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Transforming Human Health Through Data
The Pediatric Cancer Data Commons
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A perfect storm

Rare diseases, siloed data,
manual processes, lack of standards,
difficult research questions




Pediatric Cancer Data Commons (PCDC)

Provides a hub for researchers across most pediatric cancers
Facilitates cross-disease research

Develops common core data dictionaries

Creates common governance structures

Builds on an active international network of researchers

Educates, trains, and increases data literacy of the community

1,
2.
3.
4.
5.
0.
7

‘@@ THE UNIVERSITY OF @) DATA FOR THE https://portal.pedscommons.org

Sources data from clinical trials, registries, and (soon) EHRs
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DATA FOR THE
COMMON GOOD

We build communities, platforms, and ecosystems
that maximize the potential of data
to drive discovery and improve human health.
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Japan data in the PCDC

About PCDC &' Our Sponsors (i =)
PEDIATRIC CANCER 3 ﬁ@i_ﬁ q

DATA COMMONS Dictionary Exploration Query

Filters | Unselect all
ilters | Unselectal Summary View ‘ TableView  Survival Analysis Request Access £

Find filter to use
Filter Set Workspace | New Comy Duplicate Y Clear | Load Save

Subject Disease Molecular
— |Acl\ve # | [ pata Contributoris | "JCCG" |x | ‘

Surgery Radiation Response %
SMN Imaging Labs SCT Subjects
Open all 970

> Consortium Q

Sex Race

 Data Contributor 1selected X Q Unknown Not Reported .
Filter Mode [Include | Exclude Male , Asian m

[] aiEor 220 Female = Unknown

] coa 20,958

Ethnicity Consortium

0 cws 238 Not Hispanic or Latino INRG

O ora 4369 Unknown & %
[ epssa 3303

[J GPoH 2575

O 1ca 359 o o

—_— B 7 Takehiko Kamijo

T T o Saitama Cancer Center

[J] MRc 624

[J NRG-Oncology 280 k k Mlkl Ohira

£l Sioes —_— A Ira Nakagawara ) Saitama Cancer Center

[ sicr 740 Saga Medical Center Koseikan
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Building a data commons—the D4CG way

‘Big Tent”

Step 1: Establish
a consortium

* PCDC Master Data Dictionary

* Acute Lymphoblastic Leukemia (ALL)
* Acute Myeloid Leukemia (AML)

« Central Nervous System Tumors (CNS)
« Ewing Sarcoma (EWS)

* Germ Cell Tumors (GCT)

* Hodgkin Lymphoma (HL)

* Neuroblastoma (NBL)

« Non-Rhabdomyosarcoma Soft Tissue Sarcoma (NRST
* Osteosarcoma (OS)

* Predisposition

 Retinoblastoma (RB)

* Rhabdomyosarcoma (RMS)

Step 2: Develop and deploy Step 3: Establish and implement
data operations governance
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Building a data commons—the D4CG way

About PCDC

PCDC Documentation

PCDC Data Portal Acceptable
Use Policy

' THE UNIVERSITY OF | PEDIATRIC CANCER
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PEDIATRIC CANCER (=] @ PCDC Data Portal Statistical ‘*‘{gﬁ < H I ( AG O
DATA COMMONS Dictionary | Exploration Guery Manual DATA COMMONS
e R PCDC Data Portal User Guide
iters Surmary View | TabloView  SurvvalAnalysis RoquestAccess 2 L
PCDC Data Access and
Govemarce Pediatric Cancer Data Commons

Subject | Disease  Molecular

Surgery  Radiation  Response

Fiter Set Workspaco |

Active #1 | Try Filters to explore data

Load

PCDC Project Request Forms

Privacy Notice

Project Request Forms

PCDC Terms and Conditions
SMN Imaging  Labs  SCT Subjects GEARBOX Terms and Before submitting a project request form, please review the PCDC Data Access and
38,277 Conditions Governance document to learn more about the data request process.
Openall " "
Working with PFB Files
[ consortiuom "k . ional Soft Tissue Sarcoma Consortium (INSTRuCT), please
ox Race
Filter Mode [Include] Exclude. e b pnd complete and e-mail the form as indicated.
L e Female vy o
» - o ional Neuroblastoma Risk Group (INRG). please click here
0 stRuct i Unknown Unknown B #
o w6 -mai
[ macic e e ————— lete and e-mail the form as indicated.
(] NopAL 2173 Asian
I a American incian or Alaska Native
Nahve Hawailan or Other Pacific Islander
> Studyd a Om’_r
> Treatment Arm a ‘M?““"“‘a‘
> Sex a Ethnicity Consortium
Not Hispanic or Latino INRG
2 Face: a Unknown INSTRUCT

Step 4: Develop and deploy
the technical infrastructure

Step 5: Socialize and sustain
the commons
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Engage stakeholders

We employ a “big tent” philosophy.
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The importance of data standards

Syntactic
interoperability

X

1 Male

Patient's sex
o} Female

Semantic
interoperability

Male
Patient's sex

Female

Male
Patient's sex Female

Unknown
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The importance of data standards

0 Male

Patient's sex
1 Female

X Sex
1 | Male
Patient's sex Description NCIt Code
0 | Female
\X\ Male C20197
Female C16576
M | Male
Patients sex | F | Female Unknown €17908

U Unknown
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https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=21.09d&ns=ncit&code=C20197&key=n1960203025&b=1&n=null
https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=21.09d&ns=ncit&code=C16576&key=1053245998&b=1&n=null
https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=21.09d&ns=ncit&code=C17998&key=2046579500&b=1&n=null

The importance of data standards

[BID) NATIONAL cANCER INSTITUTE
NCI Term Browser

QLTINS value Sets Y Mappings §

® contains O
© Name O

E\/S Eenterprise Vocabulary Services

T < | - |
ExactMatch O Begins With

Code O Property O Relationship

Back to search results

Advanced Search

Quick Links

Hierarchy | Value Sets | Maps Help

ierarchy | View History | View Graph | Add to Cart |

Male (Code C20197)

Patient's sex

1s & Properties

Terms & Properties

Male

0 belangs to the sex that normally produ

Female

-

THE UNIVERSITY OF

& CHICAGO

ho belongs to the sex that normally produces sperm. The term is used to indicate biological sex distinctior

ices sperm. The term is used to indicate biological sex distinctions,

ns, cultural gender role distinctions, or

, cultural gender role distinctions,

NCIt Code

Male

C20197

Female

C16576

Patient's sex F

Female

Unknown
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Unknown

C17908
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https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=21.09d&ns=ncit&code=C20197&key=n1960203025&b=1&n=null
https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=21.09d&ns=ncit&code=C16576&key=1053245998&b=1&n=null
https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=21.09d&ns=ncit&code=C17998&key=2046579500&b=1&n=null

Building a consensus data dictionary

Off Protocol Therapy/Study: one row per subject per off protocol therapy/study per reason off

AGE_OFF Number Age in Days When Off Protocol Therapy or Study C172678 Age of subject (in days) wh

DISEASE_PHASE Code Disease Phase C168878 The stage or period of an irfInitial Diagnosis C156813
Relapse C38155

DISEASE_PHASE_NUMBER Number Disease Phase Number C173258 The number of the disease

COURSE Code Protocol Treatment Course C168807 The type of protocol treatr Prephase C168826
Induction C158876
Intensification C173105
Consolidation C15679
Stem Cell Transplant Conditioning C168794
Maintenance C15688
Palliative Treatment C15292
Other C17649

COURSE_NUMBER Number Course Number C166235 The number assigned to a

OFF_TYPE Code Off Protocol Therapy or Study C173256 The code used to designatq Protocol Therapy C173257
Study C29851

REASON_OFF Code Off Protocol Therapy or Study Reason C173519 The reason a subject went { Death C93546
Lost to Follow-Up C70740
Completion of Planned Therapy C168935
Physician Decision C48250
Withdrawal of Consent C48271
Subject/Guardian Refused Further Treatment |C168934
Disease Progression C35571
Relapse C38155
Adverse Event C41331
Secondary Malignancy C4068
Other C17649
Unknown C17998
Not Reported C43234

—

http://sam.am/datadictionaries
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http://sam.am/datadictionaries

Building a consensus data dictionary

NCI thesaué

|c168035
O Contains ® ExactMatch O Begins With

O Name @ Code O Property O Relationship

=

Advanced Search
Version: Releasa date:2022-06-29) N » ‘
Off Protoco Hierarchy | Value Sets | Maps | Visited Concepts Help
Age of subject (in days) wh
The stage or period of an irfInitial Diagnosis C156813
Relapse C38155
The number of the disease
The type of protocol treatr Prephase C168826
Terms & Properties Induction C158876
Intensification C173105
Preferred Name: End of Planned Treatment Consolidation C15679
Definition: The end of the planned treatment. Stem Cell Transplant Conditioning C168794
Label: End of Planned Treatment Maintenance C15688
NCI Thesaurus Code: C168935 (Search for linked caDSR metadata) (search value sets) Palliative Treatment QE;Q&
NCI Link: CL1379002 NCI Metath inf Dtiern (17649
[ us Hinie (gee _ atathesaurus info) The number assigned to a
[s) z:‘r:;‘;;::: x::;:‘;‘;‘:::;;xee Synonym Defails) ode used to designat{ Protocol Therapy C173257
End of Planned Treatment StUdy QQ&S;
R{ The reason a Wt Death C93546
External Source Codes:
NCI META CUI CL1379002 Lost to Ff)llow-Up C70740
Completion of Planned Therapy C168935
Other Properties: pe) ot
Name Value (qualifiers indented underneath) Phymman Decision Mﬁg
colls 168935 Withdrawal of Consent C48271
Contributing_Source PCDC Subject/Guardian Refused Further Treatment |C168934
Semantic_Type Idea or Concept Disease Progression C35521
Additional Concept Data: Relapse C38155
Defined Fully by Roles: No Adverse Event C 41331
URL:https://nci Js.nci.nih.gov/nci ConceptReport jsp2dictionary=NCI_Thesaurus&ns=ncit&code=C168935 Secondary Malignancy C4968
Other C17649
Unknown C17998
Not Reported C43234

http://sam.am/datadictionaries
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http://sam.am/datadictionaries

Data collection is highly localized

[] Male (15

[] Female [ %%

[ ] Unknown L] Hh %L
English Japanese

<0 | | O Homme
] [ ] Femelle
Jsexa[] [] Inconnue
Arabic French

[IMannlich [ B

[ 1Weiblich [
[JUnbekannt [ &%0
German Chinese
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CDE mapping solves the localization problem

D Mal'e D % NATIONAL CANCER INSTITUTE
] Female L] %=t S m—— R
[ ] Unknown L] Hh %L

English Japanese

l ['seorcn | 2 I

@ contains O Exact Match O Begins With
@® Name O code O Property O Relationship
Back to search results Advanced Search

NClthesauius

Version:: (Release date:2022-08-29)

Hierarchy | Value Sets | Maps Help

SO | | O Homme
‘51" |:| |:| Femel'l'e C16576 T;r:'ls & \‘m.\
d)@-,;‘ I:I I:I | nconnue C1799 8 Preferred Name: Male
A ra bl.c Fren c h bD;ftTition: A person who belongs to the sex that normally produces sperm. The term is used to indicate biological sex distinctions, cultural gender role distinctions, or

CDISC Definition: A person who belongs to the sex that normally produces sperm. The term is used to indicate biological sex distinctions, cultural gender role distinctions,
or both. (NCI)

C20197 | Male (Code C20197)

Label: Male

D M é n n li C h D % ,ri NCI Thesaurus Code: C20197 (Search for linked caDSR metadata) (search value sets)
NCI Metathesaurus Link: C0086582 (see NCI Metathesaurus info)

[ I Weiblich [] %t e
[_JUnbekannt BE 3

German

COMMON GOOD
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https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=22.08e&ns=ncit&code=C20197&key=1831136689&b=1&n=null
https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=22.08e&ns=ncit&code=C16576&key=1054169489&b=1&n=null
https://ncithesaurus.nci.nih.gov/ncitbrowser/ConceptReport.jsp?dictionary=NCI_Thesaurus&version=22.08e&ns=ncit&code=C17998&key=2047502991&b=1&n=null

PCDC data dictionaries

» PCDC Master Data Dictionary
e Acute Lymphoblastic Leukemia (ALL)
¢ Acute Myeloid Leukemia (AML)

Central Nervous System Tumors (CNS)

Ewing Sarcoma (EWS)
Germ Cell Tumors (GCT)
Hodgkin Lymphoma (HL)
Neuroblastoma (NBL)

Non-Rhabdomyosarcoma Soft Tissue Sarcoma (NRSTS)

Osteosarcoma (OS)
Retinoblastoma (RB)
Rhabdomyosarcoma (RMS)

https:.//commons.cri.uchicago.edu/data-dictionaries/
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https://commons.cri.uchicago.edu/data-dictionaries/

Getting data into the PCDC

Balloted Quality I Ingestion
Dictionary

— Tiering —» NCIt Coding —¥» Harmonization —p> Control into PCDC

NATIONAL CANCER INSTITUTE

NCI Term Browser

Tier 1 - Required | Termino IYTRN Value Sets N Mappings
Data Ingestion

Tier 2 - Prioritize Inclusion = and Harmonization 9 VQUAL'TY \
Tier 3 - Don't Prioritize Inclusion AUrus e o o CONTROL
—— L=

&
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DATA DATA
STAKEHOLDERS DICTIONARY CONTRIBUTORS CONSORTIUM CASES IN ANALYSES PAPERS
ENGAGED ESTABLISHED COMMITTED MOU SIGNED COMMONS IN PROGRESS PUBLISHED

acute lymphoblastic leukemia

acute myeloid leukemia INTERACT

bone tumors HIBiSCus

INSPIRE

g

central nervous system tumors

Fanconi anemia

?

- JO10J0) - 10J0) - J0JO1010)0)

germ cell tumors MaGIC

NODAL

Hodgkin lymphoma

nasopharyngeal carcinoma NOBLE

neuroblastoma INRG

C3P

oncofertility R-HOPE

predisposition

retinoblastoma Global REACH

QOOO0OOOQOOOOO

0000000600008

00000000000 060FO
900000000
00000000

soft-tissue sarcoma INSTRUCT

THE UNIVERSITY OF DATA FOR THE https://portal.pedscommons.org
COMMON GOOD commons.uchicago.edu

CHICAGO



PCDC worldwide participation

e

GSF-GETO

4 N.America ISG

CBTN MRC
Worldwide Data Use Agreements | CoG g‘lngE Asia
DFCI
Jcea
US - 8 master agreements :\?FIQPGGR HIPAA :lSOGPEN SIOPEN
(+21 addenda/projects) P 3 SFCE EpSSG
RBTC UNICANCER PC
Non-US - 6 master agreements St Jude

(+5 addenda/projects)

-

Worldwide Data Contributor Agreements

US - 7 master agreements

(+18 addenda) S. America _
SOBOPE Oceania

Non-US - 13 master agreements EpSSG COG

(+12 addenda) GALOP EpSSG ¥
GLATO

' THE UNIVERSITY OF DATA FOR THE https://portal.pedscommons.org
&P COMMON GOOD commons.uchicago.edu

CHICAGO



New cancer-related consortia

\
|
I post transplant : acute acute myeloid bone tumors Fanconi
: lymphoprolifer- 1|  lymphocytic leukemia (OS and EWS) anemia
1 ative disease : leukemia .
I i INTERACT HIBiSCus
N e e - o -,
central nervous germ cell Hodgkin neuroblastoma || nasopharyngeal oncofertility
system tumors tumors lymphoma carcinoma .
Reproductive
INSPIRE MaGIC NODAL INRG NOBLE HOPE
cTTTTTTTT \ T T T \
| Langerhans cell | cancer retinoblastoma soft-tissue i myelodysplastic |
| histiocytosis 1| predisposition sarcoma ; syndrome
| |
: ; C3P Global REACH INSTRUCT |, !
\ 7 \ e
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PCDC advisory groups structure

( Advisory \

Groups

ool

\_ J

Consortia D4CG Team

'R

— | ALL
—— | AML |—=
Bone|—=<| CNS
GeT [==| HL |> <[NBL] U
NPC [——=| Pre

e —{ ve J— D4CG
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PCDC advisory groups structure

( Advisory \

s\ Groups
2 co-chair
Daisuke Tgmizawa 4_’[SAC] [EAB] [ARC]

Head, Division of Leukemia and Lymphoma
National Center for Child Health and Development

Tokyo, Japan \ J

Consortia D4CG Team

— | ALL
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© 0@ = rcocom pol x +

« © @ portal.pedscommons.orglexplorer?id=1

About PCDC (£

PEDIATRIC CANCER
DATA COMMONS

Filters | Unselectall
Combine filters with [AND| OR

Find filter to use

Subject ‘ Disease  Molecular
Openall
~ Consortium  1selected X Q
INRG 24,682
] INSTRuCT 6.969
> Sex Q
> Race Q
> Ethnicity Q

> Year at Initial Diagnosis

> Last Known Survival Status (LKSS) ~ Q

> Age at LKSS

> Censor Status Q

> Age At Censor Status

> External Resource Name Q

@

Dictionary Exploration Query
Summary View |  Table View quest Access £ Exportto PFB &
Survival Analysis 2 Download Data (0) &
Filter Set Workspace | New Duplicate Clear Clea Load Save
Active #1 | | consortiumis |
Subjects
24,682
Sex Race

Male White

sy uny
Female Not Reported

9850 s0i2

Unknown Unknown

38

405
lack or African American
1660

Asian

-

American Indian or Alaska Native
)

Native Hawaiian or Other Pacific Islander
)

Ethnicity

Not Hispanic or Latino

14801

Unknown

8202

Hispanic or Latino
— 575

http://portal.pedscommons.org

i) THE UNIVERSITY OF DATA FOR THE https://portal.pedscommons.org

commons.uchicago.edu
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http://portal.pedscommons.org

© 0@ = rcocom pol x + v

© & portal.pedscommons.org/explorer?id=1 @b w » 0O

PEDIATRIC CANCER 52} @°

DATA COMMONS Dictionary Exploration Query

Eneis: | Unsclectall SummaryView |  Table View Exportto PFB &

Combine filters with [AND| OR

Survival Analysis & Download Data (0) &
Find filter to use
Filter Set Workspace | New Duplicate Remove Clear Clea Load Save
Subjec!‘ Disease Molecular
Active #1 | | consortiumis | "INRG" | x
Open all
~ Consortium 1 selected
Consortlum EESEERles a Subjects
INRG 24,682 24'682
] INSTRuCT 6,969
Sex =}
> Sex Q
Male White
uey
 Race a Fomale nored v Stage 4 selected X Q
9850 [
Unknown Unkno
> Ethnicity Q I 3315 jrm—

Black o
) Stage 1 4,122

> Year at Initial Diagnosis

.
Americ:
> Last Known Survival Status (LKSS) Q 17
Ntie Stage 2a 1,279
> Age at LKSS
Ethnicity

> Censor Status Q Not Hispanic or Latino

(<]

Stage 2b 1777

Unknown

> Age At Censor Status .
Hispanic or Latino
—

(<]

Stage 3 3700

> External Resource Name Q

—

http://portal.pedscommons.org

[

Stage 4 11,413

THE UNIVERSITY OF DATA FOR THE https://portal.pedscommons.org
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© 0@ = rcocom pol x +

« © @ portal.pedscommons.orglexplorer?id=1

Qs %« »0

0 C e potsipeascommons s

—

Stage 4

11,413

http://portal.pedscommons.org

THE UNIVERSITY OF

CHICAGO
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PEDIATRIC CANCER
PEDIATRIC CANCER 52} @ DATA COMMONS
DATA COMMONS Dictionary Exploration Query Openall
& Diseaso praso
Eneis: | Unsclectall SummaryView |  Table View Exportto PFB & ® Ay
Combine filters with [AND| OR Dt D
Survival Analysis 2 Download Data (0) & O Relapse
Find filter to use R N
Filter Set Workspace | New Duplicate ve Clear « Load Save
Subject | Disease  Molecular ? Hiploav ot 2
Active #1 | | consortiumis | "INRG" | x T
Openall
> Age st Tumor Assessment
+ Consortium 1 selected X a
Eonadim Subjects > Tumor Cassfication a
INRG 24,682
24,682 i
] INSTRuCT 6,969
> Tumor sate a
Sex
> Sex Q
Male White
uey  —
 Race a Fomale nored v Stage 4 selected X Q
o850 fam—
Unknown Unkno:
> Ethnicity Q ] 3315 pE——
Black o . St
> Year at Initial Diagnosis Asian g 4' i
-
Americ:
> Last Known Survival Status (LKSS) ~ Q % M st
Native
et age 2a 1,279
> Age at LKSS .
Ethnicity o x
N — Q Not Hispanic o Latino . Stage 2b 1777 a
Unknown —
> Age At Censor Status 9 1270
Hispanic o Latino am
——
B2 stages 3.700 -
> External Resource Name Q a7
s

=] @ 24

Dictionary  Exploration Quary

SummaryView | Table View £ ExporttoPFE &

Sunval Analysis

FitorSot Workspaco | New Duplcate Coor oot | Lond S
|A | [consortiumis | “1ume® | | [AND]| stageisanyof | “stage 17, |x | [ND]| stage systenis | "mss* |x
Subjects
10,878
sox Race

oo e
Female ’ Not Reported
Unknown - Unknown

Black or Affican American

Asian
[

Save changes to the current Filter Set

Name [ INSS Stage 1, 2a, 2b, 3 ]

Describe the Filter Set (optional)
Description

Filters

[ Consortiumis | "INRG" J AND [ Stage Systemis | "INSS" ]

stageisanyof | "stage 3"...
Back to page

Save changes

https.//portal.pedscommons.org
commons.uchicago.edu



http://portal.pedscommons.org

- 1. INSS Stage 4 -o- 2. INSS Stage 1-3

[

075 ~

Q 1

© |

Survival type Overall Survival 5 o 5 -
ER

> |

Start time (year) = 0 3 i
TE O.25-E

End time (year) | Optional; max value if left blank g i
o |

0o

Time interval (year) = 4
Time from diagnosis (in years)

Select Filter Set to analyze Add
Number at risk
> 1INSS Stage 4 10552/11413 X 1 INSSS10552 7871 4307 2012 787 218 72 22 6 1
2.INSS S10499 8398 5323 2657 1139 378 106 38 5 1 o
> 2.INSS Stage 1-3 1049910878 X f ' . . T r . r .

(o] 4 8 12 16 20 2‘4 28 32 36 40
Time from diagnosis (in years)

http://portal.pedscommons.org
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Cohort discovery - linking to Genomic Data Commons

The GG will be undergoing scheduled maintanance from May 14, 2021 at 10:00 PM ET to May 16, 2021 at 10:00 PM ET. During ths time, all GDC services wil be unavaiabi

&
PEDIATRIC CANCER 3] fo NATIONALCANCERINSTITE i 0 procts (RO 4 pcais 8 Rosostory Qauicksoach  MansgoSes oo Gt @5 GO0 Apps
T DATACOMMONS Sichionaryr | Explorafion Csery e O P - — — —

© 7f5be229-51be-5083-090a-7dbeeB91d755

Project
© 93d2671-0000-52ac-a0c0-18418694bb52
Filters summaryview | et © 342cbacc-6e39-5ade £282-cb76330926dc:
© faa2atas-0124-5560-2007-3831190b41dd g
Find filter to use © b340609a-dbde-5793-920d-36ac9ead2152

Filter Set Works ‘ ‘ L © ec0f13c9-dd39-5eb2-ad44-2e07ce0cb634
ilter Set Workspace l oaf L ————— © 41 1b12-i54e-5858-bbi5-83487bbbTE ‘Showing 1 - 20 of 20 cases = & Biospecimen & Clincal | JSON | TSV Save/Edit Case Set
Subject | Disease  Molecular ) S esTsoaE aiistaBedt Sosaloatiz Available Files per Data Category
Active #1 | Try Filters to explore data © aleafab1-7eeb-5686-91eb-00a31bf76676 ) CaseID Project Primary Site Gender Files. #Mutations  # Genes Slides.
Data Commons | Select data commons © 46b74199-3635-5dbc-9301-61120d51584e Seq Exp SNV CNV Meth Clinical Bio
Surgery Radiation Response b ) TARGET-30-PARGKK ~TARGETNBL Other and il-define... Male 2 5 17 0o o A 2 2 -
preiblespeiapeypliiskin
lect data common: ° - TARGET:NBL  Other and il-define... Male 2 5 5 17 0 0 2 1 2 2 -
SNy ooy EE= o Subjects —_— @ basici o Pupnarrarese.. wis @ 5 8 u o o 2 1 w u -
38 277 Genomic Data Commons [°] o TYB /Adrenal gland Female 2 2 o0 17 o 0 2 8 8
Openall J o Other and il-define.... Male 2 5 5 17 0 o0 2 1 6 6
[ © b2544c7-dB8G-5761-a662.9a3c9324kRT () papeeTa0-paLCEW Adenalgond P 2 5 5 1 0 0 2 1 1 1~
s it e a7E e
|vConSomum P‘ Back to page Ope e 1o ol ) TARGET-30-PATXUG ‘Adrenal gland Female 4 0 o0 0 0 0 a0 o =
Sex © 1281b162-7ddc-527c-b8c9-a7c8ef47d2d4
‘TARGET-30-PADUKP eripheral nerves a... Male -
Fiter Mode (include] [Exclude vl Wi I [l -2 e cmin e etenne e e T T W R TR
ale . ite e O TARGET:30-PAN TARGETNBL Perpheralnenvesa... Female 3 0 0 0 0 0 2 o 0o -
19355 e
[J INrRG 25245 Forale. Not Reported () TARGETSO.PARDI  TARGETNBL Porpheralnenvesa.. Femde 3 0 0 0 0 0 2 1 o 0 -
[] INSTRuCT o735 5601 24086  Primary Site O JARGET-30-PASFGD  JARGETNBL Otherandilldefine.. Female 4 0 0 0 0 0 £ Al o 0o -
2 Unknown Unknown #Cases () TARGET30.PATIYD ~ TARGETNBL Otherand il-define... Male 4 00 0 0 o0 3 0 0 -
— 330 S 1525 O adrenal giand o
, , e e Tt D ho T
0 mecic 2124 Black or African American ) other andil-cefined sites = A
2388 o TARGET-NBL Adrenal gland Male 4 0 0 0 0 [] & ¥ [ o
[ NopaL 2173 Asian © heart, meciastinum, and peura o TARGET:NBL Ml 3 0 0 0 o o 2 o o
2 Pr ) TARGET-30-PAKUXT ~ TARGET-NBL ~Adrenal gland Male 3 0 o 0 o 0 o 0 -
> DataC ibute Q American Indian or Alaska Native v Program
ata Contributor 1 4m ) TARGET-30-PARGD) ~ TARGET:NBL Adrenal gland Male 3 0 0 0 0 o0 0 0 -
Native Hawaiian or Other Pacific Islander O TARGET TARGETNBL Adrenal gland Female 4 0 0 0 0 0 o 0 -
> Study Id Q L= «Project TARGET:NBL  Adrenal gland Male 4 00 0 0o o 31 o 0 =
Other s e e e oo o oo e
E—
> Treatment Arm Q M:‘“"ac‘m ST Show |20+ | entries B BB

Direct connection to other data commons
(Genomic Data Commons, Gabriella Miller Kids First)

http://portal.pedscommons.org

#@| THE UNIVERSITY OF DATA FOR THE ’ https://portal.pedscommons.org

CHICAGO COMMON GOOD commons.uchicago.edu



http://portal.pedscommons.org

Engagement / Education

Education
e Promoting data literacy through training
e Young / early stage investigator seminars

E n g ag e th e CO m m u n ity = Youlube pediatric cancer data commons x Q & :
e Webinars . <
e Thought leadership .
e Liveevents &
e Patient and family involvement e
@ SIGNIN

e International advisory board — e

o = s —

© o s , Shar, iscover Raan ok R =
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INRG Research

Click on a description to view the original project proposal.

INRG #

Principal Investigator Description Project Type Status Publication Presentation

;’ﬁﬁg;é:ﬁ: Outcomes for patients aged 12-18 months with
Stage M MYCN non-amplified neuroblastoma and . flin Progress v
3 - -
2022-04 mﬁzx h;:)ndon Urifavorablé blolodle foatiires tMikad Phanohibs Investigator ¥ n Progress Presented at ANR 2¢
Meredith Irwin —
)Tii:\r;?éoz\l'(\l;n Prognostic impact of segmental chromosome
TR ; )
4 |2022-03 Mark Appelbaum alterations in high-risk neuroblastoma patients on Investigator = P

immunotherapy: A report from the International

Gudmn Schicienyachc: Neuroblastoma Risk Group (INRG) project

|

|

statistician to be named

Boris Decarolis

5 |2022-02 Wendy London Survival of patients with low-, intermediate-, or Investigator =
|

Susan Cohn high-risk neuroblastoma over a 35 year period
Andrew Pearson
Wendy London
s |5025701 Ramya Ramanujachar Neuroblastoma in adolescents and adults- a study PaslSates =
Kavitha Srivatsa of clinical and biological features and outcomes 9
Paola Angelini
Ker Clampbell Clinical and biological features prognostic of survival after
Pei-Chi Kao

Clinical and Biological Features Predictive of relapse or progression of INRGSS stage MS pattern

Arlene Naranjo

~ : o Survival After Relapse of Stage MS i ; s neuroblastoma: A report from the International
T i ke Neuroblastoma: A Report From the International investigator  ~ GUEEXEIED o, ropiastoma Risk Group (INRG) project, Pediatr Blood
WenZiy tondon Neuroblastoma Risk Group Project Cancer. 2023 Feb;70(2):€30054. Epub 2022 Oct 31. doi:
Steven DuBois 10.1002/pbc.30054.
Riyue Bao
Stefani Spranger
szlll;ncl?;:azn:: ‘ S . ) Immunoggnomic determinant_s of tumqr o
Peter Pytel Validation of a T-cell inflammatory signature and . microenvironment correlate with superior survivalin
8 2020-03 e outcomes in patients with Investigator - high-risk neuroblastoma. J Immunother Cancer. 2021
Thomas Gajewski neuroblastoma Jul:9(7):2002417. doi: 10.1136/jitc-2021-002417. PMID:
Samuel Volchenboum 34272305; PMCID: PMC8287618.

Susan Cohn
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GEARBOX GEARBH

Clinical trials matching
Demographics ~ Matched (1) ol
What is the patient's current age (in years)? 20-489 @ v
13
Title

A Study of Codrituzumab in Children and Young Adul...
What is the patient's biological sex?

O Male () Female
Undetermined (1) ~
Disease A
H-47757 AGAR ® v
What is the patient's current diagnosis?
- Title
Embryonal Carcinoma i Interleukin-15 Armored Glypican 3-specific Chimeric...
Does the patient currently have, or have they in the past
had, refractory disease? Unmatched (5) e
O Yes O No (O Notsure
RHM CHI0811 ® v
Is the patient's disease currently refractory?
Title

Yes No Not sure
° O © Phase | Study of 131-I mIBG Followed by Nivolumab....

Does the patient currently have, or have they in the past

had, confirmed or suspected relapse disease?

O Yes O No (O Notsure NCI-2021-00913 @ e
Title

What is the patient's ECOG score? Testing the Combination of Two Immunotherapy Dru...

‘ ECOG 1 (Lansky/Karnofsky 70-80) v

THE UNIVERSITY OF DATA FOR THE https://portal.pedscommons.org
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GEARBEE e

PATIENT INFORMATION OPENTRIALS
Demographics A Matched (1) o
What is the patient's current age (in years)? 20-489 @ A
13
Title
A Study of Codrituzumab in Children and Young Adults
What is the patient's biological sex? With Solid Tumors and Have Not Responded to
O Male () Female Treatment or Have Come Back After Treatment
Description
Disease A The purpose of this study to find out whether

codrituzumab is a safe treatment that causes few or
mild side effects in children and young adults who have
solid tumors that express the protein GPC3. The
Embryonal Carcinoma W researchers also want to study the way codrituzumab
is absorbed, distributed, and cleared from the body.

What is the patient's current diagnosis?

Does the patient currently have, or have they in the past Locations
had, refractory disease? » Cincinnati Children's Hospital Medical Center
O Yes O No () Not sure » Memorial Sloan Kettering Cancer Center
Link
- : 2
Is the patient's disease currently refractory? » ClinicalTrials.gov®
O Yes O No () Not sure

"Bl THE UNIVERSITY OF @) DATA FOR THE . https://portal.pedscommons.org
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Connecting the dots across the patient's lifetime

pediatric, AYA, or
adult cancer
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Connecting the dots across the patient's lifetime

g.""”ceft. pediatric, AYA, or
prs rlmfjpgilwleon adult cancer
yndr
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Connecting the dots across the patient's lifetime

cancer pediatric, AYA, or secondary malignancy,

prsd;\fjpgiiwtieon adult cancer late effects
Y I
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Why use the D4CG model for other rare diseases?

Lack of data hinders research for rare diseases.

Lack of community consensus and deficient data
standards make data aggregation difficult or impossible.

Researchers cannot make progress and improve patient
outcomes without high-quality data.
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We envision a world where access to high-quality data
IS never a barrier to improving human health.

B g

monogenic
diabetes

—W@W\r () (;'“““%
% = n
© o;o \//\

. - @40 - EN — —

epilepsy Sociome other rare diseases .and more

Q ; Q@ PEDIATRIC CANCER
o @@ @@ N DATA COMMONS

food allergies pediatric cancer

Crohn's disease
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A model for transforming human health

e Studying rare diseases requires collaboration and sharing

e Data sharing must be built on a foundation of trust and
consensus

e Connecting disparate data types and sources enriches
research

e Consensus data standards are critical for the success of

national and international data ecosystems - allowing
D4CG aggregation across trials and diseases

e Early adoption of data standards and consideration for
the lifecycle of the data are critical to accelerating
progress and discovery
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Do research with the PCDC and stay connected

portal.pedscommons.orq

Explore the PCDC Data Portal

4 )

Sign up for our email list!
sam.am/datadictionaries

sam.am/D4CGnhews
Access data dictionaries \ /

slva@uchicago.edu

suzi@uchicago.edu
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http://sam.am/datadictionaries
http://portal.pedscommons.org
https://sam.am/D4CGnews

Sustainability is key

Thank you to these funders for supporting our work in FY23 and/or FY24.

‘ ;ml“"""" CANCER MS[M;,,

St. Baldrick’s LEUKEMIA & R NATIONAL
tR "y. 88 FOUNDA'I!‘I:ON LYMPHOMA : RESEARCH CANCER
FOUNDA ‘

FOUNDATION INSTITUTE INNOVATION

Congquer Childhood Cancers SOCI ETY Iﬁfﬂuﬂh"ﬂﬁﬁg
FOUNDATION
5 ‘ Klb;l‘l
. CHILDREN'S “ B - ra United States
SUMMER" S ONCOLOGY . £ ; Chlldrens(Cancer Department of the Interior
WAY GRO!"; . AGENTS i ¢ Research Fund’
Foundation Because of Annaleigh
SEBASTIANSTRONG 'Ieidos HELMSLEY
FOUNDATION The Neuroblastoma v BRIGHTSIDE e cHARITABLE TRUST
/ Children's Cancer Py
ff Society ]C F[3!
= . o CHILDREN'S RESEARCH FOUNDATION &
% Ay i.«'_ :,‘; Tl Ay ;“, "So they may live"
° A Seattle Children’s
‘ FRIENDS OF \ EFRONT OF \/\\‘)75, MEDICINE" HOSPITAL * RESEARCH * FOUNDATION
55 P e g =i
Aileen S. Andrew '(\& Comer Children’s Sarah Jane Adicoff Endowment for
Foundation Development Board Research in Rhabdomyosarcoma
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Thank you!

collaborators data portal users

dnch

None of this would be possible without YOU.
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