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Accessing Shared Data

Introduction to Accessing Data in the NIMH Data Archive

Qualified researchers can request access to shared data within the NIMH Data Archive (NDA) free of charge. Once
approved, researchers can download, or access in place, their desired data using a variety of tools developed and
maintained by NDA.

This tutorial will provide instructions on how to qualify for and request access, as well as how to query the database and

download or access the resulting data packages.
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Create an Account

To access shared data within the NIMH Data Archive (NDA), you need an NDA account. Accounts can be requested
directly from the NDA website by submitting the required information. To create an account, follow our Creating an
NDA Account How-To page.

Data Access Request (DAR)

Completing a Data Access Request (DAR)
Submitting a Data Access Request (DAR) will generate a Data Use Certificate (DUC). These two submissions are required
to access shared data. You must meet the following prerequisites:
e You must be affiliated with an NIH-recognized research institution, defined by registration in the NIH’s eRA
(Electronic Research Administration) Commons system.
e Your institution must also maintain an active Federalwide Assurance (FWA) with the Office of Human
Protections.
e You must have a research-related need to access the data.

If you satisfy each prerequisite, you can complete the DAR to apply for access. To complete and submit your DAR use the
following steps:
1. Loginto your NDA Account by clicking ‘LOGIN’ at https://nda.nih.gov/.
2. Visit the Data Permissions dashboard and select ‘Request Access’ under the ‘Actions’ dropdown menu
for the NDA Permission Group to which you are requesting access.

Profile Collections (0) Data Permissions Studies (0) Data Packages Permissions Lookup

Data Permissions

Request new access to data in NDA permission groups or reapply for expiring access to data in NDA permission groups in the tables below. For more information,
please visit NDA’s standard operating procedure for data access request here: SOP-04 Data Access Permission Request

NDA Permission Groups

All NDA Broad Use and Open Access Permission Groups are listed in the table below. Select the Action button to review instructions or initiate a request to access
the data in an NDA Permission Group.

Required
T ey Institutional :
Permission Group @ Description © Approval Actions ©
(i}

NIMH Data Archive Phenotypic, Imaging and genomic data as well as supporting documentation for NIH funded V Actions D

grants. Data Access Requests will be reviewed by the NDA Data Access Committee.
= mRECom | Instructions

Osteoarthritis Initiative The National Institute of Arthritis and Musculoskeletal and Skin Diseases Osteoarthritis
Initiative. Data Access Requests do not require Institutional sponsorship and will be approved Request Access
immediately upon submission of a completed request.

Adolescent Brain Cognitive ABCD is a data repository that houses all data generated by the Adolescent Brain Cognitive v Actions

spcny oo C oo das . sharn o b b

Figure 1: Data Permissions Dashboard

3. Readthe instructions and use the ‘Next’ and ‘Back’ buttons to proceed through the application.

4. Provide the title of your research project and your ‘Research Data Use Statement’. For the ‘Research Data Use
Statement’, write a description of the proposed research project. Your description is required cover the
following criteria:

a. Your research question or interest

b. The general data you are interested in.

c. How the data will be accessed; if data will be downloaded, describe how the data will be managed
throughout the course of the proposed research, including the plan for data deletion.
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5. Select whether any other individuals will access, use, or analyze the data, regardless of position title or data use
role. This includes any IT staff who clean or manage the data. Once this is complete, click ‘Next’.
PLEASE NOTE: ALL recipients on a Data Access Request/Data Use Certification must be affiliated with the lead
recipient’s research institution.

Instructions Research Data Use Statement Approval Other Recipients Save

Data Access Request Details
Research Title

Enter the title of the research project.

Research Data Use Statement. Describe the purpose of the scientific Investigation, scholarship or teaching, or other form of research and
research development for which you are requesting access to the NIMH Data Archive. Describe how NDA data will be accessed by all recipients on
this DUC. If data will be downloaded, describe how the data will be managed throughout the course of the proposed research, including the plan for
data deletion.

If you are requesting access to controlled access data, this statement must demonstrate adherence to the consentbased data use limitations
described in the NDA Permissions Dashboard.

0 /1000
Are there any other individuals who will access, use, or analyze the data regardless of position title or data use role? Yes  No

This should include any IT staff who clean or manage the data.

Back - * Next

Figure 2: Data Access Request Details

6. Select the affiliated institute for the Data Access Request and the Signing Official (SO) who will sign your DUC
and Click ‘Next’.

7. If you indicated that other individuals require access, you will be brought to the ‘Other Recipients’ section. Here,
you can add users from your institution, or you can create a new user to add if they do not yet have an NDA
account. Add users accordingly and click ‘Next’. Please note: The NDA accounts for the ‘Other Recipients’ need
to be affiliated with the same institute as the lead recipient; otherwise, the accounts will not appear in ‘Other
Recipients’ section.

Data Permissions - Access Request x

Instructions Research Data Use Statement Approval Other Recipients Save

ld Other Recipients

il All Other Recipients should have the same Institutional Affiliation as the Lead Recipient. Collaborators at other Institutions should submit a separate
Data Use Certification.

Select all individuals who will access, use, or analyze the data regardless of position title or data use role. This should include any IT staff who clean
or manage the data.

le Other Recipient Name

No other recipients have been added to the request

Add user affiliated with your institution Create a new user to add

Back - -+ Next

Figure 3: Other Recipients
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8. Save your Data Access Request by clicking ‘Save’.

Data Permissions - Access Request x

Instructions Research Data Use Statement Approval Other Recipients ‘ Save ‘

Save Data Access Request
After confirming that the information you have entered is correct, press Save.

After saving, you can generate and download a PDF copy of your Data Use Certification (DUC). Once signed by you and the SO, upload the DUC to
the "Active Requests" table on the Data Permissions tab.

For more information on data access requests and renewals, refer to NDA Standard Operating Procedure 4A.

Back « % Cancel B Save

Figure 4: Save Data Access Request

9. Click ‘Generate Data Use Certification’ to download your DUC, then click ‘OK’.

" Download for Sig

Generate Data Use Certification

Your request for access to shared data has been saved, but not submitted for review by an NIH
Data Access Committee. In order to complete the request and submit it for review, download
your Data Use Certification using the above link. Then, sign it yourself and obtain the correct
Signing Official signature, and upload the PDF to the corresponding data access request in the
"Active Requests" table in your Data Permissions tab.

You may not make any additional edits to the Data Use Certification other than the two required
signatures and dates.

View the instructions or e-mail the NDA Help Desk for more information.

Figure 5: Generate Data Use Certification

10. On your ‘Data Permissions’ dashboard, you will see your DAR under ‘Active Requests’.

Info: Your data access request has been saved, please upload your signed DUC document to the request x

Profile Collections (0) Data Permissions Studies (0) Data Packages Permissions Lookup

Data Permissions &

Request new access to data in NDA permission groups or reapply for expiring access to data in NDA permission groups in the tables below. For more information,
please visit NDA's standard operating procedure for data access request here: SOP-04 Data Access Permission Request

Active Requests

Monitor status of current requests for NDA data access.

DAR ID Signing Request Approval Status Created Date @ Actions @
(3] e : (5

Type © ¢ Permissions © ¢ Official ® © Status © ¢

9148 Data Access NIMH Data Archive ‘ Waiting on Processing Jun 25, 2021 Actions  ~
Agreement
‘ Upload

Figure 6: Active Requests
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Your request for access to shared data has been saved, but not submitted.

To complete the process, you will need to have your Data Use Certification signed by the lead recipient and SO, then
upload it to your DAR.

Note: Signing Officials are defined by the assignment of the “SO” role in your institution’s eRA Commons profile. The
Signing Official for your DAR must be an authorized SO for your institution.

Editing a Data Access Request (DAR)
Your DAR can be edited if the DAR is not in Request Status “Waiting on DAC Approval”.

To edit your request (i.e., change your Research Data Use Statement, change the selected Signing Official, and/or add or
remove recipients, etc.):

1. Goto your Data Permissions dashboard.
2. Locate the active request. Under ‘Actions’, select ‘Edit Request’.

Active Requests

Permi
Monitor status of current requests for NDA data access.

Stu

Dmgm Type © ¢ Permissions © ¢ Signing Official ® ¢ Request Status © ¢ Approval Status ® ¢ Created Date © Actions ©
9135 | Data Access Adolescent Brain Cognitive Development (ABCD) Waiting on Agreement Upload Processing Jun 24, 2021 Data.pg
/ Connectome Coordination Facility (CCF)
Upload Signed DUC 2
Upload Supporting Documentation
Active NDA Permissions viewiRaques:

Delete Request
All NDA Permission Groups which you currently have access to are listed in the table below.

Figure 7: Edit Request

Make the necessary changes to your Data Access Request, then click ‘Save’.
Generate your Data Use Certification to download your new DUC, then click ‘OK’.
The Request Status will change to “Waiting on Agreement Upload”.

Get your new DUC signed and then upload it to your DAR once complete.

oV kw
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Signing and Submitting a Data Use Certification (DUC)
The DUC must be signed by both the lead recipient and an authorized Signing Official from the lead recipient’s institute.
Signatures cannot be typed; they must be either digitally or physically signed.

Once the DUC is generated AND signed:

1. Go to your Data Permissions dashboard.
2. Then, locate the active request. Under Actions, select ‘Upload Signed DUC'.

profile Collections (0) | Data Permissions |  Studies (3) Data Packages Permissions Lookup

a

Data Permissions

Request new access to data in NDA permission groups or reapply for expiring access to data in NDA permission groups in the tables below. For more information, please visit NDA's
standard operating procedure for data access request here: SOP-04 Data Access Permission Request

Active R

Monitor status of current requests for NDA data access.

1‘:)“3 Type @ ¢ Permissions @ ¢ Signing Official @ ¢ Request Status © ¢ Appro\loalftatus Created Date © Actions @
9135 | Data Access Adolescent Brain Cognitive Waiting on Agreement Upload | Processing Jun 24, 2021 | Cactions [~
Development (ABCD) / Connectome
Coordination Facility (CCF) Upload Signed DUC |
Upload Supporting Documentation
Edit Request
View Request
Active NDA Permissions Giete Raqest B

All NDA Permission Groups which you currently have access to are listed in the table below. —

Figure 8: Actions Dropdown
3. Choose the signed DUC file on your computer and click ‘Upload’. It may take a few seconds for the file to upload
into our system.

Upload Data Use Certification

By signing and dating this NIMH Data Archive Data Use Certification (DUC) to request access to data in the NIMH Data Archive, I
and my Institutional Officials (if required) certify that we will abide by the Data Use Terms and Conditions defined in this DUC. I
further acknowledge that I have shared this document with any Other Recipients who will participate in the use of data from the
NIMH Data Archive. My Institutional Business Official (if required) also acknowledges that they have shared this document with

appropriate institutional organizations

Current uploaded filename: NDA+Data+Access+Request+DUC+FINAL.pdf
Choose File |No file chosen

& Upload % Cancel

Figure 9: Upload Data Use Certification

4. Once uploaded, a confirmation message will appear. The request status will change to ‘Waiting on NDA Admin’,
and your request will automatically be sent to the NDA Help Desk for review.

Info: Successfully uploaded file x

Profile c (0)  Data Per Studies (0) Data Packages Permissions Lookup

Data Permissions o

Request new access to data in NDA permission groups or reapply for expiring access to data in NDA permission groups in the tables below. For more information,
please visit NDA’s standard operating procedure for data access request here: SOP-04 Data Access Permission Request

Active Requests

Monitor status of current requests for NDA data access.

DAR ID & Signing Request Approval Status Created Date © =
e Type O Permissions 6 Official © Status © Py Actions &
9148 Data Access NIMH D_ Ann Huston Waiting on NDA  Processing Jun 25, 2021 Actions
(hustonad@mall.c Admin

Figure 10: DUC Upload Confirmation
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Review and Approval of Request

Once NDA receives a Data Use Certification, it is:

1. Checked for completeness.
2. Sentto the Data Access Committee (DAC) for review and approval.

This process can take up to 10 business days, and additional clarification of your research plan may be requested.
Ensuring your Research Data Use Statement is clear and complete can help expedite this process.

Once approved, access is granted to all personnel listed on the DUC and is valid for one full year.

If any of your collaborating personnel did not have NDA accounts, these will be created upon approval. Once the DAR is
approved, the users will be notified via e-mail and prompted to accept the terms and conditions of the Data Use
Certification (DUC) upon logging into NDA.
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Renewing Access

Once a DAR has been approved, access is valid for one year. After one year, your access will expire and be deactivated
unless a renewal request is received and processed prior to expiration. Applying for renewal will become an option 60
days prior to the DAR expiration date. To reapply for access:

1.
2.

Go to your Data Permissions dashboard.
In the ‘Active NDA Permissions’ section, click ‘Reapply for Access’ in the ‘Actions’ dropdown menu of the NDA
Permission Group you want to renew.

Data Permissions s

Request new access to data in NDA permission groups or reapply for expiring access to data in NDA permission groups in the tables below. For more information, please visit NDA's standard operating procedure for data
access request here: SOP-04 Data Access Permission Request

Active NDA Permissions

All NDA Permission Groups which you currently have access to are listed in the table below.

SHOW ALL DATA ACCESS PERMISSIONS

DARID @ ¢ Lead 6 Permission Group @ ¢ Institution @ ¢ Approval Date @ ¢ Explratgn Date Actions 8
5570 v Brain Cogniti (ABCD)_/ UNIVERSITY OF CALIFORNIA LOS ANGELES Aug 18, 2020 Aug 18, 2021 Actions |~
(Renewal of 3269) Connectome Coordination Facility (CCF)
{ Instructions
View Agreement
iesi
NDA Permission Groups

Il NDA Braad lise and Onen A ission Grouns are listad in the tahle helny t the Action hitton to review inctruchians or initiate a reqiiect to o) the data in an NDA Permicsion Granun

Figure 11: Reapply for Access

The process for completing a renewal request is identical to the process for requesting access, with the
additional step of providing a brief progress report on the DUC. Recipients requesting the renewal of an expiring
Data Use Certification should provide a ‘Progress Report’ on research conducted with data from the NIMH Data
Archive. The ‘Progress Report’ should also describe any updates to the original ‘Research Data Use Statement’
and changes to the ‘Other Recipients’ list on the Data Use Certification. Recipients who conduct a secondary
analysis on data shared through the NIMH Data Archive are expected, as part of the DUC Terms of Use, to report
their results using the NDA Study feature.

Adding Recipients to an existing Data Use Certification (DUC)

Lead recipients should add any additional data recipients to a Data Access Request (DAR) before the institutional
business official has signed the DUC, and before the request has been reviewed by the NDA Data Access Committee
(DAC). To add new data recipients after a DAR has been approved:

1.

The lead recipient should email the NDA Help Desk at NDAHelp@mail.nih.gov with an updated version of the
original, active DUC that includes the name(s) and NDA Username(s) for the new data recipient(s), along with
the original recipients. The new recipients being added to the DUC will need to create an NDA account.
a. The updated DUC must be newly signed by the lead recipient and the institutional Signing Official (SO).
b. Please note: All recipients on a Data Access Request/Data Use Certification must be affiliated with the

lead recipient’s research institution.
NDA will review the updated DUC to ensure that no other changes have been made to the DUC, the two
required signatures are present, and the new data recipient(s) are affiliated with the lead recipient’s research
institution.
NDA staff will notify the lead recipient when the data recipients have been added to the existing, active DUC.
Please note: Newly added recipients will be subject to the original expiration date for the DUC.
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Removing Recipients from an existing Data Use Certification (DUC)

Per the DUC terms of use, the lead recipient on a DUC must notify NDA if a recipient is no longer affiliated with the
research institution on the DUC. The recipient will be removed from the DUC and their access to the DAR will be
revoked. To remove data recipients after a DAR has been approved:

1. The lead recipient should email the NDA Help Desk at NDAHelp@mail.nih.gov with a request to remove the
recipient, providing the Help Desk with the recipient’s name and NDA username.

2. NDA will revoke that recipient’s access to the permission group and remove them from the DUC.

3. NDA staff will notify the lead recipient when the data recipient has been removed from the DUC.

NDA Query Tools

NDA Search Tool

The NDA Search tool allows you to look for data or other information in NDA by entering search terms and reviewing or
filtering results based on the type of information.

~. [ MY DASHBOARD
Welcome to the NIMH Data Archive
Y
Search NIMH Data Archive Q

Figure 12: Search Bar

The search results page will display results and provide a summary of information with specified content types. This
includes the ability to search results for NDA Studies, NDA Collections, individual data elements, site content pages, and
experiment definitions associated with omics or neurosignal recordings data. This is a good tool to see what is available
based on key terms used in your search.

O s oo

CONTENT CDNTENT(i)

NDA STUDIES (9)
PUBLICATIONS (828)
COLLECTIONS (312)
DATASTRUCTURES (392)
DATA ELEMENTS (2305)
EXPERIMENTS (14)
CCONCEPTS (9)

Displaying 1 of 1 results

Disease Studies
CCF - hutps:/nda.nih.gov/ccf/disease-studies

Mar 20,2018 - H e studies 3

or su
heall

3870 search resuls for
anxiety
NDA STUDIES

Displaying 5 of 9 results

Differential of Child Anxiety and Depression to Child Report and Parent Report of
Electronic Media Us
Child depression and

d wilh eleclroy

Figure 13: Search Results
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NDA Query Tool

Workspace

Your ‘Workspace’ is a holding area where you can review your pending filters prior to adding them to your ‘Filter Cart’.
The first step in accessing data is to select one or more items, then move them into your ‘Workspace’. To add items to
your ‘Workspace’:

1. Select the search result(s) using the checkbox.
2. Click ‘Add to Workspace’'.
3. Youwill then see it added to your ‘Workspace’, as seen with the icon in the top right corner.

- (o) - Ascending - Apply Reset
NDA Query Tool
Search Subjects By 1,577 Results Found
Featured Datasets - Remote Upload Not A sated with a Collecti COLLECTION ID
Adolescent Brain
Cognitive Development
Study (ABCD) Remote Upload Not Associated with a Collection SHARED SUBJECTS INFO
Lifespan Human INVESTIGATORS CREATION DATE ORGANIZATION . .
Connectome Projects NDAR Admins 08/08/2016 NIH
(HCP) FUNDING SOURCE SUBMISSION STATUS PERMISSION GROUP
Osteoarthritis Initiative Submitting Data
(OAI) GRANTS Imaging+ Omics.
— GRANT FUNDING oy
Demographics NUMBER ORGANIZATION START DATE  END DATE AMOUNT
(@ pata from Labs
Clinical
Data from Papers
Data Dictionary -
Data Struct . = = = =
GRS UIC ACE: Translational Studies of Insistence on in Autism COLLECTONID
Data Elements "
. A The UIC ACE was focused on the genetics, neurobiology, cognitive and affective processes, and SHARED SUBJECTS INFO
Experiments s 2 A 3
pharmacology of insistence on sameness (IS) in autism spectrum disorders (ASD). A large sample of -
Methods ) e prhl ) : LT e e S me e
Biosamples « [ IClear Selection(s)!

Figure 14: Add to Workspace

To view your Workspace:

1. Click the workspace icon in the top-right corner.
2. Notice that the number of items you have added will appear next to the different sections on the left.

NIMH Data Archive

Workspace »

Contributé Data | Got Data Data from Labs Remove Filter

Data Dictionary  Data Standards

Tools w  Webmnars & Tul Request Acces: Abor

Remote Upload Not Associated with a Collection Remave

NDA Query Tool

Search Subjects By Data Dictionary: Data Structures

UIC ACE: Translational Studies of Insistence on Sameness in Autism Remave

Featured Datasets = Search over 2,000 data collection instruments, or data structures, in the NDA Data

Adolescent Brain Dictionary.
Cognitive Development

Study (ABCD)

Data from Papers Remave Filter

NDA data structures contain data collected by many different research studies. The
NDA data dictionary is always being updated to accommodate new variables, variable
Lifespan Human names, value ranges, and new data collection instruments.

Connectome Projects

Predictors of self-injurious behaviour exhibited by individuals with
autism spectrum disorder

Remove

(HCP)
Osteoarthritis Initiative Brain Hyperconnectivity in Children with Autism and its Links to Social Remave
(0A1) Deficits
TEXT SEARCH @ Source @ caTl
o el T Ded = Autism Genome Project Remove

Demographics

S SORT BY SORT DIRECTION
a from Labs
Short Name 3 Ascending = Data Dictionary: Data Structures Remove Filter
©
Q ke from Papers 3,340 Results Found Det w | Table View
T Axis 1 Diagnoses Remave
hta Dictionary 3
(D pata structures Axis 1 Diagnoses
ata Elements MV
Experiments - STRUCTURE SOURCE(S) DATA TYPE CATEGORY
NDA Clinical Assessments Diagnostic
Methods
Biosamples «

‘Submit to Filter Cart

Figure 15: View Workspace
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The Filter Cart

Once queries have been added to your Workspace, the next step is to submit the filters in the workspace to the ‘Filter
Cart’. This process runs the queries selected, saving the results within a filter cart attached to your account. The ‘Filter
Cart’ is a temporary holder of data, identified by the user through querying or browsing, in which the data from your

workspace is filtered.
To submit your query to your ‘Filter Cart’:

1. View your ‘Workspace’.
2. Click ‘Submit to Filter Cart’.

The ‘Filter Cart’ supports combining multiple filters
together and depending on filter type will use "AND" or
"OR” logic when combining filters.

Multiple selections from the same filter type will result in
those selections being applied with an “OR” condition. For
example, if you add an NDA Collection filter with selections
for both NDA Collections 2112 and 2563 to an empty
Workspace, the subjects from NDA Collection 2112 “OR”
NDA Collection 2563 will be added to your Workspace,
even if a subject is in both NDA Collections. You can then
add other NDA Collections to your Workspace, which
further extends the “OR” condition.

Creating a Package

Data

s. The
variable

Workspace »

Data from Labs Remove Filter
Remote Upload Not Associated with a Collection Remove
UIC ACE: Translational Studies of Insistence on Sameness in Autism Remove
Data from Papers Remove Filter
Predictors of self-injurious behaviour exhibited by individuals with e
autism spectrum disorder

Brain Hyperconnectivity in Children with Autism and its Links to Social Remove
Deficits

Autism Genome Project Remove
Data Dictionary: Data Structures Remove Filter
Axis 1 Diagnoses Remove

[Fcisl FSibmit toratier Cartl|

Figure 16: Submit to Filter Cart

Once you've used the query tools to add a filter(s) to your Filter Cart, you'll be able to review the filters in the Filter
Cart, and clear the cart if changes are needed. Clicking "Create Package/Add to Study" will take you to the Data

Packaging landing page.

Clear

\'ta:' Filter Cart (1) My Account
Collection 1151 Filter: j :50:
E ollection ilter: 556 subjects @ 10:50:29

Total Subjects: 556

CREATE PACKAGE/ADD TO STUDY v

basis over the life of the grant or project. Newer
NDA Collections are less likely to have shared data

Figure 17: Create Data Package
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Data Packaging Page

The Data Packaging Page, also referred to as the ‘Landing Page”, is where you can view data currently returned by your
query. The left panel displays the source Collections of all the data, and the right panel displays a list of all the data
structures included. You can check or uncheck Collections and structures to remove or include in this package. An
individual must be in both a checked Collection and a checked structure to be included. You can also click ‘Find All
Subject Data’ to drop the existing query and replace it with a ‘Query by GUID’ filter of all data for all currently included
subjects.

QFST Table Name: QFST_VWVDLSSYDN_1598474097444

Data Packaging Page

The Data Packaging Page displays the NDA Collections and Data Structures selected by the filters add to your Filter Cart. Log in, if not already authenticated, then interactively choose which Permissions Groups, NDA Collections, or
individual to include by selecting them.

The Data Structures by Category column updates to display the number of subjects that are included with your selections. Choose which Data Structures to include, and if necessary select individual rows within a Data Structure to
include by using the inspect icon next to the Data Structure.

After making your choices, select ‘Create Data Package’ or ‘Add Data to Study' to include your selections in a data package, or add them to a Study cohort.

To access data packages you have created, open the Data Packages page from your user profile.

Researchers who share data through NDA, or who conduct a secondary analysis on data shared through NDA, are expected as part of the Terms of Use to report their results using the NDA Study feature. An NDA Study links a finding,
data release, or publication directly to the underlying subject-level records for the data defined. Automatically, the NDA Study provides attribution (i.e. credit) for those that contributed the data. Each NDA Study is also issued a Digital
Object Identifier (DOI), which is expected to be referenced in the publication as a persistent link to the supporting dataset

NOTE: This may not represent all available data for these subjects - click "Find All Subject Data™ to return all data for these subjects.

Collections by Permission Group Data Structure by Category
Collapse All | De ct All

INIMH Data Archive Maggression
& children’s Scale of Hostility and Aggression: Reactive/Proactive (0 of 48 subjects avallable)@

Collapse All | Deselect All

You do not have access to this permission group. You can apply for access at

NIMH Data Archi: @Anger
MH Data Archive
B B Aberrant Behavior Checklist (ABC) - Community (0 of 5 subjects available)@
_lu]m::. AC[E: Tr Lo | Studies of Insistence on in Autism ® anxiety
AveSraaLSe 00 B Aberrant Behavior Checklist (ABC) - Community (0 of 5 subjects available) D
Description: The UIC ACE was focused on the genetics, neurobiology, cognitive and affective ( ) ty ( ! )
processes, and pharmacology of insistence on sameness (IS) in autism spectrum disorders (ASD). A M arousal
large sample of children with self-reported autism spectrum disorder will be screened by the 7 ) o i f A o
Assessment Core for further screening by administration of the ADI-R to the parents. Probands meeting £ Aberrant Behavior Checkiist (ABC) - Community (0 of 5 subjects avarlable)@
ADI-R criteria for autistic disorder will be recruited for further study if they are also classified by the Mpehavior

ADI-R IS items as high (N=150) or low IS (N=100). In addition, high IS subjects will need to score 15

or more on the sum of two IS factors on the RBS-R to avoid floor effects for the pharmacogenetic trial.
These 250 subjects will all be included in project I, Genetics of Serotonin in Autism: Neurochemical and
Clinical Endophenotypes, along with 225 previously studied subjects and their parents for a total of 475
trios. This project will study 25 serotonin- related genes for association with autism and with IS more
specifically. ing of strong candi: genes will be conducted with all of the subjects in the
pharmacogenetic project (11I) and with the low IS subjects in project II. In addition, the 250 subjects
will have serotonin measures collected for analysis with genetic and phenotype measures. In Project II:
Translational Studies of Cognitive, Affective and Neurochemical Processes Underlying Insistence on
Sameness in Autism, fMRI studies of IS will be conducted on 50 high IS subjects also in Project III, 50
low IS subjects (also in Project I) and 50 control subjects. In addition, rat studies in which parallel

4 Aberrant Behavior Checklist (ABC) - Community (0 of 218 subjects available)@

Repeﬁlive Behavior Scale - Revised (RBS-R) (0 of 2 subjects available)@

[ Repetitive Behavior Scale - Revised (RBS-R) (0 of 221 subjects available]@

Repetitive Behavior Scales - Early Childhood Supplement (0 of 244 subjects available)@
Scognitive

Benton Facial Recognition Test (0 of 354 subjects available)@

& child Eyes Test (2006) (0 of 45 subjects avallable)@

Figure 18: Data Packaging Page

Once you make your selections, click ‘Create Package’ to name and begin creating your download package. You will have
the option to include or exclude associated files. These are associated data files such as omics, EEG, images, etc.
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Data from Labs

The Data from Labs tool serves as a helpful browser of the data organized by its source laboratory into NDA Collections.
Each Collection represents one project, typically defined as one grant. By restricting the Collections displayed by
organization, funding source, and data source (i.e., ABCD, NDA, ACE, EPINET, etc.), you can browse your subset of
interest. You can add an NDA Collection to the cart as a filter from the list using the checkbox on the left of the NDA
Collection result.

NDA Query Tool YO
Search Subjects By Data from Labs
TIPS
Featured Datasets ~ + Data from Labs are 'NDA Collections', which contain datasets from
Adolescent Brain one grant or project. Search for datasets from hundreds of Research labs submit and share data on
Cognitive contributing research labs. a rolling basis over the life of the grant
Development or project. Newer NDA Collections are
Study (ABCD) less likely to have shared data available.
Lifespan Human For more detailed information, click the
Connectome "Help' button below.
Projects (HCP)
Osteoarthritis
Initiative (OAI) TEXT SEARCH @ SUBMISSION STATUS @ FUNDING SOURCE @ DATA SOURCE @
Search Title, Description, Investigators, Orge ALL M v -
Demographics
ORGANIZATION @ SORT BY SORT DIRECTION
I Data from Labs I = D = Ascending ~ Apply Reset
Data from Papers 1,538 Results Found
Data Dictionary = UIC ACE: Translational Studies of Insistence on Sameness in Autism COLLECTION !i
Data Structures
Data Elements " The UIC ACE was focused on the genetics, neurobiology, cognitive and affective SHARED SUBJECTS INFO
processes, and pharmacology of insistence on sameness (IS) in autism
i spectrum disorders (ASD). A large sample of children with self-reported autism Subject Age Range
Experiments = snacteum disarder will ha screenad hy the Care for further screening (26 to 854 months)

Figure 19: Data from Labs

Within each NDA Collection, there are several tabs to view different information:
e General: Information on the project description, investigator(s), grant, and supporting documentation.
e Experiments: Definitions of any omics, imaging, or neurosignal recordings, and supporting documentation.
e Shared Data: A list of all measures currently shared and number of subjects available for each.
e Publications: Lists of associated publications and associated NDA Studies.
e Data Expected: Displays the expected schedule for the sharing of future data.

Clicking ‘Add to Cart’ within the NDA Collection will add the entire Collection to your cart as a single filter.

State: Shared UCLA Sigman/Bookheimer ACE and ARRA #10

[(wm’.rdl | Experiments (3) | Shared Data || Publications (128) | Data Expected (44) | Associated Studies (13) I
]

Collection Title: UCLA Sigman/Bookheimer ACE and ARRA

Collection i : Sigman M, D, s

Collection Description:  ACE Projects: 1) PI Sigman - Infant Sibs. 2) PI Geschwind - Genetics. 3) PI Dapretto - Mirror neuron Imaging+ Omics.
and imaging. 4) PI Kasarl - Optimizing outcomes for toddlers. 5) PI McCracken - Understanding 80
repetitive behaviors. ARRA: PI Bookheimer - Neural and Phenotypic Correlates of Autism Risk Genes 32 26

Permission Group: NIMH Data Archive 43

NIH Research Initiative: Autism Centers of Excellence (ACE) 6 31

Collection Phase: Funding Completed o

Collection Sub-Phase:  Data Expected

Collection State: shared ool

Blinded Clinical Trial: No

Total Funded Amount:  $12,555,156.00

Targeted Enrollment: 460

Cumulative Enroliment: 553

Subjects Shared: 452

Funding Sources:

Funding Source Name Funding Source URL

NIH - Extramural None

Supporting Documentation:

Grant Information:

Project Number Project Title Start Date End Date Planned Actual izati Funds

PSOHD0S55784- Determinants of Soclal, Communicative, and 08/06/2007 07/31/2012 340 533 UNIVERSITY OF $11,465,042.00

01

Other Core Deficits In Autism CALIFORNIA LOS

Figure 20: NDA Collection Tabs
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Data from Papers

With the Data from Papers tool, you can browse data organized by NDA Study. Each NDA Study represents a publication
or other result based on data contained in NDA and serves as a link between the publication and underlying data. You
can add an NDA Study to your cart as a filter from the list by clicking the checkbox next to the Study listing, then clicking
‘Add New Study’ at the bottom-right corner.

Confribute Data  GetData Data Dictionary  Data Standards  Toolsv  Webinars

lorials  Request Access  About Us.

NDA Query Tool
Search Subjects By Data from Papers

Featured Datasets TIPS

Data from Papers are 'NDA Studies', which contain analyzed data from
one or more NDA Collections (datasets from a grant or project). Search
Cognitive for datasets from research publications, computational pipelines, and data from one or more NDA collections. If
Development Study curated data releases. you have data access or access to the
(ABCD) underlying collections, you can also access
the analyzed data and associated files.

Adolescent Brain NDA Studies are linked to individual-level

Lifespan Human

Connectome
Projects (HCP)
Osteoarthritis TEXT SEARCH @ STUDY TYPE @ DATA USAGE @ DATA SOURCE @
Initiative (OAI) - ALL - ~
Demographics ORGANIZATION @ SORT BY SORT DIRECTION
- D - Ascending - Apply Reset
Data from Labs
258 Results Found
Data from Papers = e o _— S . E o]
D Predictors of self-injurious behaviour exhibited by individuals with autism = 'Dz-sg
Data Dictionary - spectrum d
Data Structures
R Presence of an autism spectrum disorder is a risk factor for development of self-
Data Elements injurious behaviour (SIB) exhibited by individuals with developmental disorders. The
most salient SIB risk factors historically studied within developmental disorders are
Experiments Y level of intellectual disability, communication deficits and presence of specific genetic Subject Age Range
disorders. Recent SIB research has expanded the search for risk factors to include (0 to 696 months)
Methods less commonly studied variables for people with developmental disorders: negative ... 'y o
more months months
Biosamples
Browse i GATORS
Richman DM; Barnard-Brak L, Bosch A, Thompson S,
Grubb L, Abby L .25
Autism Phenotypic N ) e s1o%e) s sy
Concepts CREATION DATE e
02/23/2011 inding 369 Subjects
& Query by Global ORGANIZATION ) ) asures
Unique Identifier (GUID) Burkhart Center for Autism Education and Research Primary Measures: (1) Male (82%)

Login Required Secondary Measures:

«

Figure 21: Add New Study

Within the Study you can view general or ‘Summary’ information, primary and secondary measures, subject cohorts, and
other information about the research, including results. You can also add the Study to your cart by clicking ‘Download’.

Study Owner: Flora Vaccarino  Owner E-mail: flora.vaccarino@yale.edu  Study Type: Finding  State: Shared Somatic copy-number mosaicism in human skin revealed by indud]

Summary “ Cohorts (2) U Measures (30) H Types H Data Analysis ‘

Investigators:(D)

Abstract:

Results:
Documents:

DoI:
Data Usage:(7)
Attribution Report:

Permission Groups:

Vaccarino FM; Abyzov A, Mariani J, Palejev D, Zhang Y, Haney MS, Tomasini L,
Ferrandino AF, Rosenberg Belmaker LA, Szekely A, Wilson M, Kocabas A, Calixto NE,
Grigorenko EL, Huttner A, Chawarska K, Weissman S, Urban AE, Gerstein M
Reprogramming human somatic cells into induced pluripotent stem cells (iPSC) has
been suspected of causing de novo copy number variations (CNVs). To explore this
issue, we performed a whole-genome and transcriptome analysis of 20 human iPSC
lines derived from primary skin fibroblasts of 7 individuals using next-generation
sequencing. We find that, on average, an iPSC line manifests two CNVs not
apparent in the fibroblasts from which the iPSC was derived. Using qPCR, PCR, and
digital droplet PCR (ddPCR) to amplify across the CNVs' breakpoints, we show that
at least 50% of those CNVs are present as low frequency somatic genomic variants
in parental fibroblasts and are manifested in iPSC colonies due to their clonal origin.
Hence, reprogramming does not necessarily lead to de novo CNVs in iPSC, since
most of line-manifested CNVs reflect somatic mosaicism in the human skin.
Moreover, our findings demonstrate that clonal expansion, and iPSC lines in
particular, can be used as a discovery tool to reliably detect low frequency CNVs in
the tissue of origin. Overall, we estimate that approximately 30% of the fibroblast
cells have somatic CNVs, suggesting widespread somatic mosaicism in the human
body. Our study paves the way to understanding the fundamental question of the
extent to which cells of the human body normally acquire structural alterations in
their DNA post-zygotically.

Results published in Nature, Dec 2012

RO1MH89176

R33MH087879

10.15154/1163509

Primary Analysis

Collection ¢

D¢
1201

Subjects ¢

Induced pluripotent cells in ASD with 9
macrocephaly

NIMH Data Archive

Study Type:
Cohorts:

Measures:

Data Analysis:

Finding
Control - Control (7)
Age: 0 to 700 months
Sex: Both
Test - Test (2)
Age: 90 to 200 months
Sex: Both
Primary Measures: (20)
Secondary Measures: (10)
Genotyping/NGS
Data Transformation,...
and...
Software > BWA
Software > CNVnator
Test Statistics > Correlation/Trend test
Test Statistics > Fisher's exact test
Test Statistics > Pearson's chi-square test
Type > CNV
Type > Whole Genome sequencing
Microarray/Protein Analysis
Algorithm > Bayesian Method
Normalization Method > Global
Significance > p-value > <0.01
Software > GenomeStudio
Software > TM4 - MeV...
Type > Gene Expression

> Wave Detection

a8

Figure 22: NDA Study

Page 16 of 18




Search Data Dictionary
The Data Dictionary allows you to view all the data structures currently defined in NDA. Each structure represents a
standardized definition of a measure or instrument that researchers use to collect and submit data.

You can select one or more data structures on this page and add them to your cart as one filter. Like in all NDA query
tools, the contents of one filter are queried on an “OR” basis, and multiple filters return overlapping results on an “AND”
basis.

[0)
O]
NDA Query Tool s T
Search Subjects By Data Dictionary: Data Structures
TIPS
Featured Datasets - Search over 2,000 data collection instruments, or data structures, in the NDA Data Dictionary.
v Click on the structure name to view the data dictionary, chan
Adolescent Brain Cognitive NDA data structures contain data collected by many different research studies. The NOA data dictionary is b 7 v, chaage

Development Study (ABCD) history, data submission template, and to create a new query filter

always being updated to accommodate new variables, variable names, value ranges, and new data for a spedific vaue range from a singla variable In that structure. You
Lifespan Human Connectome collection instruments. «can even visualize the response distribution for any given variable
Projects (HCP) with 2 discrete value range.

Osteoarthritis Initiative (OAT)

Demographics TEXT SEARCH O SOURCE @ CATEGORY O DATA TYPE O
Data from Labs =
SoRT BY SORT DIRECTION
Data from Papers Shart Name - Ascending - Apply Reset
Data Dictionary = 3,340 Results Found  Detail View | Table View

Data Structures

Data Elements "™

a1d01

Expesiments -
Methods STRUCTURE SOURCE(S) DATATYPE CATEGORY SHARED SUBJECTS INFO
SoaTrice NDA Clinical Assessments Diagnostic

d Subject Age Range
Blowse (193 to 435 montha)
o 1250
Autism Phenotypic Concepts months menths 240 Subjects

& Query by Global Unique Identifier
(GUID) Farnale (100%)

=] ive Aspects of i i and Social F ionil SHMfll:gf
aal

Figure 23: Data Dictionary

You can also click on the title to view the definition. Within each definition are the included data elements, value ranges,
descriptions, etc. You can add a data structure to your cart from its definition page as well or click ‘Filter’ next to an
element to view its distribution, then select and apply an element-specific filter.

Axis 1 Diagnoses O
240 Shared Subjects

N/A 12/17/2014 a1do1

Clinical Assessments o1
CA View Change History

Diagnostic

Q| Refine Results
QUERY ELEMENT NAME DATA TYPE SIZE DESCRIPTION VALUE RANGE NOTES ALIASES
subjectkey GuID Reguired The NDAR Global Unique Identifier (GUID) for research subject NDAR® quid, guic2, guid3
src_subject_id String 20 Reguired Subject ID how it's defined in lab/project
interview_date Date Required Dace aci éflch tha Intanien]ganatic Reguired field

test/sampling/imaging/biospecimen was completed. MW/DD/YYYY

Age is rounded to chronological month. If the
research partipant is 15-days-old at time of

interview_age Integer Required Age in months at the time of the interview/test/sampling/imaging. 0 :: 1260 interview, the appropriate value would be 0 months.
I the participant is 16-days-old, the value would be
1 month.

sex String 20 Required Sex of the subject M;F; O; NR M = Mazle; F = Female; O=Other; NR = Net reported gender

Pasitive Diagnosis = 3; Intermediate Diagnosis = 2;

s1d1 Inceger Recommended Bipolar I Disorder 0::3 bl ey e it

Dnitiva Nisanneis = . Tararmadiara Nisnnacis = 2.

Add to Filter Carl

Figure 24: Data Structure - Add to Filter Cart
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Download Manager

The Download Manager (Beta) tool is an electron client which was developed with the goal of making the NDA
Download Manager (Beta) extremely easy to use. It was completely recoded and relies on a different set of backend
tools (which have been documented on our GitHub page).

Once you have initiated your data package creation, you will be presented with the option to launch the Download
Manager. Once launched, you can download your data package directly onto your device to a location of your choice.
Please note: with any package containing omics data or a package over the size limit of 200GB, you will need to use an
alternative access method.

If you recently created your package, it may still display as having a status of "Creating Package" when you launch the
manager. To update the Download Manager's status use the ‘Refresh Queue’ button. ‘Browse’ allows you to select a
new download destination. The options at the bottom allow you to stop ongoing downloads, start all selected
downloads, and delete or clear packages from the interface. Packages are tied to your account and will persist after you
have downloaded them.

View the NDA Tools page for more information and access to the Download Manager User Guide.

Cloud Access and miNDAR

NDA Cloud tools are an alternative method to accessing data. All omics data and packages over 200GB must be accessed
using these tools; however, these tools also may be used to view other data packages. More information regarding
cloud access can be found here.

Federated Access

NDA has federated with a variety of other repositories to provide a more useful platform for supported research.
Federation allows data from other sources to be accessed alongside NDA data, using the NDA infrastructure and many of
the query tools described in this tutorial, while preserving the source repository's control over access.

Data from federated partners must be requested directly from those partners, in accordance to their requirements,
rather than through the NDA Data Use Certification.
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https://github.com/NDAR
https://nda.nih.gov/nda/nda-tools#download-manager
https://nda.nih.gov/nda/tutorials/accessing_files_in_the_cloud

