRE)
 Interactive Autism Network (IAN)
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NDAR Data Submission 
Preparedness
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Data Submission Preparedness

1. Request an Account on the NDAR Portal
http://ndar.nih.gov/ndarpublicweb/policies.go#sop1

2. Request Data Submission Privileges
http://ndar.nih.gov/ndarpublicweb/policies.go#sop2

3. Create an NDAR Collection
http://ndarportal.nih.gov

4. Generate GUIDs
http://ndar.nih.gov/ndarpublicweb/policies.go#sop8

http://ndar.nih.gov/ndarpublicweb/policies.go�
http://ndar.nih.gov/ndarpublicweb/policies.go�
http://ndarportal.nih.gov/�
http://ndar.nih.gov/ndarpublicweb/policies.go�
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NDAR Clinical Assessments 
Data Submission
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Format Data
 Data Dictionary

 Standards and conventions for data-sharing 
within the ASD research community

 Define, refine, and standardize data definition for 
autism research

 Data Types Supported
 Clinical Assessments
 Imaging
 Genomics
 Other
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Data Dictionary – Clinical Assessments

 Over 175 Clinical Assessments have been defined
 http://ndar.nih.gov/ndarpublicweb/DataStructures.go

 Community continues to define additional Clinical 
Assessments
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Data Dictionary – Clinical Assessments
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Data Dictionary – Clinical Assessments (cont’d)
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 Go to http://ndar.nih.gov. Click on the “Tools” tab in the 
menu.

Data Structures – Location

http://ndar.nih.gov/�
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 Click on the “Data Structures” link under Data Dictionary 
Tool.

Data Structures – Location
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Data Structures – Location
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Data Dictionary – Data Element Names
 What If……We have not yet created a data dictionary?

 If the clinical assessment is already defined by NDAR
 Use the data structure from NDAR
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Data Structure – Sample
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Data Dictionary – Data Element Names
 What If……We have already created a data structure 

and our data element names are different from NDAR?

Rename your data elements
OR

Create a Mapping File

 NDAR Data Structure Mapping Instructions:
http://ndar.nih.gov/ndarpublicweb/Documents/
NDAR_Data_Structure_Mapping_Instructions.ppt

http://ndar.nih.gov/ndarpublicweb/Documents/NDAR_Data_Structure_Mapping_Instructions.ppt�
http://ndar.nih.gov/ndarpublicweb/Documents/NDAR_Data_Structure_Mapping_Instructions.ppt�
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Data Dictionary – Mapping File
 Maps locally used data element names to data element 

names used by NDAR
 Structure Name – Data Structure short name and version number
 Alias – data element name used locally
 NDAR – data element name used by NDAR

<?xml version="1.0" ?>
<map_file>

<map_structure name="abc_community01">
<map_element alias=“ID" ndar="src_subject_id" />
<map_element alias=“test_date" ndar="interview_date" />
<map_element alias=“subject_age" ndar="interview_age" />
<map_element alias=“notes" ndar="comments_misc" />

</map_structure>
</map_file>
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Data Dictionary – Data Element Names
 What If……We have not yet created a data dictionary?

 If the clinical assessment is NOT already defined by 
NDAR
 Create your own data structure using NDAR formatting 

standards
 Provide your data structure to NDAR to be uploaded into 

the NDAR data dictionary
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New Data Structure Definition – Template

 NDAR Data Structure Definition Template – to create a 
new data structure
http://ndar.nih.gov/ndarpublicweb/Documents/
NDAR_Data_Structure_Definition_Template.xls

http://ndar.nih.gov/ndarpublicweb/Documents/NDAR_Data_Structure_Definition_Template.xls�
http://ndar.nih.gov/ndarpublicweb/Documents/NDAR_Data_Structure_Definition_Template.xls�
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NDAR Data Elements – Data Types

 Integer - a whole number (not a fractional number) that can 
be positive, negative, or zero

 Float – a number that contains a floating decimal point
 String - a string is a contiguous sequence of symbols or 

values, such as a character string (a sequence of 
characters) or a binary digit string (a sequence of binary 
values)

 Date - a date ranging from January 1, 0001 through 
December 31, 9999
 Format = MM/yyyy;MM/dd/YYYY
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NDAR Data Elements – Data Types

 GUID – contains a prefix, GUID pattern, & check character 
 Prefix = NDAR (Valid GUID) or NDAR_INV (Pseudo GUID)
 GUID pattern is AANNNAA, where A represents alphabetic and N 

represents numerical characters
 Check character can be numerical or alphabetic.   

 File – file(s) linked to data being submitted
 Multiple files can be submitted separated by semi-colon
 A zip file is allowed

 Accession – can be used to indicate other rows of data, 
such as Protocols, already uploaded into NDAR
 Generated by the system
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NDAR Data Elements – Required Levels

 Required Data Elements
 GUID
 Subject ID
 Interview Date
 Age 

 Optional Data Elements
 Comments
 Notes

 Recommended
 Item Level Detail
 Summary Scores
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NDAR Data Elements – Value Range

 Value Range – acceptable values for the data element
Multiple values must be separated by a semicolon
 Example = 1;3;7

Ranges of values should be separated with the word “to”
 Example = 0 to 1200

Valid value must match the data type of the data 
element.  
 Example = If the data element is specified as an 

integer, it is not appropriate to have a value range of 
1;3;NK as the integer type accepts only numbers
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Data Entry Tips
 Age Range Standard
Months:  0 to 1200
A response of “since birth” should be recorded as 0
A calculated age can be accepted when based on 

information provided by the respondent
Unknown age = 999
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Data Set - Sample
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Validation Tool - Overview

 Verifies that submitted data conform to the required format 
and range values defined in the NDAR Data Dictionary

 Imports the NDAR Data Dictionary and validates the 
metadata associated with the files identified by the NDAR 
user for submission against the data dictionary

 Provides a report of any data discrepancies and warnings
 Creates a submission package
 Uses a Java Web Start application that runs locally on a 

user's computer
 Requires the installation of the Java runtime environment 
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Validation Tool - Preparation
 Convert raw, locally maintained data to supported file 

type
 File Types Supported

 Comma Separated Value
 Tab Delimited
 XML(CDISC)

 Create New Folder
 Save all files for submission in one folder
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Validation Tool - Steps
 Open Validation Tool from NDAR Portal
 Browse to folder that contains data files
 Click ‘Load Files” button
 Exclude files as necessary
 Validate Files
 Fix Errors

 Errors – Prevent user from continuing with process; Must be fixed
 Warnings – Do not prevent user from continuing with process

 Validate again, if necessary
 Create Submission Package
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Validation Tool – Access Tool on Portal
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Validation Tool – Access Tool on Portal
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Validation Tool – Access Tool on Portal
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Validation Tool – Browse to Data File Folder
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Validation Tool – Load Files
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Validation Tool – Exclude Files
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Validation Tool – Validate Files
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Validation Tool – Validation Output with Errors



46http://ndar.nih.gov

NDAR Webinar | NDAR Data Submission – Clinical Assessments Data

Validation Tool – Read and Fix Errors
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Validation Tool – Read and Fix Errors
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Validation Tool – Read and Fix Errors

1. Rules: src_subject_id Data Element is missing and required 
2. Rules: Meta-data field "head_occiput" has an invalid value of "Nrmal" with an 

expected value range of "Flat;Normal;Prominent;NE" 
3. Rules: Meta-data field "skin_hair" has an invalid value of "Course" with an 

expected value range of "Fine;Coarse;Thick;Fragile;Kinky;Curly" 

#1
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Validation Tool – Read and Fix Errors

1. Rules: src_subject_id Data Element is missing and required 
2. Rules: Meta-data field "head_occiput" has an invalid value of "Nrmal" with an 

expected value range of "Flat;Normal;Prominent;NE" 
3. Rules: Meta-data field "skin_hair" has an invalid value of "Course" with an 
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1. Rules: src_subject_id Data Element is missing and required 
2. Rules: Meta-data field "head_occiput" has an invalid value of "Nrmal" with an 

expected value range of "Flat;Normal;Prominent;NE" 
3. Rules: Meta-data field "skin_hair" has an invalid value of "Course" with an 

expected value range of "Fine;Coarse;Thick;Fragile;Kinky;Curly" 

#3

Validation Tool – Read and Fix Errors
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Validation Tool – Validate Again
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Validation Tool – Validation Output with Warnings
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Validation Tool – Create Submission Package
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Validation Tool – Create Submission Package
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Validation Tool – Submission Package Created
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Validation Tool – Submission Package
 Submission Package process creates two files

 Data for Submission
 Ticket file for authentication of data validation
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Submission Process – Navigate to Collection
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Submission Process – Submit Data to Collection
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Submission Process – Accept Submission Rules
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Submission Process – Data Submission Details
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Submission Process – Browse for Files

Hint
• Ticket File = .xml
• Zip File = .zip
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Submission Process – Add Details and Submit
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Submission Process – Successful Submission
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Submission Process – Checking the Submission
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Submission Process – Checking the Submission
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Submission Process – Checking the Submission
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Submission Process – Checking the Submission
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Submission Process – Checking the Submission
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Submission Process – Checking the Submission
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Submission Process – Checking the Submission
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Submission Process – Checking the Submission
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Webinars – Pre and Post Submission
 Data Submission Planning

 Consenting participants for data-sharing with NDAR 
 Generating Global Unique IDentifiers (GUIDs) for research 

participants 
 Review of NDAR Data-Sharing Checklist [ PDF 180 KB ] 

 Data Formatting and Validation
 Introduction to NDAR data structures and codebooks 
 Demonstration of the NDAR Data Validation Tool 

 Data-Sharing and Collaboration
 Making research data and supporting documentation available to 

the NDAR community 
 Overview of NDAR’s Ongoing Study capability

http://ndar.nih.gov/ndarpublicweb/Documents/NDAR_Data-Sharing_Checklist_10152009.pdf�
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Webinars - Submit Data to NDAR
 Data Submission – Genomics Data 

 Step-by-step procedures for submitting Genomics data
 Demonstration of the NDAR Data Validation Tool 

 Data Submission – Clinical Assessment Data
 Step-by-step procedures for submitting Clinical Assessment data
 Demonstration of the NDAR Data Validation Tool 

 Data Submission – Imaging Data
 Step-by-step procedures for submitting Imaging data
 Demonstration of the NDAR Data Validation Tool 
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NDAR Technical Assistance

 E-mail: ndarhelp@mail.nih.gov
 Web site: http//:ndar.nih.gov

 Standard Operating Procedures (Policy & Procedures page)
 Webinars (Training page)
 Online Tutorials (Training page, Spring 2010)

 Listservs: http://ndar.nih.gov/ndarpublicweb/Listserv.go
 NDAR General: System enhancements, Web updates, training 

schedules, meetings and special events
 NDAR Data: Updates to Data Dictionary and codebooks

 Demonstration Environment: http://ndardemo.nih.gov
 Request an Account
 Practice setting up data structures and submitting data

mailto:ndarhelp@mail.nih.gov�
http://ndar.nih.gov/ndarpublicweb/Listserv.go�
http://ndardemo.nih.gov/�
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