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PROVOCATIVE QUESTIONS

CCDI records In aggregate would provide sufficient sample sizes
to Investigate questions among race, ethnicity, socioeconomic
status, age, rural vs. urban, and distance to treatment subgroups.
In particular, questions could be answered including:

OVERVIEW

The Huntsman Cancer Institute (HCI) iIs home to unique data
Infrastructure that can provide new information to the National
Childhood Cancer Registry. Our CCDI aims include:

DATA RESOURCES

» HCI expects to reuse data elements from the caDSR
(cancer Data Standards Registry and Repository) and
harmonize data to standards such as HL7 FHIR and V3 for
provenance as well as family history and other pedigree-

 AIm 1: Integrate data on 4,504 pediatric cancer patients from related data.

HCI through incorporating robust treatment data, longitudinal
data on residential history, healthcare utilization, outcomes, and
survivorship, information on social determinants of health and
family history of cancer, and genomic data.

» Can we identify patients at greatest risk for treatment toxicities
and long-term health effects of cancer treatment? How to these

_ o  The UPDB and HCI use industry standard databases and
vary by demographic and clinical factors?

extract, transform, and load (ETL) tools to manage and
* What environmental exposures could affect morbidity and prepare data.

mortality? * Best practices for data validation and preparation from other

research data networks include All of Us Research Program
and the NCATS Accrual to Clinical Trials Network.

» We will also employ locally developed software (Research
Subject Registry) for capturing and managing germline test

 Aim 2: Perform data quality review and refine a data packaging
and transfer process that will ensure the timely provision of high
guality pediatric cancer data from HCI to the NCCR.

DATA SOURCES

» What factors lead to delays in diagnosis?
* What are the determinants of clinical trial participation?

e PATIENT POPULATION
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3) HCI is home to the Utah Population Database (UPDB), which
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