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Agenda
1. CCDI Background

2. NCCR Background

3. NCCR Data Products

cancer.gov/CCDI #data4childhoodcancer
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Childhood Cancer Data Initiative (CCDI) 

CCDI is an effort to 
connect and broadly 
share childhood cancer 
clinical and research data. 
Through specially designed 
programs and custom-built 
platforms and tools that 
enable easier access to 
data, CCDI aims to 
accelerate progress in 
childhood cancer research. 

cancer.gov/CCDI #data4childhoodcancer
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Real-Time Molecular Characterization to Inform 
Treatment Decisions
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National Childhood Cancer Registry (NCCR)
What it is:
 A rapidly growing data resource for public 

health statistics
 Data collected about children, adolescents, 

and young adults (AYAs) with first cancer 
under age 40, regardless of where they receive 
care

 28 NCCR registries, represent 75% of the US 
population and report more than 1.8 million 
cases 1995-2021
 Plus, seven registries through the Virtual Pooled 

Registry
What it does:
 Enhances access to, and use of, detailed, 

longitudinal childhood cancer treatment and 
survivorship data matched to registry data

 Allows us to better understand the causes of 
cancer among children and AYAs and work to 
improve their outcomes and experiences

cancer.gov/CCDI #data4childhoodcancer

Map of 28 NCCR Registries
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Why is a national data sharing effort needed?
 Childhood cancer is rare 

(~16,000 new cases under age 20 
each year in the US)

 No single institution holds enough 
data or sees enough patients to 
conduct studies large enough to 
understand complex causes, risk 
factors, treatment complications, 
etc.

 Especially true for ultra rare 
cancers (< 2 cases per 1,000,000) 

 Patients travel for care

 Different names at institutions and over 
time

 Survivorship period can be long, and 
people may move over their entire life

 Identify subsequent malignant 
neoplasms and late effects of treatment 
or cancer

 Share information across central 
cancer registries and healthcare 
settings and de-duplicate at a national 
levelcancer.gov/CCDI #data4childhoodcancer
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Data from the Entire Cancer Journey and Across the Lifespan

9
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NCCR Data Products

cancer.gov/CCDI #data4childhoodcancer
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NCCR Data Products & Access Types

cancer.gov/CCDI #data4childhoodcancer

NCCR*Explorer NCCR Data in 
SEER*Stat

NCCR Data 
Platform

Open- 
Access Data

Registered-
Access Data

Registered-
Access and  
Controlled-
Access Data

Quick statistics on 
childhood and AYA 

prevalence and survival 
available to the public 

and researchers

Statistics (frequencies, rates, 
trends, age-adjustment, 

survival, etc.) to study the 
impact of cancer on children 
and AYAs with a Research 

Plus application

View descriptive statistics and 
analyze individual-level 
registry data linked to 

longitudinal treatment use 
and outcomes with a 

Research Plus application
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NCCR*Explorer

What it is:
 Interactive web application with incidence, 

survival, and prevalence cancer statistics
 All 28 registries, covers 75% of the US 

population, 1.8M+ reported cancers

 Children and AYAs ages 0-39 from 1995-
2021 represented 

What it does:
 Visualizes statistics in dynamic tables and 

plots based on user criteria 

 Sorts data by sex, race, ethnicity, age, 
and cancer type

cancer.gov/CCDI #data4childhoodcancer

nccrexplorer.ccdi.cancer.gov

datacatalog.ccdi.cancer.gov/dataset/CCDI-
NCCR%20Exp

Open- 
Access Data

https://nccrexplorer.ccdi.cancer.gov/application.html
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20Exp
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20Exp
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20Exp
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NCCR Data in SEER*Stat

What it is:
 Database in SEER*Stat with 21 NCCR 

registries
 59% of US population and more than 

1.4M+ reported cancer cases
 Children and AYAs ages 0-39 from 

1997-2021 represented 
What it does:
 Allows user-driven queries to develop 

frequency, rate, survival, and 
prevalence childhood cancer statistics 

cancer.gov/CCDI #data4childhoodcancer

seer.cancer.gov/data-
software/documentation/seerstat/nccr 

datacatalog.ccdi.cancer.gov/dataset/CCDI-
NCCR%20SEER*Stat 

Registered-
Access Data

https://seer.cancer.gov/data-software/documentation/seerstat/nccr/
https://seer.cancer.gov/data-software/documentation/seerstat/nccr/
https://seer.cancer.gov/data-software/documentation/seerstat/nccr/
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20SEER*Stat
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20SEER*Stat
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR%20SEER*Stat
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NCCR Data Platform

cancer.gov/CCDI #data4childhoodcancer
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NCCR Data Platform
What it is:

 Web application that holds childhood cancer data from 
population-based cancer registries and other data 
partners

 18 SEER core and 4 SEER RSR registries 
contributing data

 57% of US population; more than 1.5 million reported 
cancers among individuals aged 0-39 at diagnosis 
since 1995

 Data from registries, healthcare providers, and other 
sources are matched for same person and consolidated 
for analysis

What it does:
 Provides descriptive statistics for NCCR data linked to 

longitudinal treatment and outcome data 

 Makes deidentified data easy to easy to search, 
visualize, request, and analyze in a secure cloud system

cancer.gov/CCDI #data4childhoodcancer

nccrdataplatform.ccdi.cancer.gov/home 

Registered- and  
Controlled-Access Data  

datacatalog.ccdi.cancer.gov/dataset/CCDI-
NCCR_Data_Platform

https://nccrdataplatform.ccdi.cancer.gov/home
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR_Data_Platform
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR_Data_Platform
https://datacatalog.ccdi.cancer.gov/dataset/CCDI-NCCR_Data_Platform
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The Data Platform Enables Researchers to … 

 Browse registry and linked data collected 
by NCCR

 Create a cohort based on search criteria 
(e.g., cancer diagnosis, age at diagnosis)

 View aggregate statistics and counts
 Submit a data access request with IRB 

approval for custom, individual-level data
 Receive custom data sets after approval
 Analyze data and publish findings

cancer.gov/CCDI #data4childhoodcancer
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The Data Platform Enables NCI to …
 Share population-based registry and other 

linked data with authorized users in a 
secure environment

 Manage data access requests through 
the NCI Data Access Committee

 Support interoperable use of NCCR 
data with other data from the Childhood 
Cancer Data Initiative

 Support secondary data sharing to the 
research community to drive scientific 
progress that benefits children and 
adolescents and young adults (AYA) with 
cancer 

cancer.gov/CCDI #data4childhoodcancer
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Data shared through the NCCR Data Platform

cancer.gov/CCDI #data4childhoodcancer

1.5M+ reported 
cases for 1.4M+ 

persons

158,721 persons 
with 34.7M+ 

records

44,875 persons 
enrolled

 Registries approve linkage protocols as they 
happen

 Registries secure approval to share de-identified 
individual-level data derived from registry and 
linkages to the Data Platform

 Researchers have a streamlined approval and 
access process to explore, visualize, and request 
population-based cancer registry and real-world 
longitudinal data that describes a patient’s entire 
cancer journey

 The NCCR program makes it more efficient 
to conduct national-level linkages

 Researchers have one front door to request 
data to drive scientific progress that benefits 
children and adolescents and young adults 
(AYA) with cancer 

2K+ persons with 
8K+ records

1.5M+ reported 
cases

9 additional 
registries

20K+ persons from 
27 healthcare 

facilities
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Status of NCCR Data Platform Data Requests
Approved Data Requests

Secondary Cancers and Cardiovascular 
Disease among Survivors of Childhood, 
Adolescent, and Young Adult Leukemia and 
Lymphoma
Socio-Demographic Characteristics of Children 
and AYA Cancer Patients Enrolled and Not 
Enrolled in COG Clinical Trials Using the 
NCCR Data Platform (N=2)
Using Genetic, Epigenetic and 
Clinicopathologic Scoring, GIMPPS Score, to 
Predict Survival Risk in Pediatric Patients with 
Primary Central Nervous System Tumors
NCCR DP Data Quality data request (N=3)

Pending Data Requests
Incidence, Initial Management & Clinical 
Outcomes of Patients Presenting with 
Hyperleukocytosis and Hematologic 
Malignancy
Survival Disparities among Children Diagnosed 
with Neuroblastoma Enrolled and Not Enrolled 
in COG Clinical Trials Using the NCCR Data 
Platform
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But wait…there’s more!!

• dbGaP PHS#s
• Kids First
• TARGET
• GENIE

• Cancer registries
• Claims
• Area-based measures
• Clinical information 

systems
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https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support 

https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
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NCCR Data Analysis Support

cancer.gov/CCDI #data4childhoodcancer

Use cases on what kind of 
research is possible with 
NCCR data and links to 
cohort definitions to start a 
data request for that use case

Best practices to securing 
data

Import data correctly to 
statistical analysis software 
(R, SAS, etc.) using import 
scripts and data dictionaries 
in your download

How to identify diagnosis 
chronology for individuals 
with multiple tumor records

https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support 

https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
https://nccrdataplatform.ccdi.cancer.gov/data-analysis-support
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Methods to Protect Privacy and 
Confidentiality of Persons 

Represented in the Data

cancer.gov/CCDI #data4childhoodcancer
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Verify the Identity of the User and Manage Access to Specific 
Individual-Level data

cancer.gov/CCDI #data4childhoodcancer
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Authorization to Specific Data in the NCCR Data Platform

 Aggregate data and counts 
only

 Learn about available data 
(Data Browser)

 Define a cohort of interest and 
visualize descriptive statistics 
(Cohort Discovery)

cancer.gov/CCDI #data4childhoodcancer

Registered Tier Controlled Tier

 Access to custom, individual-
level data for analysis

 Access requires: 
 Analysis plan, data requested, 

etc. 

 IRB determination

 Review by NCI Data Access 
Committee
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Additional Protections on De-identified Data

No identifiers used in 
operational registry systems

No geography

Categorical fields, not exact 
values, for variables derived 
from small area estimates

No dates  # months from 
event to cancer diagnosis or 
year

Each data request has unique, 
random identifiers (identifiers 
for individuals cannot be 
merged with other data 
requests or resources)
Download now but transition 
to cloud-based analysis 
component to ensure 
additional controls, auditing, 
monitoring

Minimize risk of re-identifiability
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NCCR Data Platform is in a Secure Environment at NCI

 National Institute of Standards and Technology (NIST) Special 
Publication (SP) 800-53 and the NIST SP 800-37 Risk 
Management Framework
 Three-year Federal Information Security Management Act of 

2014 (FISMA) (P.L. 113-283) Authority to Operate (ATO) and 
undergoes continuous monitoring to ensure a secure and 
tolerable risk posture
 Exceeds most industry compliance frameworks, such as SOC2, 

ISO 27001, and even the NIST Cyber Security Framework



What should I do if I am interested in 
exploring childhood and AYA cancer data?

Apply for Research Plus access to registered and controlled data
https://seer.cancer.gov/data/access.html 

Request an eRA Commons account and name of your 
Sponsoring Official from your academic institution 
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm 

Link your Login.gov account and ORCID to the same email 
address used for eRA Commons
https://www.login.gov/create-an-account/  https://orcid.org/register 

Wait 2 days and login to the NCCR Data Platform! 
https://nccrdataplatform.ccdi.cancer.gov/home 

https://seer.cancer.gov/data/access.html
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.era.nih.gov/register-accounts/create-and-edit-an-account.htm
https://www.login.gov/create-an-account/
https://www.login.gov/create-an-account/
https://www.login.gov/create-an-account/
https://www.login.gov/create-an-account/
https://www.login.gov/create-an-account/
https://orcid.org/register
https://nccrdataplatform.ccdi.cancer.gov/home
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Do you want to stay informed?

 NAACCR Narrative
 https://narrative.naaccr.org/ 

 CCDI News
 https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/about
 https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
 https://ccdi.cancer.gov/publications
 ncichildhoodcancerdatainitiative@mail.nih.gov 
 October 6-7 https://events.cancer.gov/nci/ccdisymposium/registration 

 Keep your SEER Research Plus access updated each year to get news about Data 
Products from SEER and NCCR
 https://seer.cancer.gov/data/access.html 

https://narrative.naaccr.org/
https://narrative.naaccr.org/
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://www.cancer.gov/research/areas/childhood/childhood-cancer-data-initiative/events-webinars
https://ccdi.cancer.gov/publications
https://ccdi.cancer.gov/publications
mailto:ncichildhoodcancerdatainitiative@mail.nih.gov
mailto:ncichildhoodcancerdatainitiative@mail.nih.gov
https://events.cancer.gov/nci/ccdisymposium/registration
https://seer.cancer.gov/data/access.html
https://seer.cancer.gov/data/access.html
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What next?
 Increase the number of researchers 

using the data
 Share information about NCCR at 

your institutions!
 Drive new discoveries to improve 

the health and wellbeing of every 
child, adolescent, or young adult 
that develops cancer

 Continue to refresh the data and 
add new data helpful to the 
research community



cancer.gov                                   cancer.gov/espanol

Thank you!

NCIChildhoodCancerDataInitiative@mail.nih.gov
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