ScHARe Repository
Introduction

November 20, 2024

Deborah Duran, PhD - NIMHD

Elif Dede Yildirim. PhD - NIMHD N\ /
Mark Aronson, PhD - NIMHD | - O -



ScHARe

Creating a
Collection

BE A PART OF THE FUTURE —
OF KNOWLEDGE GENERATION py
L



Creating a Collection

e Collections are a place where you can describe and store your data and any related metadata.
They can be shared with colleagues and published when you're ready. You can upload any file

type!

e The first step in uploading data is to create a collection

S':HAREQ- Repository About Docs Collections CDEs @ scharedemo

COIIECtiO‘nS Create New Collection

My .
Collections i

You don't have any collections yet - why not create a new one using the button above?

Shared with _




Creating a Collection
SCHAREQ' Repository About  Docs  Collections  CDEs _ (@) sharedemo

Create New Collection

Mewly created collections are private by default » i
Collection Name CDE Set @
ScHARe (19 CDEs) "
Abstract

e Provide a readable name and a brief abstract (description) of the data to be uploaded
e These details can be updated later if needed

Domains of Influence



Creating a Collection

CHARe * Repository About Docs Collections CDEs G scharedemo

Create New Collection

Mewly created collections are private by default » i
Collection Name CDE Set @
demo-files ScHARe (19 CDEs)
Abstract

Movember 20 Think-a-Thon Demonstration Files ‘
|

Tags Project CDEs (@

Levels of Influence

Domains of Influence

Research Areas




Creating a Collection

ScHARe Repository About  Docs  Collections  CDEs (@) sharedemo v

Common Data Elements

A major obstacle in advancing health disparities research is linking data between different studies. To surmount this, the ScHARe Repository makes use of a set of shared language, definitions, and an
internal reference system associated with commen categories in health disparities data. This system is knewn as Common Data Elements (CDEs), and the use of CDEs across the Repository enables the
linking of datasets and a new generation of health disparities research.

The 5cHARe Repository leverages the following CDE sets:

ScHARe 19coes ‘

ScHARe core common data elements

Age ‘
i

Age number | 5definitions | 1 concept | POjBIGKCL001
Age Units » string | 5 definitions | 1 concept | valueSet | GRNVoEdFOROOHM
Birthplace

Birthplace - US string | 5 definitions = 3 concepts | OgP44x2ok:0001

string | 4 definitions | 2 concepts | _gdu

Birthplace - Country Outside US



Collection Name Adolescents

demao-files

L]

Age

Abstract
Alcohol Use

Movember 20 Think-a-Thon Demonstration Files
American Indian or Alaska Mative

Asian or Asian American

Black or African American

Children b

Chronic Diseases

Enter a Ta Clinical Trial Data Select all that appi

Community Health Programs

L

County-Level Data

o~
et

Apply relevant tags and project-level CDEs to your dataset

Data science: AL/ v -

Data from Electronic Health Records (EHRs)

Diet and Mutrition
Advanced User-Defined Metadata »

w | Camcel |

Disability

Discrimination and Racism




Collection Name CDE Set @
demao-files ScHARe (19 CDEs)
Abstract

Movember 20 Think-a-Thon Demonstration Files

Tags Project CDEs (@

Cross-Sectional Study x J State-Level Data x Levels of Influence

Domains of Influence
Research Areas

Research Focus

Advanced User-Defined Metadata »

m I::a I-Il:E



Project-Level CDEs: Levels of Influence

Collection Name CDE St @
demo-files ScHARe (15 CDEs)
Abstract

Movember 20 Think-a-Thon Demonstration Files

Tags Project CDEs (@

Cross-Sectional Study x J State-Level Data x Levels of Influence

. Individua
Domains of Influence -
Interpersona :
Research Areas Community
Sodeta

Research Focus

Advanced User-Defined Metadata »



Project-Level CDEs: Domains of Influence

Maovember 20 Think-a-Thon Demonstration Files

Tags Project CDEs (@

Cross-Sectional Study » J State-Level Data x Levels of Influence Individua

Abstract
Domains of Influence ‘

Sodoculiural Environment

Research Areas Biclogical
Behaviora
ReSeaeilipar Physical/Built Emvironments

* Sociocultural Environment

Health Care Systems and Clinical
Care

Advanced User-Defined Metadata »



Project-Level CDEs- Research Areas

Movember 20 Think-a-Thon Demonstration Files

Tags Project CDEs (@

Cross-Sectional Study x § State-Level Data x Levels of Influence Individua

Abstract
Domains of Influence ‘

Sodoculiural Environment
Research Areas

Minority health study focused on a
one race or ethnic population and
not addressing a health disparity.

Rezearch Focus

Health Cisparity Cutcomes

Ciher Health Cutcomes / Healthcare
Advanced User-Defined Metadata » Delivery



Project-Level CDEs: Research Focus

Movember 20 Think-a-Thon Demonstration Files

Tags Project CDEs (@

Cross-Sectional Study x ]} State-Level Data x Levels of Influence Individua

Abstract
Domains of Influence ‘

Sodoculiural Environment

Research Areas

Research Focus

Higher inddence and/or
prevalence of disease, including
earlier onset or more aggressive

) progression of disease
Advanced User-Defined Metadata »

Premature or excessive mortality
from specific health conditions

Cance )
m ' Greater global burden of disease,

such as Disability Adjusted Life
Years (DALY}, as measured by
population health metrics



The Collection Main Page

ScHAR EQ- Repository About Docs Collections L

Collection was successfully created.

scharedemo / demo-files / LIVE & %y | Operations »

Access Level @

a Private

demo-files

Abstract
Movember 20 Think-a-Thon Demonstration Files

Levels of Influence Domains of Influence

Individuo! Sociocultural Environment

Analysis Readiness

o Mot Beady %

# Links and Documents

CDE Compliance -
# Data ltems ScHARe @

€3 0/ 19 CDEs assig
? Metadata and Statistics




Browse and upload

data items

scharedemo / demo-files / LIVE

demo-files

Abstract

Movember 20 Think-a-Thon Demonstration Files

Levels of Influence
Individual

= Links and Documents

| Add New |

» Data ltems

» Metadata and Statistics

Domains of Influence
Sociocultural Environment

g& No links or documents have been uploaded yet.

scharedemo -

o {:{ |0perations - I =

Access Level @

a Private

Analysis Readiness \‘—____’

© nNotReady

CDE Compliance -
ScHARe @

€ o/ 19 CDEs assigned

Tags
it Topics tagged in this

collection

Cross-Sectional Study
State-Level Data

Actions on the
collection itself
(edit metadata, share,

delete)
=1




Slido Poll

Which of the following data types are you
most comfortable sharing publicly?

a) Health data

b) Environmental data

c) Behavioral data

d) Other
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Uploading a Data File

scharedemo / demo-files / LIVE

Upload any |
document, demo-files
presentation, Abstract

Movember 20 Think-a-Thon Demon
etc.

Levels of Influence Do
Indivigdual Soc

v Links and Documents

Link to papers
through
PubMed

b

| Add Mew |

# Data ltems

# Metadata and Statistics

Add Document or Link

TYPE
UPLOAD
Choose File | No file chosen

TITLE

DESCRIPTION

a ﬁ |Dperat|'|::n5-

Access Level @

a Private

Analysis Readiness

© notready >

CDE Compliance -
ScHARe @

€ o/ 19 CDEs assigned

Tags
# Topics tagged in this

callection

Cross-Sectional St

State-Level Da




-
You can upload to the ScHARe Repository...
Any file Tabular data

e Documents (PDF, docx, etc.) e CSVand TSV
e Archives (zip, etc.) e Excel (xIsx, xls)
e SAS (XPORT V5/6, not V8)
Some file formats can be previewed in the web e SPSS
interface e STATA
e Parquet

Anything uploaded can be downloaded

Tabular data can be viewed in the web interface,
plus much more...




ScHARe Reposito Search.. scharedemo

scharedemo / demo-files / LIVE D {} | Operations =

demo-files Access Level @

& Private

Abstract
Movember 20 Think-a-Thon Demonstration Files

Levels of Influence Domains of Influence

Individual Sociocultural Environment Analysis Readiness

© notReady 3

»  Links and Documents

CDE Compliance -
w  Data ltems ScHARe @

€ 019 CDEs assigned
)
Drag and Drop or Browse Files to Upload
Tags

# Topics tagged in this

collection

> Metadata and Statistics Cross-Sectional Study
State-Level Data




Uploading a Data File

scharedemo / demo-files / LIVE @ ¢ | Operations »

Access Level @

a Private

demo-files

Abstract
Movember 20 Think-a-Thon Demonstration Files

Levels of Influence Domains of Influence

Inaividunl Sociocuifural Environment

AL

Analysis Readiness

) NotReady >

?  Links and Documents

CDE Compliance - 5cHARe @
» Data ltems 9 0/ 19 CDEs assigned

Drag and Drop or Browse Files to Upload Tags

JE  Topics tagged in this collection

Cross-Sectional Study M State-Level Data

Cancel All

?

Metadata and Statistics



Uploading a Data File

scharedemo / demo-files / LIVE

(O Recent )

9 My Collections )

e Stared ) demo-files

Abstract
November 20 Think-a-Thon Demonstrati

Levels of Influence Don
Individual Soci

> Links and Documents

v Data ltems

STATUS NAME

/M B example_data.csv

2> Metadata and Statistics

File Upload Complete

The ScHARe Repository uses the ScHARe common
data elements to enable data discovery, linking, and
interoperability. To make your data more
interoperable and ready for publication, we will guide
you through the process of assigning common data
elements to your data column headings. Click OK to
continue,

TIP: You can cancel now and complete the process later using
the “Configure CDEs" tool from the collection Operations
menu.

O

Drag and Drop or Browse Files to Upload

SIZE

25 KB

Page 1 of 1

-

® {} ’Operations-

Access Level ®

a Private

Analysis Readiness

© nNotReady »

CDE Compliance - ScHARe ®
€ 0/19 CDEs assigned

Tags
Jt Topics tagged in this collection

Cross-Sectional Study M State-Level Data




ScHARe

CDE Mapping:
Option 1
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Getting Started with Mapping CDEs

- The Repository does not enforce CDEs, but it does encourage using CDEs
- Start with the data you have, and use the tools the repository offers to map as much of your data to

CDEs as possible

Assign CDEs at Upload Map CDEs using Dataviews

karl91!  Assign CDEs to Uploaded Data Columns @ O ¢ Operations v

Assign your uploaded item's data columns to their appropriate common data elements.

o d Table Dic My =2}
wel ©
CDE cted: SCHAR 1 Source data from: 3
uuuuuuuuuuuuuuuuuuuuuuuuuuuuuuuuuu 2. Map! o
teadiness Source Column S Colum:
ady > cefEthn

oliance - ScHARe ©
2DEs assigned

+tagged in this collection

ONULL  Sourcevalue  Constant:
3= Gender
E3 B BT

Selected Columns




scharedemo / demo-files / LIVE

demo-files

Abstract
Movember 20 Think-a-Thon Demonstrati

Levels of Influence Don

Iraividunl Soci

?  Links and Documents

» Data ltems

STATUS NAME

== Bl example_data.csv

?  Metadata and Statistics

Assigning CDEs at Upload

Match CDEs with column headings

The first step is to automatically detect alignments

.

between your data and the ScHARe CDE set. Unless

otherwise indicated, please select ScHARe below.

Select the CDEs you want to assign:

ScHARe (19 CDEs)

CDE matching method:

Using column headers

Oy

Drag and Drop or Browse Files to Upload

SIZE

25 KB

Page 1 of 1

@ "D ¢ | Operations »

Access Level @

& Fivate

Analysis Readiness

© nNotReady »

CDE Compliance - ScHARe @
€) 0/ 19 CDEs assigned

Tags
JE  Topics tagged in this collection

Cross-5ectional Study M State-Lewvel Data




Assigning CDEs at Upload

scharedemo / demo-files / LIVE @ ﬂ? Operations »

Access Level @

& Fivate

demo-files

Abstract
Movember 20 Think-a-Then Demonstrati  pMatch CDEs with column headings

Levels of Influence Don The first step is to automatically detect alignments Analveis Readi
Individual 50ci  between your data and the ScHARe CDE set. Unless nalysis Readiness
otherwise indicated, please select ScHARe below. 0 Mot Ready 3%

Select the CDEs you want to assign:

?  Links and Documents
ScHARe (19 CDEs)

CDE Compliance - ScHARe @

v Data ltems CDE matching method: 9 0/ 19 CDEs assigned

Using column headers |
STATUS NAME SIZE |
I

Using column headers
B example_data.csv 25 KB :
B Manual assignment (no search) Tags
JE  Topics tagoed in this collection
Page 1 of 1

Cross-Sectional Study W State-Level Data

G

Drag and Drop or Browse Files to Upload

?» Metadata and Statistics




Assigning CDEs at Upload

scharedemo / de

Some of the

assignments will be demo

correct -- double-check o
. ) stract
the validation and the Novemb:
column name matches -

what you expect

F‘P‘;_
2 Links a
v Data Ity
STATI

Complete or cancel the
process, or use "More
Options" togo to a
detailed tool for CDE
assignment

Assign CDEs to Uploaded Data Columns

Assign your uploaded item's data columns to their appropriate commoen data elements,

Maore Info >

CDE set selected: ScHARe
SCHARE CDE
Age
121 Age
2= Age Units
Birthplace
= Birthplace - US
2 Birthplace - Country Outside US
< Postal Zip Code
2= Race/Ethnicity Self-ldentification
ac Sex at Birth
Gender

e Gender

?  Metadata and Statistics

UPLOADED DATA COLUMMNS

age =

age_units =

zZip code -

race_ethmnicity 1 =

sex_at birth -

gender =

® D P |Dperatiuns1-

ceess Level @
g Frivate
DATA
VALID
nalysis Readiness
D MotRe

Some of the
assignments will be
wrong or missing -- add
anything that should be
added, and double-
check the validation

St 1wl Dtz

|
¥ Topics
|



Assigning CDEs at Upload

scharedemo / de i0MS -
i Assign CDEs to Uploaded Data Columns ® D 5 |m

Assign your uploaded item's data columns to their appropriate common data elements.

o Ceiirmadime -

Maore Info » i
dEI"I"Iﬂ ceess Level @
Private
Abstract CDE si; se:nzc-tes: ScHARe . ) i
= Postal Zip Code zip_code - W .
Novemb When an assigned CDE
Levels of | o= Race/Ethnicity Self-ldentification race_ethnicity 1 = w ¥ fails vaIidation, hOVEF
Individuol == Sey at Birth no” is not one of ["American Indian or Alaska Mi over the red X to get
ves” is not one of ["American Indian or Alas... )
Gender no” is not one of [CAmerican Indian or Alask... detalls on Why
no” is not one of [CAmerican Indian or Alask...
> Links ai = Gender yes” is not one of ["American Indian or Alas. | . .
i no is not one of [“American Indian or Alask... NOTE: CDE Val|dat|on
o= Gender - Select Other no” is not one of ["American Indian or Alask. DE Com errors can be corrected
w Data It . Gender - Specify mo” is not one of [“American Indian or Alask... s YA . . .
e Gender - Specify mo” is not one of [“American Indian or Alask... using dataviews (Commg
=] Sexual Orientation y‘es.ls not one of [ .f-.me.rltan Indian or Ala... up Iater)
no” is not one of ["American Indian or Alas... -«
o= Sexual Orientation ' T - a ¥ |
E gs
3= Sexual Orientation - Select Other '
¢ Topics tagged in this collection
e Sexual Orientation - Specify W
Sate Level Daa
2= Marital Status marital_status - b |

o Lo [ o

Metadata and Statistics

>



Assignin CDEs at Upload

scharedemo / de iOME -
i Assign CDEs to Uploaded Data Columns ® D 5 |m

Assign your uploaded item's data columns to their appropriate common data elements,

Maore Info i
demn ccess Level @
Private
Abstract CDE set zelected: ScHARe i
Novemb « Postal Zip Code zip code - b a
I
Levels of | 5= Race/Ethnicity Setf-ldentification race_ethnicity 1 = W ¥
S nalysis Readiness
ecord id D NotReady »
Gender -
age
*  Links al s= Gender s
age_umnits
o= Gender - Select Other e b 1 DE Compliance - 5cHARe @
L - F
Data It v Gender - Specify o B 0/19 CDEs assigned
STATI Sexual Orientation race_ethnicity 3
or Sexual Orientation race_ethnicrty_4 =
& e athricity § gs
o= SCexual Orientation - Select Other ArEsRI A

_ ¢ Topics tagged in this collection
= Sexual Orientation - Specify T

race_sthnicity 7 == State-Level Data

o= Marital Status

o CAirmademe

e Loy [ oo




Assigning CDEs at Upload

scharaedemo / de iOns -
: Assign CDEs to Uploaded Data Columns ® D w |m

Assign your uploaded item's data columns to their appropriate commeon data elements.

More Info » i

demn ceess Level @
Private
Abstract CDE set selected: ScHARe i
Novemb = Postal Zip Code zip_code - W -
I
Levels of | 2= Race/Ethnicity Setf-ldentification W
T nalysis Readiness
A 2r Sex at Birth sex_at_birth - w
D NotReady »
Gender
¥ Links al o= Gender gender = w W
o= Conder - Select Other Mone of these describe me” is not one of [*Man DE Compliance - ScHARe @
v Data lts Mone of these describe me” is not one of [".. _
e Gender - Specify Trans” is not one of ["Man”,“"Woman™,"Mon-... s 0/ 19 CDEs assigned
Trans" is not one of ["Man”, "Woman™,”Non-...
STATI Sexual Orientation Male” is not one of [ Man”,"Woman”, " Maon-...
_ ) ) Trans" is not one of ["Man”,"Woman","Non-...
E o= Sexual Orientation Female™ is not one of ["Man™,"Woman", No...
3= Sexual Orientation - Select Other )
SEHUATHTEMahon - Seiect L Male” is not one of ["Man","Woman",” Non-. ¢ Topics tagged in this collection

"Male” is not one of ["Man”,"Woman”,"Man-...

Trans” is not one of ["Man™,”Woman”,"Non... - State-Leve| Data

a= Marital Status b

|
. - " - gs
Trans™ is not one of ["Man™,”Woman”,"Mon...
= Sexual Orientation - Specify
|

o CAirmademe -

o L s [ oo

Metadata and Statistics



Assigning CDEs at Upload

scharedemo / de i0ns -
/ Assign CDEs to Uploaded Data Columns ® D 5% |m

Assign your uploaded item's data columns to their appropriate common data elements.

Maore Info » i

d emo ceess Level @
Private
Abstract CDE set selected: ScHARe i
Novemb e« Postal Zip Code zip_code - W -
I
Levels of | 2= Race/Ethnicity Setf-ldentification W
fid g nalysis Readiness
A 2= Sex at Birth sex_at_birth - W
D NotReady »
Gender
%  Links a 2r Gende w
2= Gender - Select Other gender_select_other = w DE Compliance - ScHARe @
» Data It .
e Gender - Specify gender_specify = v D 0/19 CDEs assigned
STATI Sexual Orientation
2= Sexual Orientation w
* |
=2 1gs
2r Sexual Orientation - Select Other w
¢ Topics tagged in this collection
== Sexual Orientation - Specify W
css-Sectional Study M State-Level Data
2r Marital Status marital_status = w |
-

o CeAliimadbimm wa

e Loy [ o

Metadata and Statistics

?



scharedemo / demo-files / LIVE

demo-files

) . Abstract
Click the item name to Movember 20 Think-a-Thon Demonstration Files

. . 0
s the I_tem < da:ta and Levels of Influence Domains of Influence
more mformatlon Individual Sociocuitural Environment

Viewing Uploaded Data

d Documents

STATUS

== B example_data.csv

U

Drag and Drop or Browse Files to Upload

Metadata and Statistics

CREATED

5 minutes ago

SIZE

25 KB

Page 1 of 1

Access Level

& Frvste

Analysis Readiness
QO ready »

CDE Compliance - ScHARe @
(@ 5/ 19 coEs assioned




Viewing Uploaded Data

haredemo / demo-files / LIVE @ "D §%¢ | Operations »

Access Level @

a Private

demo-files

Abstract

Movember 20 Think-a-Thon Demonstration Files

Levels of Influence Domains of Influence

Inaividuol Sociocuitural Environment

Analysis Readiness

0 Ready »

?  Links and Documents

CDE Compliance - 5cHARe @
v Data ltems O & / 19 CDEs assigned

STATUS NAME CREATED SIZE

‘ == Storage: « ok _data.csw 5 minutes ago 25 KB : Taas
Parser: .~ ok ) ) 9
Validator: .~ ok Page 1 of Ht  Topics tagged in this collection
The item status shows Cross-Sectional Study i State-Level Data

all good or any
problems in storage,
parsing, or validation

? Metadata and Statistics

https:/ftest-schare.nimhd.nih.gov/collections/ebd24c56-alaa-4b83-baf0-43 7245084369 view/LIVE /example_data.csvis=meta



scharedemo / demo-files 7 OVE 7 example_data.cov

_vile Table Dictionary Meta 25 KB | 18 minutes ago | text/csv | status: BB ltem Operations

sex_at_birt/ /]

record_id age @ age_units @ race_ethmicity_1 race_ethnicity 2 race_ethnicity_3 race_ethnicity_4 race_ethnicity_5 race_ethnicity_6 race_ethnicity T zip_code @ gender
None of
1943 42 ‘Years YES no no o these_
describe
ma
None of
GOEE Ta ‘fears no no no no these_
describe
ma
oarad 18 ‘Years no no yEs o Trans
5193 Bl ‘Years For COlumnS Wlth CDES no VEE no o Trans
. . . | Prefer not
gs02 84 h(
ears assigned, click the info no no no o | .
1210 T2 ‘Years popup to view the CDE no VEE no o Malz
details
3563 74 ‘fears no no no no Tranz
1172 A6 ‘Years no no no no no yEs o 37208 Frefer ot o Female

anEwer

N\

MNone of theg
describe
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