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Manual processes and lack of data standards plague clinical trials
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Manual processes and lack of data standards plague clinical trials
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L ack of rich phenotype data hinders progress

e Many samples for genomics lack sufficient clinical
information

« Without deep phenotype data, analyses are limited

e Deep phenotype data should be collected at the
time of sample acquisition, directly from electronic
nealth record systems
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Future” ideal state

*Way in the future

Electronic health record

Automatic

~PCOR
~All ot Us

extraction

Genomics =P Rich analyses

Sequencing
Requires:

1. Common data model

2. Broad consent

3. State-of-the-art data warehouse
4. Foresight and planning

Tumor / Blood / Tissue

@m CHICAGO MEDICINE & @jy/ RESEARCH
BIOLOGICAL SCIENCES | EKESS INFORMATICS




Current state for genomic commons

Clinical trials data === Sponsor (e.g., COQG)

Data abstraction by statistician

o Signitficant effort and funds required
Sparse clinical data $%

Tumor / Blood / Tissue . Senomics | imited utility

Sequencmg Commons

Organizations are rarely willing
to pull data from the EHR

Data pull from EHR / data warehouse
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Current paradigm tfor COG

: Dat .
| eu kem|a ' —22_, Disease study
g Disease 1 DB g
= Different data models ‘S
O rial 3 O
© — (O
EWIﬂg -E ra -E 238 | Disease 2 study
O : O
G Disease 2 DB ~
o _. Different data models (O
+- ria 4
© 0 Data .
: O Trial 6 'O ———— Disease 3 study
HOdgkln Ko <
» Disease 3DB
C C
(O ) Different data models qv)
= Trial / S

Data

Trial 8 ) Disease 4 study

Brain tumor
Disease 4 DB

.4 THE UNIVERSITY OF
CHICAGO MEDICINE &
BIOLOGICAL SCIENCES

=% CENTER FOR
@j@ RESEARCH
K= [NFORMATICS




Goal

. C
Leukemia ke
g O
'S Compatible data models 9 Data
0 2 — Disease 1 study
© O
: i @ Data
EWIﬂg _8 c—> Disease 2 study
© ©
B Compatible data models O m} Disease 3 study
© O
. O Trial 6 -
HOdgklﬂ T PEC g m} Disease 4 study
= O
C +—
(O , Compatible data models PCDC i
= Trial 7 <
Brain t Trial 8
raln tumaor PEC
o4 THE UNIVERSITY OF -’,09 CENTER FOR

@m CHICAGO MEDICINE & |[&7
BIOLOGICAL SCIENCES

1 RESEARCH

”-/@ INFORMATICS



Goal

. C
Leukemia O
O ks
= O
Q Compatible data models 9 Data
G 2 — Disease 1 study
43 0
EWIﬂg _% g m» Disease 2 study
4
.f_,c o Data
G Compatible data models O ) Disease 3 study
O O
, O  Trial 6 g
HOdgklﬂ -'(_?5 oEC g m Disease 4 study
= =
_8 , Compatible data models PCDC i
= _Trial 7 <
o N <L Trial 8
raln tumor PEC
reed |HE UNIVERSITY OF -*,09 CENTER FOR

@m CHICAGO MEDICINE & |[§G2 RESEARCH

=4,
BIOLOGICAL SCIENGCES | G NFORMATICS



ares:| Vita
bl catsci | Exco. el

tttttttttt

Pediatric cancer is rare - making it difficult to study

Adult cancers annual incidence

All 1,688,780
Oral 49,670
Gl 310,440
Lung 222,500
Skin 95,360
Breast 255,180
Ovary 22,440
Prostate 161,360
Urinary 146,650
Lymphoma 80,500
Myeloma 30,280
Leukemia 62,130

Source: cancer.org - 2017
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Pediatric cancers annual incidence

All

ALL

CNS

Hodgkin lymphoma
NHL

AML
Neuroblastoma
Bone

Thyroid

Wilms

Germ cell
Rhabdomyosarcoma
Retinoblastoma
Melanoma

Other

3080
2780
1180
1040
730
710
320
570
510
540
340
280
310
2890
Source: CDC - 2014
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Most children are treated on a Children’s Oncology Group (COG) study

1955 Cooperative group system for clinical research

Pediatric Oncology Group (POGQG)
Children's Cancer Group (CCG)

National Wilms’ Tumor Study Group (NWTS)
Intergroup Rhabdomyosarcoma Study Group (IRSG)

2000 Children’s Oncology Group (COG)
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Survival - Pediatric cancer - still a long way to go
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Neuroblastoma data commons

=t THE UNIVERSITY OEF g«% CENTER FOR
@m CHICAGO MEDICINE & @f@ RESEARCH
BIOLOGICAL SCIENCES = INFORMATICS




Neuroblastoma
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The most common solid tumor in children
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International Neuroblastoma Research Group (2004
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International Neuroblastoma Research Group (2004
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The good news: 8800 patients

The bad news: |
Data in Excel |

>20 high-impact publications

that changed clinical practi
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191 1994 2380 2380 0 0 2 5 9 9 9 0 9 9 1 0 0 0 0 0 0 0 0 1 1 0 0 1 0 0 1 1 136
270 1984 388 4660 4660 0 0 2 9 2 9 9 9 9 9 0 0 0 1 0 0 0 0 0 0 0 0 0 0 9 9 9 9 137
604 1987 360 360 1 1 9 9 4 9 9 9 9 9 1 0 0 0 0 0 1 1 1 1 9 9 9 1 9 9 9 9 138
22 1983 1368 1368 1 1 9 9 4 9 9 9 9 9 1 0 0 0 0 0 0 0 0 0 9 9 9 1 9 9 9 1 139
1051 1992 124 180 684 708 1 1 3 5 9 9 9 9 9 9 0 0 0 0 1 0 1 1 1 0 9 9 9 0 9 9 9 1 140
450 1980 497 618 1 1 4 9 4 9 9 9 9 9 0 0 0 0 0 0 0 1 0 0 0 0 0 0 9 9 9 9 141
712 1995 424 424 1 1 2 5 9 1 0 1 9 9 1 0 0 0 0 0 1 1 0 0 0 0 0 1 1 0 2 1 142
1712 1997 231 2410 39 39 1 1 3 5 9 9 9 1 9 9 1 0 0 0 0 0 1 1 0 0 0 0 0 1 9 9 9 9 143
302 1982 6077 6077 0 0 9 9 3 9 9 9 9 9 0 0 0 1 0 0 0 0 0 9 9 9 9 0 9 9 9 1 144
1381 2001 15 1125 1125 0 0 1 5] 2 9 9 0 1 9 1 0 0 0 0 0 0 0 0 0 0 0 0 1 0 9 9 2 145
126 2001 849 849 0 0 9 4 9 0 0 0 0 9 0 1 0 0 0 0 0 0 0 0 0 0 0 0 0 0 1 1 146
444 1997 210 5994 2584 2584 0 0 3 5 4 9 9 1 9 9 0 1 0 0 0 0 1 1 1 0 9 9 9 0 9 0 1 1 147
4599 1999 1407 1407 0 0 2 4 9 9 9 1 9 9 0 1 0 0 0 0 0 0 0 0 0 0 0 0 9 9 9 9 148
1176 1993 155 488 505 582 1 1 4 5] 9 1 9 0 9 9 0 1 0 0 9 0 1 0 0 0 0 0 0 0 9 9 9 9 149
486 1996 9 1598 1894 1894 0 0 9 1 1 9 9 0 1 9 1 0 0 0 0 0 0 0 0 0 0 0 0 0 0 9 9 9 150
1734 1990 2052 2052 0 0 9 B] 9 9 9 9 9 9 1 0 0 0 0 0 0 0 0 0 0 0 0 0 9 9 9 9 151
1516 2002 4035 4035 0 0 2 9 9 9 9 9 9 9 1 0 0 0 0 0 1 1 0 0 0 0 0 1 9 9 9 9 152
2135 1988 214 246 1 1 2 5] 9 9 9 9 9 9 1 0 0 0 0 0 1 1 0 0 0 0 0 1 9 9 9 9 153
1279 1983 303 5843 5843 0 0 2 9 3 9 9 9 9 9 1 0 0 0 0 0 0 0 0 0 0 0 0 0 9 9 9 9 154
476 1999 996 1533 1533 0 0 2 4 9 9 9 9 9 9 0 0 0 0 1 0 0 0 0 0 0 0 0 0 9 1 9 1 155
6962 1987 264 266 1 i 2 9 3 9 9 9 9 9 1 0 0 0 0 0 0 0 0 0 0 0 0 0 9 9 9 9 156
3311 1998 167 396 539 1288 1 1 4 5] 9 0 1 0 9 9 0 1 0 0 0 0 1 0 0 0 0 0 0 0 1 0 9 1 157
151 1988 62 297 1 1 3 9 4 9 9 0 9 9 1 0 0 0 0 0 1 1 0 1 0 0 0 0 9 9 9 9 158
2504 1989 1338 1686 1 1 9 5 4 9 9 9 9 9 0 0 0 1 0 0 1 0 1 0 9 9 9 0 9 9 9 9 159
497 1998 873 9565 136 136 1 1 3 5 4 1 9 1 1 9 1 0 0 0 0 0 1 1 1 0 9 9 9 1 9 0 1 1 160
2269 1989 181 321 1 1 2 5] 9 9 9 9 9 9 0 0 0 0 0 1 0 0 0 1 0 1 0 1 9 9 9 9 161
151 1997 112 1482 1482 0 0 1 1 9 9 9 0 9 9 0 1 0 0 1 0 0 0 0 0 0 0 0 0 9 9 9 9 162
1846 1992 132 697 294 320 1 1 3 5 9 1 9 0 9 9 1 0 0 0 0 0 0 0 1 1 0 0 0 0 9 9 9 9 163
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Neuroblastoma Commons Cohort Discovery

Example: Favorable tumor biology, tissue available

Cohort Search

Search: New

& Save Search

Add a filter: ’ - Please select -

v ‘ ® Clear Filters

Revised INPC Prognostic Group/ Shimada Diagnostic Category

« Favorable
| Unfavorable
. Unknown/Slides not received/Inadequate

# Patients

=2 THE UNIVERSITY OF /) CENTER FOR
M@ CHICAGO MEDICINE & @{W/ RESEARCH
BIOLOGICAL SCIENCES = INFORMATICS

6k

4k

2k

Ok

COG

Patients in INRG database: 19009
Patients matching filters: 7091

567 552
Germany Japan SIOPEN

http://www.inrgdb.org

OITM


http://www.inrgdb.org

Neuroblastoma Commons Cohort Discovery

Cohort Search

Results
Search: New & Save Search _

Patients in INRG database: 19009
Patients matching filters: 7091

Add afilter: - Please select - v ® Clear Filters 5

—— U TR Cla _——

Revised INP: "'11eY Eae s X d . ‘

Primary Tumor-Neck m m e I ate y See
! Favorable . 4k

Primary Tumor-Other
e Ll cohort counts
1 Unknowr Primary Tumor-Pelvis _

Primary Tumor-Thorax :

Race 2k

Revised INPC Prognostic Group/ Shimada Diagnostic Category

567
COG

# Patients

: 552
Site of Relapse - 288 —

Germany Japan SIOPEN

Time from Dx to Death or Last Contact 0k

Time from Dx to Event or Last Contact

Year of Diagnosis

GEO Data - Note! External Data

GWAS Data - Note! External Data
Nationwide Tissue Bank - Note! ExteM .
Nucleic Acid Data - Note! External Data (—————— |_| n kS to eXte rn a ‘ d ata Sets

TARGET Data - Note! External Data W—‘—___

THE UNIVERSITY OF
CHICAGO MEDICINE &
BIOLOGICAL SCIENCES

€O -
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%}’
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http://inrgdb.org

Neuroblastoma Commons Cohort Discovery

Cohort Search

Search: New

Add a filter: Nationwide Tissue Bank

Revised INPC Prognostic Group/ Shimada Diagnostic Category

« Favorable
| Unfavorable
I Unknown/Slides not received/Inadequate

Nationwide Tissue Bank

| No data exists
¥ Data exists

v ® Clear Filters

5k

4k

3k

# Patients

2k

1k

Ok

This used to take weeks.

Now it can be done in seconds.

=2 CENTER FOR
,\@f@ RESEARCH
K= [NFORMATICS

=" THE UNIVERSITY OF

CHICAGO MEDICINE &
&7 BIOLOGICAL SCIENCES

& Save Search

COG

Patients in INRG database: 19009

Patients matching filters: 4736 <f——

0 0 0

Germany Japan SIOPEN

Example: Favorable biology, tissue available

OIT™M



COG Unique Specimen |dentitier (USI)

NATIONAL CANCER INSTITUTE
GENOMIC DATA COMMONS

fad THE UNIVERSITY OF

CHICAGO
Honest broker G
COG Institution ; TARGET

COG ID | 7) SevenBridges

genomics

COG Identifier (PHI) etk COG USI number MNVANTIA A
<—> —>

34574765 RDASXK

65780454 UFUMZQ Commons
40508620 LKNQHD

62646200 JVMECO

Specimens Data
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Neuroblastoma data commons growtn

Year COG SIOPEN GPOH Japan Total

2004 4235 2157 1938 470 8800

2012 6127 2504 1938 470 11039
2013 11642 2504 1938 470 16554
2015 13060 2504 1938 470 17972
2016 13937 2664 1938 470 19009
2018 14425 3397 2154 470 20446

Data upload can be automated using a standardized
data dictionary with error and consistency checking.
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Neuroblastoma Data Commons

COhOI’t SearCh > idir <- "/home/ubuntu/demo_inrg"
pheno.file <- file.path(idir, "meta", "clinical.deseq_fmt.filtered.txt")

esults : - " . - : N i =
. > clin.df <- read.delim(pheno.file, header=TRUE, sep="\t", stringsAsFactors = FALSE
Search: New & Save Search . K elim(p 2, : p ; g )

> count.files <- unlist(lapply(clin.df$pt_id, function(x) paste@(x, ".htseq.counts™")))

Patients in INRG database: 17938 count.files
) . Patients matching filters: 1153 [1] "PAIPGU.htseqg.counts" "PAISNS.htseq.counts" "PAITCI.htseq.counts"
Add afilter:  MYCN Status v ® Clear Filters [4] "PAIVHE.htseq.counts" "PAIXIF.htseq.counts" "PAKYZS.htseq.counts"
100 [7] "PALBFW.htseq.counts" "PALCBW.htseq.counts" "PALETP.htseq.counts"
[10] "PALEVG.htseq.counts" "PALIIN.htseq.counts" "PALKUC.htseq.counts"
Death X 812 [13] "PALNVP.htseq.counts" "PALTEG.htseq.counts" "PALUYS.htseq.counts"
750 [16] "PALVKK.htseq.counts" "PALWV].htseq.counts" "PALXTB.htseq.counts"
No Death [19] "PALZZV.htseq.counts" "PAMMXF.htseq.counts" "PAMNLH.htseq.counts"
B Patient Died & [22] "PAMVRA.htseq.counts" "PAMYCE.htseq.counts" "PAMZGT.htseq.counts"
c [25] "PAMZMG.htseq.counts" "PANBJH.htseq.counts" "PANBMJ].htseq.counts"
Unknown ‘% 500 [28] "PANBSP.htseq.counts" "PANGXK.htseq.counts" "PANJLH.htseq.counts"
i [31] "PANKFE.htseq.counts" "PANNMS.htseq.counts" "PANRRW.htseq.counts"
X [34] "PANUKV.htseq.counts" "PANYGR.htseq.counts" "PANZPV.htseq.counts"
MYCN Status [37] "PANZVU.htseq.counts" "PAPBGH.htseq.counts" "PAPBZI.htseq.counts"
250 169 166 [40] "PAPEFE.htseq.counts" "PAPHPE.htseq.counts" "PAPKWN.htseq.counts"
Not amplified (< 4 times of the reference on chromosome 2q) [43] "PAPUAR.htseq.counts" "PAPUEB.htseq.counts" "PAPZYP.htseq.counts"
¢ Amplified (> 4 times of the reference on chromosome 2q) . ” [46] "PARACM.htseq.counts” A A
Unknown, not done, unsatisfactory, in progress 0 > sample.table <- data.frame(sampleName=clin.df$pt_id,

COoG Germany  Japan SIOPEN fileName=count.files,
mycn=as . factor(clin.df$mycn))

INRG cohort discovery Command-line analysis

m réABI(O;NS;E;N;(E)I:tIZSlHTUTE & Home  © projects TR Ll Analysis Q Quick Search [-TUVMIZS "0 SVOLCHEN - W CartffJ 3 GDC Apps

Cases Files « Hide Filters
RIS Project ia | 15 | ranceT-naL & Advanced
Add a Case/Biospecimen Filter
v Case Summary | Cases(1,120)  Files (2,803) Browse Annotations
Q

W Add all files to the Cart | & Download Manifest

v Case Submitter ID Prefix

Q

FILES D CASES ® ILE SIZE 5
BT 2,803 1,120 @& 816TB =)
Nervous System 1,120 |
File Counts by Project 4= File Counts by Access Level [:::] File Counts by Data Format :::]
v Cancer Program
TARGET [ 1,120 ]
» ‘ '
v Project LD [ ] -
TARGET-NBL [ 1,120 ]
TCGA-BRCA 1,08 ]
TARGET-AML
TARGET-WT =
TCGA-GBM &7 ] 1 Project 2 Access Levels 5 Data Formats
TCGA-OV 3
33 More,
File Counts by Primary Site B File Counts by Data Type =::) File Counts by Experimental Strategy B
v Disease Type
Neuroblastoma [ 4.120 ]
v Gender |
male 4 Y o
female 1 il
|
v Age At Diagnosis 1
© Years  Days 1 Primary Site 6 Data Types 2 Experimental Strategies . |
= — = 1 2 3 4 5 6 7 8 9 10 1 12 13 14 15 16 17 18 19 20 2122

Genomic data commons searc Visualization
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Paradigm for building a pediatric cancer commons

Engage cooperative group(s) 8. Create contributor / use agreements

Define scope 9. Create standards working group to

dentify funding source create data dictionary, map elements

|dentity infrastructure 10. Create database

Engage project team 11. Build front-end query engine

12. Create and execute communication

|dentity data sources |
and education plans

N o O &~ W b E

Establish governance, create

policies and procedures 13. Create sustainability model

Volchenboum SL, Cox SM, Heath A, Resnick A, Cohn SL, Grossman R
"Data Commons to Support Pediatric Cancer Research”
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Remapping NBL to a standard ontology
Tumortype ~ Code |

Neuroblastoma (Schwannian stroma-poor) 1
4
CIC) Ganglioneuroblastoma, intermixed (Schwannian stroma-rich) 7
C  |Ganglioneuroma (Schwannian stroma-domiant), maturing subtype OR
- . . . . . 3
() |Ganglioneuroblastoma, well differentiated (Schwannian stroma rich)
Ganglioneuroblastoma, nodular (composite) 4
Unknown 9
Neuroblastoma C0017075
_§ Ganglioneuroblastoma - intermixed C1517444 |
Q |Ganglioneuroma C0017075
O .
+ |Ganglioneuroblastoma - nodular C1517445
Unknown C0087135
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Ganglioneuroblastoma

) NATIONAL CANCER INSTITUTE WWW.Cancer.gov

E\S Enterprise Vocabulary Services

* Csewrn [ 7

(®) Contains (0 Exact Match () Begins With
(® Name () Code () Property () Relationship

Source | ALL 3 Advanced Search

Home | NCit Hierarchy | Sources | Help Visited Concepts

Quick Links

Suggest changes to this concept

Ganglioneuroblastoma, Intermixed (CUI C1517444) Add to Cart

L e[ synomym Details | Relationships | By Source Y| View All Y

Terms & Properties

Concept Unique Identifier (CUI): C1517444
NCI Thesaurus Code: C42057 (see NCI Thesaurus info)

Semantic Type: Neoplastic Process

NCIt Definition: A ganglioneuroblastoma characterized by the presence of neuroblastic cells in a Schwannian stroma, without the presence of hemorrhagic neuroblastic
nodules.

Synonyms & Abbreviations: (see Synonym Details)
Ganglioneuroblastoma, Intermixed

Ganglioneuroblastoma, Intermixed (Schwannian Stroma-Rich)
gemischt Ganglioneuroblastom

intermixed ganglioneuroblastoma

Schwannian stroma-rich peripheral neuroblastic neoplasm

External Source Codes:

NCI Thesaurus Code C42057 (see NCI Thesaurus info)

Other Properties:

Name Value Source
Neoplastic_Status Malignant NCI

Additional Concept Data: (none)

URL to Bookmark: https://ncimeta.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI| Metathesaurus&code=C1517444
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Remapping NBL primary site

Current Proposed

PRI_ADRE INTEGER  [Primary site of tumor is adrenal 0=No

1eves Adrenal gland C0001625

9=Unknown

PRI_NECK INTEGER Primary site of tumor is neck 0=No N e C k
s Thorax C0817096
9=Unknown

PRI_ABDRET INTEGER Primary site of tumor is Abdominal/retroperitoneal [0=No .
v adrenal) R oo Retroperitoneal CL318004
9=Unknown
;i\l/Jesk COOZ7530
PRI_THOR INTEGER  [Primary site of tumor is thorax 0=No
. . - . 9=Unknown
PRI_PELV INTEGER  [Primary site of tumor is pelvic ;):?:S Pe ‘VI S COO3 O 7 9 7
PRI_OTH INTEGER  |Primary site of tumor is “other” 0=No . o (o
’ 1oves Not otherwise specified C1518425
9=Unknown
Unknown C0439673
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Data commons in planning and development

Soft-tissue sarcoma
AYA lymphoma
Sickle cell
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STS data commons

Discussions began 1/2017

First meeting in May, 2017 (Copenhagen)

Second meeting in October 2017 (Chicago)

Third meeting in March 2018 (Amsterdam)

Fourth meeting planned September 2018 (Tubingen)

Executive and informatics calls every 1-2 months
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INSTRUCT meetings

October 2017 Chlcago I\/Iarch 2018 Amsterdam
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Rhabdomyosarcoma data standardization

Current
Description
Male Male C0086582
Ll Female C0015780
Unknown C0439673
1 Alveolar rhabdomyosarcoma
2 Embryonal rhabdomyosarcoma Alveolar rhabdomyosarcoma (ARMS) C0206655
. e L Botryoid rhabdomyosarcoma (BRMS) C1306573
4 Not otherwise specified
c Undifferentiated sarcoma Embryonal rhabdomyosarcoma (ERMS) C0206656
HISTOLOGY 6 Sarcoma’ not classifiable Pleomorphic rhabdomyosarcoma (PRMS) C0334480
7 Spindle cell sarcoma Rhabdomyosarcoma (RMS), not classifiable C0035412
. Ectomesenchymoma Rhabdomyosarcoma (RMS), inadequate tissue for classification
9 Other
10 Mixed rhabdomyosarcoma Rhabdomyosarcoma (RMS), w Mixed Embryonal and Alveolar Features C1709053
99 Unknown Spindle cell C0205945
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https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0206655
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C1306573
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0206656
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0334480
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0035412
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C1709053
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0205945
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0086582
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0015780
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0439673

Consensus example: Maximum tumor diameter

Old INSTRUCT consensus

| | o Discrete measurement (in cm)
Maximum diameter — X (or max diameter it single)

or

/y/

>5c:m <ocm

o Category (if no discrete meas.)
— <=5cm
— >5Ccm
— Unknown

@Z@ CHICAGO MEDICINE &
BIOLOGICAL SCIENCES
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Consensus harmonization of primary site
CWS COG

EpSSG

Major Primary Site

ORBIT

HEAD & NECK (non PM)

Eyelid
Orbit

Scalp

Parotid
Oral Cavity

Larynx
Oropharynx

Cheek
Hypopharynx

Thyroid & Parathyroid

Neck

11=Thyroid & Parathyroid

1=Eye
2=0Orbit

10=Scalp

9=Paratoid
7=0Oral cavity

5=Larynx
8=0rophaynx

3=Cheek
4=Hypopharynx

6=Neck

12=0Other Head & Neck

EpSSG/MMT Name

Eyelid
Orbit

Soft tissue of scalp
External auricular canal
Ear soft tissue, external ear
Temporal muscle
Parotid, soft tissue
Gum
Base of tongue
Lip
Lower lip
Upper lip
Tongue
Larynx
Oropharynx
Lingual tonsil
Mandible soft tissue
Bone of face (Maxillar)
Masseter
Oral cavity
Cheek
Hypopharynx
Thyroid
Neck

Neck Supra-clavicular soft tissues

Neck, nodes Nos
Chin

Soft tissue face (non specified region)

Face specified region
Nasolabial fold (skin)
Nostril

Orbit

Head and neck

Consensus

Eyelid

Orbit

Other orbit

C0015426
C0700042

C0/700042

Cheek
Hypopharynx
Larynx

Neck

Oral cavity
Oropharynx
Parotid

Scalp

Thyroid and parathyroid

Other face

Other head and neck

C0007966

C0020629

C002307/8
C0027530

C1711367

C0521367

C3272625
C0036270

C057411/

C0015450

C0460004

.4 THE UNIVERSITY OF
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https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0015426
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0700042
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0700042
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0007966
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0020629
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0023078
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0027530
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C1711367
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0521367
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C3272625
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0036270
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0574117
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0015450
https://ncim.nci.nih.gov/ncimbrowser/ConceptReport.jsp?dictionary=NCI%20Metathesaurus&code=C0460004

INSTRUCT consensus data dictionary

o ID e Tumor size

¢ Sex * Invasiveness

e Race « TNM

e Ethnicity e Anaplasia
 Year of diagnosis » Fusion status

e Age at diagnosis  Survival

« Histology e Age at censor
e Stage ¢ Age at death

e Surgery extent « Cause of death
e Group e Events

e Tumor site « Secondary metastatic site

« Metastatic site(s)

=g THE UNIVERSITY OF EON) CENTER FOR
@m CHICAGO MEDICINE & | K&l RESEARCH

=4,
BIOLOGICAL SCIENCES | IREZ) INFORMATICS



Developing a paradigm for treatment data

1.03 ChemoType

(@ 1
C-PEb: cytoxan added to PED.

() 2
CTX: cyclophosphamide.

(€ 3
ED: etoposide and cisplatin.
o IR (hint: this is not it)
? ;Ebbleom‘m etoposide, cisplatin.
N :Ejl pharyngo-esophageal junction”

(2) 7
PVE: vinblastine, bleomyem, cisplating
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Chemotherapy reference data is not sufficient

ANBLO0531 - Response and Biology-Based Therapy for Intermediate-risk Neuroblastoma.

Administration of chemotherapy through a reporting period of 3 weeks. [Duration of 1 cycle]
Cycle # 1

DRUG ROUTE DOSAGE DAYS IMPORTANT NOTES OBSERVATIONS
CARBOplatin (CARBO) IV over 1 hour Pts < 12kg:18.6 mg/kg/dose 1 a. Physical Exam (Ht., Wt., BSA, VS),
Pts > 12 kg: 560 mg/m*/dose b. CBC, differential, platelets', Serum
Etoposide (ETOP) IV over 1 hour Pts < 12kg: 4 mg/kg/dose 1-3 , , creatinine’
Pts > 12 kg: 120 mg/m%dose Gl;/e following CARBO on Day 1
aoniv ™ s 8 Y

‘ocol Section 7.0 for complete list

Carboplatin/Etoposide (CUI C0280617) Suggestchanges fo this concept * ratjons,  including  required
~ at study entry ,and Section 15.0
>quisition or shipment guidelines

Terms & Properties N Synonym Details N Relationships N By Source | View all
Terms & Properties OTHER  STUDIES  AS

. ) FOR GOOD PATIENT
| Concept Unique Identifier (CUI): C0280617 Does not include dose
NCI Thesaurus Code: C10289 (see NCI Thesaurus info) | N .[.'O rm at| on or a refe rence

Filgrastim (G-CSF)

Semantic Type: Therapeutic or Preventive Procedure

Synonyms & Abbreviations: (see Synonym Details)
Carboplatin/Etoposide
CBDCA/NVP-16

External Source Codes:
NCI Thesaurus Code C10289 (see NCI Thesaurus info)

Other Properties:

Name Value Source
NCI_THESAURUS CODE C10289 PDQ
ORIG_STY Drug/agent combination PDQ
PID 4041 PDQ
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Paradigm for chemotherapy information

Reference database would

contain protocols, arms,

Reference timing, drugs, dosing, etc.

chemotherapy database

Protocol/arm

Chemotherapy

Commons
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COGQG data standards workshop

April 10, 2018 - St. Louis

e 45 attendees from COG, NCI, CDISC, St. Baldrick’s

» Four breakout sessions
o Data processes
« Common data platform
e Data governance

» Biospecimen curation
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April 10 COG adata standards workshop

Plan to develop informatics task force for COG
Make recommendations for informatics strategic plan tfor COG
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Goal: Build a commons of clinical trials data to enrich
the genomic information

o , Standardization o ,
Clinical trials data =P Clinical trials|data commons
Harmonization

Common

N Rich analyses

Sequencing

Tumor / Blood / Tissue === Genomics
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Paradigm for pediatric cancer clinical trials data commons

Neuroblastoma

GDC/TARGET
. . Sarcoma
Kids First -
ommon Leukemia ?
Cavatica identifier
—> Germ cell tumors :_:r —
St. Jude API AP
Brain tumors
Other data commons
Other tumors
-omics data commons Pediatric cancer data commons Reference data

T

Children’s Oncology Group

SIOP
Other consortia

Clinical trials data
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Interacting commons for clinical data
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Interacting commons for clinical data

Genomics
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Summary / Call to action

e Harmonized data leads to shared data

» Data and samples must have universal identitiers

e We must envision data collection and sharing at
all stages of care

e The goal is all data from all patients at all times
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