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Training Schedule:

Day |

Request an account
GUID Module
Data Dictionary Module: Data Elements, Form structures and Exporting of CSVs

vV v v Y

Data Repository Module: Study details and data subbmission via csv
Day 2

ProFORMS

Query



ACCOUNTS




Accounts

» Request an account
» Log In



Request a New Account Demonsiration
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CDE's at NINR ™ Approved Sites Active Projects Publications Policies ~ Contact

About Us Research

The mission of the National Institute of Nursing Research The NINR, part of the National Institutes of Health (NIH), is a
(NINR) is to promote and improve the health of individuals, leading supporter of clinical studies in symptom science and
families, and communities. To achieve this mission, NINR self-management research. To harmonize data collected from
supports and conducts clinical and basic research and clinical studies, NINR is spearheading an effort to develop
research training on health and iliness, research that spans CDEs in nursing science. Here is the list of the approved
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Request A New Account § Forgot your username? | Forgot your password?

Enter your Username and

Password y _ , _
For security reasons, please Log Out and Exit your web browser when you are done accessing services that

Username: require authentication!

Warning Notice

Password: This is a U.S. Government computer system, which may be accessed and used only for authorized Government
business by authorized personnel. Unauthorized access or use of this computer system may subject violators to
criminal, civil, and/or administrative action.

LOGINl clear All information this computer system may be intercepted, recorded, read, copied, and disclosed by and to
authorized personnel for official purposes, including criminal investigations. Such information includes sensitive
data encrypted to comply with confidentiality and privacy requirements. Access or use of this computer system by
any person, whether authorized or unauthorized, constitutes consent to these terms. There is no right of privacy
in this system.

Common Data Repository for Nursing

Science (cdRNS)
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Account Management

Thank you for your interest in the FITBIR system. Please comgplete the following steps to request an account:

1. Download the appropnate template(s) from the st below.

Administrative File Templates

= Fillin the requested fields in the form{s) that require approval, then have it reviewed and approved by your instibution.
= Scan required formis) and save te your computer.

FILE TEMPLATE REGUIRED FOR PRIVILEGE
Diata Submission Regquest Data Dictionary, Data Repaository, GUID, ProFeRMS, Yearly Account Renewal
Dista Access Reguest Query
Biographical Sketch Yearly Account Renewsl|

Showing 1 to 3 of 3 entries First Prewious

[ =]

Upload Supporting Documentation

Please upload your signed administrative documentation te support your request here. Selecied templates are available balow.

Fila Type* : | - Belect One - hd

NCITE Verify that the uploaded file appears here before proceeding to the next step.
gyt requests that do not have the required documents will not be approved.

. Uphoad your approved file{s) to support your request here. For each required form, salect the approprigte File Type and cick Choose File {or Browse). Find the approved file{s) on your computer and click Upload.
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Account Management

Thank you for your interest in the FITBIR system. Please comgplete the following steps to request an account:
1. Download the appropnate template(s) from the st below.

Administrative File Templates

= Fillin the requested fields in the form{s) that require approval, then have it reviewed and approved by your instibution.
= Scan required formis) and save te your computer.

Diata Submission Regquest

Crata Access Reguest

Biographical Sketch
Showing 1 to 3 of 3 entries

We noticed that no document was uploaded with this request.
Account requests that de not have the required documents will not be
approved.

2. Upload your approved file{s) to support your request h computer and click Upload.

Upload Supporting Documentation

Please upload your signed administrative documentation

Fila Type* : | - Belect One -

NOTE: Verify that the uploaded file appears here before proceeding to the next step.
All account requests that do not have the required documents will not be approved.
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Account Management

3. Enter the foliowing Account Management Information
NOTE: Each account Is for 3 unigus Indhidual. Account hoiders must POt share thalr login with others

Username and Password

Neaw users plessa fill out the form Dalow.
Fiaids marked with 3 ~ ars required.

UWM‘I[

Pasaword = : I l

Retype Password *: I ‘

Contact Information
Flease provige your prefamred contact Information:

NiH Federal identity :

City = : | |

Country * - ["Unnted States of Amarica -]

Poatal Cooe * : I l

mm'3[-se1ec(0ne~ ~ |

Pnono‘:| ‘

Briefly describe why you
are requesting accsss to
the syatem. Explain how
you intend to use the

y and your Intent
for data submission andior
asts access * :

10:21 AM
3/22/2017

.l [ |

Fnons - - [ ]

Briefly describe why you
are reguesting access to
the system. Expiain how
you intend to use the
systern and your Intsntions
Tor data submisaion andior
aata access * :

©On me foliowing page. you will De abie to request pevil s 3nd sLDMIt your request.
CONTINUE

SiteMap ComtsctUs Privacy Statement  Accessibiity Poicy &

MNIFE . Turming DNscovery into Heakn
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Account Management

Fleids marked with 3 * a2 reguirsd

4. Eeded the following privieges and permissiane far this account.

Account Privileges
Chocs2 your role (Using the radio buttone): Each role will auto-populate recommended priiieges below.

% Data contributor and retrisver with ProFofM s I ) Data refrigver
) Data contributor and retrisver without ProFoRMS ) Data and bicsample retrigvar
O other

Based on the selected role, the following privieges will be pre-populated for this account; check or uncheck boxes, 36 neated:

»  Account - Alows user to log Inlo EyElEm, manage prafilz and password, and uplaad documentation

» Data Dictionary - WVigw and submit requests 10 create or edil data elements and form structures

»  GUID - Create and view shudy subject Global Unique kemtifers (SUIDs)

»  Data Repository - Create and administer studiss containing resesrch data; valdate, upioad and download datassts

»  Guery - View, filer, and download research data by study.

» ProFoRMS - Creats, design, and adminisier forme for progpeciive data collection

o Meta Study - Create and administer Meta Studles containing reseanch data, upload and download study documentstion and dats arttfacts
Data Access Permission Groups

upiaaced documentatian. You will recalve notification regarding appeoval ar I furthar actian |s required.
Ho permilesion growps avallabls

o

. Whan all enirias are compielz, dick SUBMIT REQUEST.

The Approval Commitiae will Feview your request and nodfy you using the emall address in your Contact information above.
It you have any quastions. coniipel MINS-Birce-opemallnin.gav .

— m

Siebap ContaciUs Privacy Stalement  Accesshiity Policy @ FOIA @@

Wi Tlrming Discovery lnfe Health

Plezss check M2 dats access pammission group(s) for which you ans requesting 300285, PI2ase nols Mat requesing 013 300266 requires administrator approval and may require OSts Azcess Committes approval and additianal
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GuUID Duta Dectiomary

Deta Reposdory

Meta Study Accoudt Managesent

Account Management

Request Account Confirmation

Vou e sucomesty requesied an sccourt efors you G0 Og. BN BATINEIINOY MUEE AEEIOVE YOUF ACCOUt A el Wil De 3ant 0N08 YOUT SCCOUNt 18 ApEroved

SleVap Coniact Us Proveoy Siatemend Acesshity Polov @ FOA

U, & NIH)} USA.o0v_
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GUID MODULE
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About Us Research

The mission of the National Institute of Nursing Research The NINR, part of the National Institutes of Health (NIH), is a
(NINR) is to promote and improve the health of individuals, leading supporter of clinical studies in symptom science and
families, and communities. To achieve this mission, NINR self-management research. To harmonize data collected from
supports and conducts clinical and basic research and clinical studies, NINR is spearheading an effort to develop
research training on health and iliness, research that spans CDEs in nursing science. Here is the list of the approved
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. Userllallle alld Request A New Account | Forgot your username? | Forgot your password?

For security reasons, please Log Out and Exit your web browser when you are done accessing services that

Username: require authentication!

Warning Notice

Password: This is a U.S. Government computer system, which may be accessed and used only for authorized Government
business by authorized personnel. Unauthorized access or use of this computer system may subject violators to
criminal, civil, and/or administrative action.

LOGINl clear All information this computer system may be intercepted, recorded, read, copied, and disclosed by and to
authorized personnel for official purposes, including criminal investigations. Such information includes sensitive
data encrypted to comply with confidentiality and privacy requirements. Access or use of this computer system by
any person, whether authorized or unauthorized, constitutes consent to these terms. There is no right of privacy
in this system.

Common Data Repository for Nursing

Science (cdRNS)
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E CdRNS Welcome Administrator, Smilee | Log Out ™

Commen DuLs Repositery
Par Nurilng Scbsms

GUID Data Dictionary Data Repository Query Meta Study Account Management

Workspace

Modules: Building Blocks for the Re
Workspace There are a variety of key software modules comprising this s
provide a combination of web-based functionality and down

My Dazhboard

ch Life Cycle
. These modules support the vision of interconnectivity and collaboration among the research communities, as well as,
ols that support data definition, data contribution, and data access throughout the research life cycle.

=

ProFoRMS GUID Data Dictionary Data Repository

Meta Study Account
Management v

Admin Dashboard

’ Module Overview ]

Q
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Required Fields Please enter subject's information (P} Please confirm (re-enter) the subject's information

Complete legal given (first) name of subject at birth . |

Does the subject have a middle name? . ) Yes i1 Ho i Yes 1 Mo
GUID Overview
Complete additional (middle) name or names at birth

: Complete legal family (last) name of subject at birth

Day of birth [1-31]

Month of birth
UID Admin . Year of birth [##58]

Hame of city/municipality in which subject was born
Country of birth
Optional Fields
10. Physical sex of subject at birth [MiF] 10. ) Male ) Female i) Male i) Female
11. Government Issued or National 1D 11. |
12, Country issuing Government-lssued or National 1D 12. |
GUID

Generate GUID Clear | New

Build Version:3.1.0.54

s EEErELT sy



GUID Overview

Create GUID=

UID Admin

Required Fields

Optional Fields
10.

11.

12,

GUID

Please enter subject's information (PIl): Please confirm (re-enter) the subject's information

Complete legal given (first) name of subject at birth . _ﬂ-.uggie Auggie

Does the subject have a middle name? . ' Yes % No i) Yes i No

Complete additional (middle) name or names at birth

Complete legal family {(last) name of subject at birth . E:tern Stern
Day of birth [1-31] g '1
T 1 | T -
1

Month of birth . |JANUARY

Year of birth [##HH]
Hame of city/municipality in which subject was born . |Miami iami

wami | (& ]
Country of birth . |uniTeD sTaTES ﬂ UNITED STATES ﬂ

Physical sex of subject at birth [MiF] 10. ® Male ) Female i Male i) Female

Government Issued or National 1D 11. |

Country issuing Government-lssued or National 1D 12.

Generate GUID Clear | New

Build Version:3.1.0.54
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Required Fields Please enter subject's information (P} Please confirm (re-enter) the subject's information

Complete legal given (first) name of subject at birth . _ﬂ-.uggie Auggie

Does the subject have a middle name? . ' Yes % No i) Yes i No
GUID Overview

Complete additional (middle) name or names at birth

. Complete legal family (last) name of subject at birth GUID Generation Successhul Stern
Day of birth [1-31] [ — 1
JAHUARY ~
1

Month of birth Hew GUID: HINRLUG26GTE
UID Admin . Year of birth [F##]

Hame of city/municipality in which subject was born Miarmi
Country of birth - ] UNITED STATES ﬂ

Optional Fields
10. Physical sex of subject at birth [MiF] 10. ® Male ) Female i Male i) Female

11. Government Issued or National 1D 11. |

12, Country issuing Government-lssued or National 1D 12.
GUID

Generate GUID Clear | New

Build Version:3.1.0.54
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Required Fields Please enter subject's information (P} Please confirm (re-enter) the subject's information
Complete legal given (first) name of subject at birth

-l

Does the subject have a middle name?
GUID Overview

Complete additional (middle) name or names at birth

: Complete legal family (last) name of subject at birth

Day of birth [1-31]
Month of birth
UID Admin . Year of birth [####]
Hame of city/municipality in which subject was born
Country of birth

2.
1.
4,
.

N o

=

Optional Fields
10. Physical sex of subject at birth [M/F] 10. =

11. Government Issued or National 1D 11.

12, Country issuing Government-lssued or National 1D 12. |
Copy GUID Copy GUID and Pl Clear | New

GUID MINRLUB2E6GTE

Build Version:3.1.0.54

rAEAECECE I s



Create GUIDs

In order to protect the privacy of study participants, the GUID tool is run locally. By selecting the link below, the GUID tool will be downloaded and executed automatically from your computer. The GUID tool
requires a version of Java to be installed on your computer.

GUID Overview
LAUNCH GUID TOOL

Helpful Documentation

« Getling started and need help? Download the GUID User Guide (pdf)
UID Admin + MNeed to generate mulfiple GUIDs at one time? Download the GUID Batch Template (csv)

Site Map ContactUs Privacy Statement Accessibility Policy (@ FOIA @ e s
<« B USAge

NIH. .. Tuming Discovery Info Health
National Institutes
of Handth

Build Version:3.1.0.54

Do you want to open or save GUID_BATCH_TEMPLATE.csv (136 bytes) from cdrns.nih.gow?

1 ENCulY g TR




2 UL Client — | — |

Functions About
PGUID tool
Required Fields Please enter subject's information (PII): Please confirm (re-enter) the subject's information
GUID Overvi 1. Complete legal given (first) name of subject at birth 1 || | |
i i ) 2
Create GUIDY. | 2 Does the subject have a middle name? 2. ) Yes ) No 1 Yes ) No
— 1l 3. Complete additional (middle) name or names at birth 3
My GUIDs 4, Complete legal family (last) name of subject at birth 4.
] 5. Day of birth [1-31] 5.
SUID Admin
6. Month of birth i - -
7. Year of birth [##HH) [
8. Hame of city/municipality in which subject was born 8
9, Country of birth 9

Optional Fields
10. Physical sex of subject at birth [MIF] . ' Female ' Female

11. Government Issued or National ID

12, Country issuing Government-lssued or National 1D
GUID

Generate GUID Clear | New

4 9 WMo ErEEEFERECI N oo



2 UL Client — | — |

Functions | About

| Create GUID Alt-G _ _ _ _ _ _ fGUID tool
Convert Pseudo GUID to GUID i Please enter subject's information (P} Please confirm (re-enter) the subject's information

GUID Overviq |- - eate multiple GUIDS (With Error Checking) T | | |
reate muitp 5 mor eCcKIng 2
) Yes ) No ) Yes i) No

(Create GUIDS, | Create multiple GUIDs (No Error Checking) AIE
My GUID= Generate Pseudo GUID Alt-]

5 at birth
at birth

Generate multiple Pseudo GUIDs Alt-Y
SUID Admin | Search if GUID {or Pseudo GUID) exists in the system 21t-E

o TR T ol T

7. Year of birth [##H5]

8. Hame of city/municipality in which subject was born
9, Country of birth

Optional Fields

10. Physical sex of subject at birth [M/F] : ) Female ) Female

11. Government Issued or National ID

12, Country issuing Government-lssued or National 1D
GUID

Generate GUID Clear | New

‘fcdrns.nih.gov/portal/quid/guidAction!landing.action

Y el Lado oy x R



2 UL Client =1= ==
SLLELIIR T | K Please select a CSV file containing the subjects’ information Iﬁ
GUID tool
Required Fields . T w confirm (re-enter) the subject's information
GUID Overvid | 1. Complete legal given :ﬂrst}namec] Look n: |[9 Training PPTs v 3] [oefo=
Create GUIDS 2. Does the subject have a middle na D GUID_BATCH_TEST.csui ) No
e Complete additional (middle) name
My GUIDs 4, Complete legal family (last) name o I
] 5. Day of birth [1-31]
SUID Admin
6. Month of birth
7. Year of birth [##HH)
8. Hame of city/municipality in which
9, Country of birth
L I 21 File Name:  |GUID_BATCH_TEST.csv
10. Physical sex of subject at birth [N/ | ) Female
1. Government Issued or National ID Files of Type: |Comma-separated value files (*.csv) -
12, Country issuing Government-lssued
GIAD 1 Generate GUIDs Cancel

a5 il 8 FEN-a ISy D X3 g
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A Status: Outputting errored subject information. — 1= =2
Functions About Number of subjects successfully processed: 0
GUID tool
Required Fields Reference ID EUID act's information
GUID Overvig | 1. Compl
Create GUIDY | 2 fies o
=l 3 Compl
My GUIDs - "
- Comp} Error{s) Found In GUID Batch CSV 5%
] 5. Day of
SUID Admin
E e ® Error{s) were found in your GUID Batch CSV file. Do you wish to create the remaining GUID{s)? v
7. Year o
8. Hame i Yes, please No
9, Countr Humber of subj

Optional Fields Reference ID Errar(s)

Errar - One or more required fields are missing/need modification, and therefore a valid GUID can not be
11. Govern generated. Please enter and/or modify values for the following fields and resubmit: /- Middle name cannot be
12 Countr given ifitis indicated that the subject has no middle name/

GUID

10. Physic] Id: 3

a O W8 RIS e



=t Status: Finished GUID batch request. i — 1 — 1 =
Functions  About Number of subjects successfully processed: 2
GUID tool
Required Fields Reference ID EUID t's information
SUID Overvilds| 1. Complll|  l1d: 1 NINRAZ88EBDF
, 5 Id: 2 NINRJR538RYP
Create GUIDE | *° e
| 3 Compis
My GUIDs 4 Comp i
] 5. Day of
SUID Admin
6. Month -
7. Year of
8. Hame
q, Countr Humber of subjects processed with errors: 1

Optional Fields Reference ID Errar(s)

Errar - One or more required fields are missing/need modification, and therefore a valid GUID can not be
11. Goverdh generated. Please enter and/or modify values for the following fields and resubmit: /- Middle name cannot be
12 {:crun::l given ifitis indicated that the subject has no middle name/

GUID

10. Physig)) Id: 3

Reload File

TR N oG e - [aaila ] x B



J
Hv‘ )i ¥ Libraries ¥ Documents » NINR » GUID

Organize +  Sharewth v+ New folder
o Favorites  DOCUMENtS library Arangeby: Folder ¥
M Desktop  OUID
4 Downlozd Name Date modified Type Size
| Recent Pl: .
GUID_BATCH_TEMPLATE (3) HB20171202PM  Microsoft Bxcel Worksheet 10KB
B Libraris _ output_error 1490285053579 HB/01T1204PM - Text Document 1KB
@ Documen = output_guid 1490285053579 HBA1T12M4PM - Text Document 1 KB
Jﬁ Music . output_log 1490285053579 3B/0171204 PM - Text Document 1KB
k= Pictures
Subversiol
B Videos
L Computer
& 05Disk (C

?! Network



DATA DICTIONARY
MODULE
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About Us Research

The mission of the National Institute of Nursing Research The NINR, part of the National Institutes of Health (NIH), is a
(NINR) is to promote and improve the health of individuals, leading supporter of clinical studies in symptom science and
families, and communities. To achieve this mission, NINR self-management research. To harmonize data collected from
supports and conducts clinical and basic research and clinical studies, NINR is spearheading an effort to develop
research training on health and iliness, research that spans CDEs in nursing science. Here is the list of the approved
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. Userllallle alld Request A New Account | Forgot your username? | Forgot your password?

For security reasons, please Log Out and Exit your web browser when you are done accessing services that

Username: require authentication!

Warning Notice

Password: This is a U.S. Government computer system, which may be accessed and used only for authorized Government
business by authorized personnel. Unauthorized access or use of this computer system may subject violators to
criminal, civil, and/or administrative action.

LOGINl clear All information this computer system may be intercepted, recorded, read, copied, and disclosed by and to
authorized personnel for official purposes, including criminal investigations. Such information includes sensitive
data encrypted to comply with confidentiality and privacy requirements. Access or use of this computer system by
any person, whether authorized or unauthorized, constitutes consent to these terms. There is no right of privacy
in this system.

Common Data Repository for Nursing

Science (cdRNS)
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E CdRNS Welcome Administrator, Smilee | Log Out ™

Commen DuLs Repositery
Par Nurilng Scbsms

GUID Data Dictionary Data Repository Query Meta Study Account Management

Workspace

Modules: Building Blocks for the Research Life Cycle
Workspace There are a variety of key software modules comprising this system. These modules support the vision of int

provide a combination of web-based functionality and downloadable tools that support data definition, da

=

ProFoRMS GUID Data Dictionary Data Repository

Meta Study Account
Management v

nectivity and collaboration among the research communities, as well as,
fon, and data access throughout the research life cycle.

My Dazhboard

Admin Dashboard

’ Module Overview ]
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= £2
% https://dicti r.cdrns.nih.gov/portal/diction O ~ @& C || (& Sapi | % ; I T
w~ hitps:/dictionary.cdrns.nih.gov/ portal/dictiol = Sapient WebVPN Secure Acces... | 3% Search Form Structures: cd... * LT 2nd
Mo cdRNS Welcome Administrator, Smilee | Log Out /A
‘.‘ Commen Dals Repovitery

Par Nurilng Scbsms

f Home Workspace ProFoRMS ata D e Data Repository Query Meta Study Account Management

= Search Form Structures

Menu

[] Whole Word or Phrase

* Keyword search will be performed within the following form fields: Short Mame, Title, Description, and Created By.

Narrow your search i RESET ALL Showing 1 to 17 of 17 entries

Ownership Short Name Modified Date
® Al
() Mine BRICS NINR Index of Self-Requlation (ISR} MINRBRICSIndexSelfReg Published 2017-03-30
BRICS NINR PROMIS SF v.1.0- Pain Intensity 3a NINRBRICSSymPain Published 2017-03-30
"":' RA“ BRICS NINR 36-ltem Short Form Health Survey (SF-36) version 1 NINRBRICSSF36v1 Published 2017-03-30
O Program Specific BRICS NINR Demographics NINRBRICSDemoaraphics Published 2017-03-30
BRICS NINR Diagnosis NINRBRICSDiagnosis Published 2017-03-30
Form Types BRICS MINR Meuro-Q01 Positive Affect and Well-Being Short Form NINRERICSSymAfiPositive Aff Fublished 2017-03-30
] clinical Assessment BRICS NINR PROMIS Anxisty 63 NINRBRICSSymAnxiaty Published 2017-03-30
] Omics BRICS MINR PROMIS Depression Short Form 63 NINRERICSSymAffDepression Fublished 2017-03-30
] Imaging ERICS MIMR PROMIS Fatigue Short Form Ga NINRERICSSymFatigue Published 2017-03-30
BRICS NINR PROMIS Global Health Short Form NINRBRICSSMGIobalHealth Published 2017-03-30
Standardization BRICS NINR PROMIS Parent Proxy Fatigue 10a NINRBRICSSymPrntFatigue Published 2017-03-30
vl Standard NINDS CDE BRICS NINR PROMIS Parent Proxy Global Health 7a NINRBRICSSymPmtGIbiHIth Published 2017-03-30
Standard BRICS NINR PROMIS Pediatric Fatioue 10a NINRBRICSSymPedFatigue Published 2017-03-30
[] standard Modified BRICS NINR PROMIS Pediatric Global Health 7a NINRBRICSSymPedGlblHith Published 2017-03-30
AFE"R BRICS NIMR PROMIS SF v1.0 - Applied Cog General Concems 6a NINRERICSSymCognitive Fublished 2017-03-30 v

a [me gl
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L = CdRNS Welcome Administrator, Smilee | Log Out ™

Commen DuLs Repositery
Par Nurilng Scbsms

f Home Workspace ProFoRMS GUID ata ionar Data Repository Query Meta Study Account Management

Search Form Structures = BRICS MINR Index of Self-Regulation (I5R)

— Data Dictionary

Menu
Form Structure: BRICS NINR Index of Self-Regulation (ISR) Status: Publizhed

This form structure is an organized set of data definitions for a copyrighted form E‘f Edit

- General Details = Creste Draft Copy

Title: ERICS NINR Index of Seli-Regulation (ISR) L.:L Diats Element Re
Short Name: NINRBRICSIndexSelfReg Diata Element Report -
REDCap format

Description: The Index of Self-Regulation (ISR), an English-language guestionnaire developed by Fleury (1998), is a2 nine-item scale that was designed to measure.

Reference: Yeom, Hye-A_, et al. "Psychometric evaluation of the index of sel-regulation.” Western Joumal of Mursing Research 33.2 (2011); 268-285" [Show Eﬁ’f 2 cture:
Less] o=

Disease: General (For all diseases)

Organization: MINR

Required Program Form: Yes
Standardization: Standard
Form Type: Clinical Assessment
Publication Date: 2017-03-30
Version: 1.0
Date Created: 2017-03-28
Created By:

Owner: Samuel, Smilee
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Welcome Administrator, Smilee | Log Out e

Search Form Structures = BRICS MINR Index of Self-Regulation (I5R)

Data Dictionary

=
3
E

Form Structure: BRICS NINR Index of Self-Regulation (ISR)

This form structure is an organized set of data definitions for a copyrighted form

- General Details

Title: ERICS NINR Index of Seli-Regulation (ISR)
Short Name: NINRBRICSIndexSelfReg

Description: The Index of Self-Regulation (ISR), an English-language guestionnaire developed by Fleury (1998), is a2 nine-item scale that was designed to measure.

Reference: Yeom, Hye-A_, et al. "Psychometric evaluation of the index of sel-regulation.” Western Joumal of Mursing Research 33.2 (2011); 268-285" [Show

Less]
Disease: General (For all diseases)
Organization: MINR
Required Program Form: Yes
Standardization: Standard
Form Type: Clinical Assessment
Publication Date: 2017-03-30
Version: 1.0

Date Created: 2017-03-23

Status: Published

[ gan
=S¢ Creste Disft Cooy
s

Ldr  Dsts Element Re

Data Element Repart -
REDCap format

Export Form Structure:
ML | CEV |
C5V with Sample Dats

Open

Save

Cancel
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H 9 &~ = NINRBRICSIndexSelfReg - Excel 2 - x
FILE HOME IMSERT PAGE LAYOUT FORMULAS DATA REVIEW VIEW Smilee Samuel - H
oy ¥ — 5 da o == } = - I::_—| l;\ l_? o j 2 AutoSum - A

D s - |Ca||br| |11 |A — K =# Wrap Text |Genera| | - 2 = Ex | Fi||v ZY H

Paste ” B I U- . Mo A~ === &= Merge&f_'fenter - $ -0 2 1M CDHdItIFI-FIEﬂ Format as  Cell Insert Delete Format @ Clear~ Sprt&'. Find &
v Formatting ~ Table~ Styles - v v v = Filter - Select -

Clipboard Font Ma Alignment Ma Mumber I Styles Cells Editing .
G7 - Jr A

A B C D E F | G H I J K L M N o P Q R 5 B

1 |NINRBRICSIndexSelfReg

2 |record Main.GUIL Main.Subj Main.Age’ Main.Vits Main.Visit Main.Sitel Main.Day: Main.Case Main.Gen Form Adm Form Adm Form Adir Form Adir Index of 5 Index of 5 Index of 5 Index of 5 Index of 5 In
3

4
5

&
7| | ]

g

9

10 i

11

12

13

14 -

NINRBRICSIndex5elfReg

FH M o -——+ 100%
1:57 PM
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FILE HOME IMSERT PAGE LAYOUT FORMULAS DATA REVIEW VIEW Smilee Samuel - H
C: ] % | - - = = - - E& e Zhutoﬁum - A
Calibri -lu c|A A === - EWepTet General -| = # €Im ™ ¥y H
D [ k2 o oAy
Paste ” B I U - - fy . .& - === & 3= Merge&f_'fenter . $ - O s 000 CDHdItIFI-FIEﬂ Formatas Cell Insert Delete Format Clear - Sprt&'. Find &
- Formatting = Table~ Styles~ - - - s lear Filter - Select =
Clipboard Font Ma Alignment Ma Mumber I Styles Cells Editing .
F1 - Jr
”
Format Cells M
Mumber | Alignment | Font | Border | Fill I Protection
Category:
zeneral & | 5am
Mumber
Currency
| Accounting Type:
Date | -
A B C D E F Time yyyy-mm-dd -
™ Percent i 1
1 [NINRBRICSIndexselfReg preeniage general
2 |record  Main.GUID Main.SubjectiDMum Main.AgeYrs Main.VitStatus ain.VisitDate |q ?‘Ci;”tiﬁc 0.00 H fofsSin
] . & ey
3 Ik MNIMRXRE2Z7PNR ADOO27 30 Alive 5/11/2016 special £ £20,00
4 [T | [« s+ e 550)
| ##20_);[Red](###0)
5| £ £80.00_):[%,%40.00]
6 ##20.00_);[Red](#,#+#0.00]
1 SEFE0 (58 FED)
T 5# #20_):[Red](3%,£20) 2
B
9
lﬂ- Type the number format code, using one of the existing codes as a starting point. W
11_
12_
13_
14 | ok || cance | -
MNIMRBRICSIndex5elfReg @ |I|

AVERAGE: 42501 COUNT: 2 SUM: 42501 FH M -—fF—+ 100%
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Next Steps:

- Submission via Data Repository Module as csv
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3. cdRNS

"‘ Common Data Repository —

for Nursing Science

CDE's at NINR ™ Approved Sites Active Projects Publications How To Policies Contact

Lo | )

hok

About Us Research

The mission of the National Institute of Nursing Research The NINR, part of the National Institutes of Health (NIH), is a
(NINR) is to promote and improve the health of individuals, leading supporter of clinical studies in symptom science and
families, and communities. To achieve this mission, NINR self-management research. To harmonize data collected from
supports and conducts clinical and basic research and clinical studies, NINR is spearheading an effort to develop
research training on health and iliness, research that spans CDEs in nursing science. Here is the list of the approved

i O e 3.6 | G &g~

\
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mﬂl 3 https://cdrns.nih.gov/cas/loginZservice=https O ~ @ & Hvahoo [ Mail - smilee.samuel@nih.gov | 3¢ cdRNS Login X ’ ’ T *ﬁ

cdRNS
'.‘ Common Data Repository

for Nursing Science

. Userllallle alld Request A New Account | Forgot your username? | Forgot your password?

For security reasons, please Log Out and Exit your web browser when you are done accessing services that

Username: require authentication!

Warning Notice

Password: This is a U.S. Government computer system, which may be accessed and used only for authorized Government
business by authorized personnel. Unauthorized access or use of this computer system may subject violators to
criminal, civil, and/or administrative action.

LOGINl clear All information this computer system may be intercepted, recorded, read, copied, and disclosed by and to
authorized personnel for official purposes, including criminal investigations. Such information includes sensitive
data encrypted to comply with confidentiality and privacy requirements. Access or use of this computer system by
any person, whether authorized or unauthorized, constitutes consent to these terms. There is no right of privacy
in this system.

Common Data Repository for Nursing

Science (cdRNS)
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E CdRNS Welcome Administrator, Smilee | Log Out ™

Commen DuLs Repositery
Par Nurilng Scbsms

GUID Data Dictionary Data Repository Query Meta Study Account Management

Workspace

Work Modules: Building Blocks for the Research Life Cycle -
orkspace There are a variety of key software modules comprising this system. These modules support the vision of interconnectivity and collaboration among the research communities, as well as,
provide a combination of web-based functionality and downloadable tools that support data definition, data contribution, and data access throughout the research life cycle.

0000

ProFoRMS GUID Data Dictionary Data Repository

a 1

Meta Study Account
Management v

My Dazhboard

Admin Dashboard

’ Module Overview ]
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ml R¢ https://cdrns.nih.gov/portal/study/studyActic O ~ & & H Yahoo Eﬁ Mail - smilee.samuel@nih.gov % View Studies : cdRNS: Com.., * - int iﬁ
e Cd RNS Welcome Administrator, Smilee | Log Out e
m Commen Dals Repovitery

Par Nurilng Scbsms

f Home Workspace ProFoRMS GUID Data Dictionary ata Repos Query Meta Study Account Management

Data Repository

i View Studies
Manage Studies View Studies lists the studies that the user has permissions to view. The provided filters will allows users to filter the list by ownership, data submission status, and data type. The search
capability allows users to search by Study Title, Study |D, Principle Investigator (Pl), and by the Permission Type that the user holds for a particular study {Owner, Admin, Read, Write).

’ bbb T ] Results are shown in a tabular format to include the following:
Create Study
@ssion TDDD Ehip: all || All studies w || Al data types v searchl |
“  STUDY ID . “ DATA TYPES “  PERMI5SION
MIPAV Tool
MIMNR- i
StudyByUser STUDY0000203 PI PB4 Admin
Download Tool i NINR- -
MNIMR Repository Study STUDY0000204 ee Iy '. Admin
Data Repository MyStudy1 Il Pl Admin
Administration STUDY 0000202 Hy '.
MIMNR- i
TestTG STUDY0D00201 fdfds 3Y® Admin
MIMNR- i
Master Rep Study
Master Bep Stu STUDY0000205 po § y.. Admin
MIMR- i
MARCH STUDYD000206 dd YR Admin
MIMR- i
Febiuary STUDY0000207 = sl
) MIMR- i
Apiil STUDYD000209 m YR Admin
. MIMR- . W
BasitRealStu STUDY0D00211 Pl SYD Admin
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e' % hitps://cdrns.nih.gov/portal/study/studyActic © ~ @ H [ Mail - smileesa... | 3¢ View Studies :... lVahoo } & Form ProFoRMS ! =" P20 CAPPS-M| .. ‘ P20 Grant|ColIe...‘ i
* CdRNS - Welcome Administrator, Smilee | Log

ProFoRMS GUID Data Dictionary ~ Data Repository Meta Study Account Management

Data Repository

View Studies
Manage Studies View Studies lists the studies that the user has permissions to view. The provided filters will allows users to filter the list by ownership. data submission status, and data type. The search capability allows users to

search by Study Title, Study ID. Principle Investigator (Pl), and by the Permission Type that the user holds for a particular study (Owner, Admin, Read, Write).

[ e ] Results are shown in a tabular format to include the following:

Create Study ’

Submission Tools [ Ownership: all v || All studies v || All data types v Search: |Rachel |

STUDY ID
MIPAV Tool
Saccade parameters of persistent cancer-related fatiqgue: biomarker detection using computational eyeglasses NINR-STUDY0000R 14 Walker, Rachel e S/' Owner

Download Tool | Showing 1 to 1 of 1 entries (filtered from 14 total entries) First Previous Next Last
Data Repository Note: Study Administrators have administrative permission for all studies regardiess of any permissions they have been granted

Administration

Site Map ContactUs Privacy Statement Accessibility Policy & FOIA &
NIH... Turning Discovery Info Health
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e cdRNS Welcome Administrator, Smilee | Log Out ™
".‘ Commen Dath Repatitery

Bar Nuriing Stbpas

f Home Workspace ProFoRMS GUID Data Dictionary : Query Meta Study Account Management

Data Repository

Validate and Upload Data

The Submission Tools assist researchers with the validation and upload of data into the repository. The validation component verifies that submitted data conforms to the required format and
range values defined in the Data Dictionary. The tool imports the Data Diclionary and validates the metadata associated with the files identified by the user for submission against the data

. . dictionary. It provides a report of any data discrepancies and warnings. If errors are found, a submission package cannot be created. After successful creation of a submission package, data
Submission Tools

can be submitted to the system with the upload component. The tool, which runs as a Java Web Start application, runs locally on a user's computer, requiring the Java runtime environment to
be installed.

LAUNCH SUBMISSION TOOLS ‘W

MIPAV Tool Helpful Documentation
« (Getfing started and need help? Download thel&‘ibmission Tools User Guide {pdf) I

Manage Studies

Submission Tools -

Validation and Upload

Download Tool

Data Repository
Administration

Site Map Confact Us Privacy Statement Accessibility Policy (@ FEOIA @@

NIH .. Tuming Discovery info Health

of Handth

5 NSRRI e e
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3 EULA Agreement Elﬂlﬁ

Data Privacy

This system is a collaborative environment with privacy rules that pertain to the collection and display of
imaging data. Before accessing and using this systems, please ensure you familiarize yourself with our
privacy rules available through the Access Request and supporting documentation.

The primary use of this information is to facilitate medical research. This information may be disclosed to
researchers for research purposes, and to system administrators for evaluation and data normalization.

Rules governing submission of this information are based on the data sharing rules defined in the Notice of
Grant Award (NOGA). If you do not have a grant defining data sharing requirements, data submission is
voluntary. Data entered into the system will be used solely for scientific and research purposes and is
designed to further the understanding the disease. Modification of information may be addressed by
contacting your system administrator at NINR-brics-ops@mail.nih.gov. Significant system update
information may be posted on the site as required.

NOTE: Declining this license disables upfoad functionality. Onfy the Validation Tool will display.

Accept Decline

Il Collection of this information is authorized under 42 U.5.C. 241, 242, 248, 281(a)(b}{1)}{P) and 44 U.5.C. 3101.

Data Repository
Administration

Site Map Contacti Us Privacy Statement

Accessibility Policy (3

FOIA @

NIH .. Tuming Discovery info Health

B IRz G e el Lela s

= | [a] Z3

| - smilee.samuel@nih.gov

P iy

% Validate and Upload Data : ... Pt

Welcome Administrator, Smilee | Log Out

Meta Study Account Management

0 the repository. The validation component verifies that submitted data conforms to the required format and
and validates the metadata associated with the files identified by the user for submission against the data

e found, a submission package cannot be created. After successful creation of a submission package, data
s a Java Web Start application, runs locally on a user's computer, requiring the Java runtime environment to
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Help
[ Validation Tool | Upload Tool |

Working Directory

Browse |C:'I.L.Isers‘.ssamuﬂDncuments\NINR\tesﬂ

Load Files
Files
- Hame . Type . Structure . Status . Result Summarnry
Color Legend |[] Requires Validation [ Valid [ Excluded B Error
Exclude Files Include Files Validate Files Build Submis=sion Package
Result Details
=~ Type . Description
[ ] Hide warnings Export Result Details
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,( Submission Tools [3.1.0.34]

L= 2
Help
[ Validation Tool | Upload Tool |
Working Directory
Browse |C:'I.L.Isers‘.ssamuﬂDncumentsWINR\tesﬂ Load Files
Files
" — 3K Select submission dlrecl:oE - u —— Summary
Look In: |7 test « | ||| |3 |88 a=
[} Lorig Self Mgt 032017.csv
[} Test032117a.csv
Color Legend |[] Requires Validation [ Valid [ Exclud I
File Hame: |C:\Users1.ssamuﬂDncumentszNFﬂtest
Exclude Files Include Files Validate Files Build Submis=sion Package
Files of Type: |C5Vs (.csv) -
Result Details
=~ Type . Description

[ ] Hide warnings

Export Result Details

o




3 Submission Tools [3.1.0.54] | D S— T -~ S=RRON X
Help

[ Validation Tool | Upload Tool |
Working Directory

Browse |C:'I.L.Isers\ssamuﬂDncuments\NINR\tesﬂ

Load Files

- Hame . Type . Structure . Status . Result
DIR MULTIPLE

B Lorig Self Mgt 032017 .cev FORM STRUCTURE MINRBRICSSEMCDSIS

Spresndswpetieshe
O

[y Test 032117a.cav

HINRERICSDiagnosis

-

Color Legend |[] Requires Validation [ Valid [ Excluded B Error

Exclude Files Include Files Validate Files Build Submis=sion Package
Result Details
=~ Type . Description
-
[ ] Hide warnings Export Result Details
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x Submission Tools [3.1.0.34]

Help
[ Validation Tool | Upload Tool |

E=ch

R

Working Directory

Browse

Load Files

- Hame

[} Lorig Self Mgt 032017 csv

[y Test 032117a.cav

-

test
e
O
e
O

Color Legend |[] Requires Validation [ Valid [ Excluded B Error

Exclude Files Include Files Validate Files Build Submis=sion Package
Result Details
=~ Type Description
-

[ ] Hide warnings

Export Result Details
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Help
Validation Tool | Upload Tool |

Working Directory

Browse |C:1.L.Isers‘.ssarnuﬂl]ncumentsWINR\tesﬂ
Files

- Hame . Type Structure Status Result Summary

Load Files

CODCICIE

-

Color Legend |[] Requires Validation [ Valid [ Excluded B Error

Exclude Files Include Files Validate Files Build Submission Package
Result Details
[ Type | Description
[ ] Hide warnings Export Result Details
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Help
[ Validation Tool | Upload Tool |

1. Please select a study from the list below. You may only submit data to the studies that you have upload permission rights.

Study Name: April - Refresh

2. Please select a valid submission ticket. The submission ticket contains an inventory of the data to be uploaded to the system.
To create a valid submission ticket, please use the Validation Tool.

Submission Ticket (XML): C\Users\ssamuT\Documents\NINRestisubmissionTicket-1490195573447 xml Browse

3. Enter a name for your dataset submission. The dataset name must be unigue for the selected study.
Dataset Name: |

{ Message u

® Your Submission Package is complete. The Submission Ticket has been created in the working directory C:\Usersissamu1\Documents\HNINRtestl.
Upload Queue This Ticket will enable you to upload your data to the repository

| Fil

Start Submission U

Status

Upload Queue Action
Clear Completed Submissions Clear Cancelled Submissions Load Pending Submissions
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3 Submission Tools [3.1.0.54] -y e =

Help
[ Validation Tool |[ Upload Tool |

1. Please select a study from the list below. You may only submit data to the studies that you have upload permission rights.

Study Name: April - Refresh

2. Please select a valid submission ticket. The submission ticket contains an inventory of the data to be uploaded to the system.
To create a valid submission ticket, please use the Validation Tool.

Submission Ticket (XML): C\Users\ssamuT\Documents\NINRestisubmissionTicket-1490195573447 xml Browse

3. Enter a name for your dataset submission. The dataset name must be unigue for the selected study.
Dataset Name:

Start Submission Upload

Upload Queue
| File Mame | Study Dataset LUpload Speed Upload Progress Time Remaining Status

Upload Queue Action
Clear Completed Submissions Clear Cancelled Submissions Load Pending Submissions

TR I EEC Gl lmlE] X s
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5( Submission Tools [3.1.0.54] -‘ =
Help
[ Validation Tool | Upload Tool |
1. Please select a study from the list below. You may only submit data to the studies that you have upload permission rights.
Study Name: April - Refresh
Marchg -
2. Please select a valid submission tickiMaster Rep Study
To create a valid submission ticket, pleanly Study1
Submission Ticket (XML): NINR Repository Study » Browse
Saccade parameters of persistent cancer-related fatigue: biomarker detection using computational eyeglasses
_|Struts - control study for NINR 5
3. Enter a name for your dataset submig StudyByUser
Dataset Name: TestTG E
Start Submission Upload
Upload Queue
| File Mame | Study Dataset LUpload Speed Upload Progress Time Remaining Status
Upload Queue Action

Clear Completed Submissions

Clear Cancelled Submissions

Load Pending Submissions
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3 Submission Tools [3.1.0.54] -y e o=
Help
[ Validation Tool | Upload Tool |
1. Please select a study from the list below. You may only submit data to the studies that you have upload permission rights.
Study Name: Saccade parameters of persistent cancer-related fatigue: biomarker detection using computational eyeglasses |+ Refresh
2. Please select a valid submission ticket. The submission ticket contains an inventory of the data to be uploaded to the system.
To create a valid submission ticket, please use the Validation Tool.
Submission Ticket (XML): C:Users\ssamu1\Documents\NINR\testisubmissionTicket-149019557 3447 xml Browse
3. Enter a name for your dataset submission. The dataset name must be unigue for the selected study.
Dataset Name: Lorig 03222017
Start Submission Upload
Upload Queue
| File Mame | Study Dataset LUpload Speed Upload Progress Time Remaining Status
Upload Queue Action

Clear Completed Submissions

Clear Cancelled Submissions Load Pending Submissions

>
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5( Submission Tools [3.1.0.54] | = & J

Help
[ Validation Tool | Upload Tool |

1. Please select a study from the list below. You may only submit data to the studies that you have upload permission rights.

Study Name: Saccade parameters of persistent cancer-related fatigue: biomarker detection using computational eyeglasses |+ Refresh

2. Please select a valid submission ticket. The submission ticket contains an inventory of the data to be uploaded to the system.
To create a valid submission ticket, please use the Validation Tool.

Submission Ticket (XML): C\Users\ssamuT\Documents\NINRestisubmissionTicket-1490195573447 xml Browse

3. Enter a name for your dataset submission. The dataset name must be unigue for the selected study.

Dataset Name: |Lorig 03222017

Confirm Submission u

— —

Your submission will be added to the study: "Saccade parameters of persistent cancer-related fatigue: biomarker detection using computational eyeglasses’, please click OK to continue.

OK

Cancel

Upload Queue Action

Clear Completed Submissions Clear Cancelled Submissions Load Pending Submissions

vi DO = E s Pl
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% Submission Tools [3.1.0.54] | = 2 |
Help
[ Validation Tool | Upload Tool |

1. Please select a study from the list below. You may only submit data to the studies that you have upload permission rights.

Study Name: Saccade parameters of persistent cancer-related fatigue: biomarker detection using computational eyeglasses |« Refresh

2. Please select a valid submission ticket. The submission ticket contains an inventory of the data to be uploaded to the system.
To create a valid submission ticket, please use the Validation Tool.

Submission Ticket (XML): Browse
3. Enter a name for your dataset submission. The dataset name must be unique for the selected study.
Dataset Name:
Start Submission Upload
Upload Quene
File Mame Study Diataset Upload Speed pload Progress Time Remaining Status
1 Lorig Self Mgt 032017 .csv  |Saccade parameters of pe_..[Lorig 03222017 0 kBis 0Oh Om 0s Completed
Test032117a.cav Saccade parameters of pe..|Lorig 03222017 0 kBis 0h Om 0s Completed
3 dataFile-149019557 3447 .... |Saccade parameters of pe...|Lorig 03222017 0 kBls 0h Om 0s Completed

”
Upload Complete g

® 313 Upload of Dataset Lorig 03222017 has been completed.

OK

Upload Queue Action
Clear Completed Submissions Clear Cancelled Submissions Load Pending Submissions
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3| Submission Tools [3.1.0.54] | = >3

Help
[ Validation Tool | Upload Tool |

1. Please select a study from the list below. You may only submit data to the studies that you have upload permission rights.

Study Name: Saccade parameters of persistent cancer-related fatigue: biomarker detection using computational eyeglasses |+ Refresh

2. Please select a valid submission ticket. The submission ticket contains an inventory of the data to be uploaded to the system.
To create a valid submission ticket, please use the Validation Tool.

Submission Ticket (XML): Browse
3. Enter a name for your dataset submission. The dataset name must be unigue for the selected study.
Dataset Name:
. Confirm Quit u
Start Submission Upload
? Are you sure you want to quit?
Upload Queue 1
File Mame Study D Yes Mo Upload Progress Time Remaining Status
1 Lorig Self Mgt 032017.csv  [Saccade parameters of pe...|Lorig 032224 0h Om 0s Completed
Test032117a.csv Saccade parameters of pe...[Lorig 03222 0h 0Om 0s Completed
3 dataFile-149019557 3447 . |Saccade parameters of pe..|Lorig 03222017 0Oh Om 0s Completed
Upload Queue Action

Clear Completed Submissions Clear Cancelled Submissions Load Pending Submissions
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Data Repository

View Studies
Manage Studies View Studies lists the studies that the user has permissions to view. The provided filters will allows users to filter the list by ownership. data submission status, and data type. The search capability allows users to

search by Study Title, Study ID. Principle Investigator (Pl), and by the Permission Type that the user holds for a particular study (Owner, Admin, Read, Write).

[ e ] Results are shown in a tabular format to include the following:

Create Study

Submission Tools [ Ownership: all v || All studies v || All data types v Search: |Rachel |

STUDY ID
MIPAV Tool
Saccade parameters of persistent cancer-related fatique: biomarker detection using computational eyeglasses NINR-STUDY0000214 Walker, Rachel § j'/' Owner

Download Tool | Showing 1 to 1 of 1 entries (filtered from 14 total entries) First Pr | L ast
Data Repository Note: Study Administrators have administrative permission for all studies regardiess of any permissions they have been granted

Administration

Site Map ContactUs Privacy Statement Accessibility Policy & FOIA &
NIH... Turning Discovery Info Health

Build Version:3.1.0.54
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1@ 3 https://cdrns.nih.gov/portal/study/studyActic © ~ @ C || N Yahoo

m Mail - smilee.samuel@nih.gov | 3¢ Study: Saccade parameters ... *

v
Data Repository A
Vi2w Studles = Saccade parameters of perelstant cancar-raiated fatigue: blomarker detection using computational eyeglasses
Manage Studies : 5 e : : ;
StUdy: Saccade parameters of persnstent cancer-related fatlgue: biomarker detection using computatlonal eyeglasses
[ view stuates | Study Overview:
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