
Welcome to the quarterly newsletter for collaborators, colleagues, and supporters of the
Pediatric Cancer Data Commons (PCDC).

Here at the University of Chicago we are entering an academic year that looks unlike any we
have seen before. As our team continues to work remotely, we are finding new ways to
connect and work together (like our bowtie-themed virtual happy hour, pictured below). 

As Childhood Cancer Awareness Month draws to a close, we want to thank all of our
collaborators and supporters for the work you do every day to fight pediatric cancer and
improve outcomes for children everywhere. 

If you’re new to the PCDC, welcome! This newsletter’s purpose is to highlight opportunities
to get more involved, make it easier to learn from each other as we work toward common
goals, and facilitate cross-disease research collaborations. Past newsletters are archived on
our website. Please don’t hesitate to reach out with your suggestions and requests.

In this email….

Announcements: news from PCDC HQ

Disease Group Milestones: what researchers around the world have been up to

CCDH Update: our progress on a national cancer research effort

Keep in touch with us!

Twitter ResearchGate Our Website

 Announcements

PCDC incorporating two new pediatric cancers

We are excited to be officially incorporating two new pediatric cancer disease groups into

the PCDC Consortium, bringing our current total to nine. Our team is working with leading

researchers specializing in CNS embryonal tumors and diffuse intrinsic pontine glioma to

integrate these disease groups into the PCDC ecosystem this academic year.

Survey for cancer patients and families

Our team is conducting a survey of patients and survivors of pediatric cancer and their

guardians and family members to learn more about these groups’ knowledge of and interest

in several topics related to clinical data and big data research. The survey is currently open

and we are seeking additional participation from pediatric cancer patients and survivors

(age 18+) in particular. Please feel free to share with your network! Learn more about the

study and access the survey here.

New talk from Sam: “Transforming the Way Researchers Share Data”

Our director Sam Volchenboum presented a talk for the Alex’s Lemonade Stand Foundation

Virtual Childhood Cancer Lecture Series about the reasons behind our work and how it fits

into the larger cancer data landscape. Watch the talk on YouTube here.

New additions to the PCDC team

The team at PCDC HQ continues to grow! This quarter, we welcomed Sam Kaskovich and

Ebru Ermis. Sam is a medical student at Pritzker School of Medicine who is taking a gap year

to work with us as a Clinical Data Standards Analyst and earn a Master’s in Biomedical

Informatics. Ebru is a University of Chicago undergraduate who joined us over the summer

as an intern and is continuing her work into the academic year.

We’re hiring!

We’re currently looking to fill the following roles at the PCDC’s University of Chicago office.

Please share these job postings with your network!

Semantic Engineer

Full Stack Developer

PCDC momentum continues to grow

We are grateful for these recent sources of support, which make it possible for us to

continue expanding our work and integrating with the national and international cancer data

ecosystem:

A gift from Team Bright Side has provided funding for the next three years of our work

on acute lymphoblastic leukemia. 

St. Baldrick’s Foundation announced their continued support of our work in their July

2020 grants announcement.

We were awarded a contract from the National Cancer Institute and US Department

of the Interior to further develop the PCDC common data model and integrate it into

the national Cancer Research Data Commons.

We are working with the Leukemia & Lymphoma Society to create the infrastructure

for the PedAL Initiative. 

Get involved with the PCDC

Register an account on the INRG Data Commons

Register an account on the INSTRuCT Data Commons

Read about the latest research using INRG data

Follow us on ResearchGate

Disease Group Milestones

The PCDC Consortium is currently composed of nine individual disease groups, each in its
own stage of development. Stay informed about the accomplishments of each disease group
and see what your colleagues across the globe are working on!

Data commons progress as of September 2020. Learn more about these milestones here.

ALL

A US-based version of the data dictionary has been drafted using COG clinical trials.

The team will be reaching out to additional collaborators soon.

AML (INTERACT)

The first AML Executive Committee meeting was held in September 2020 with

representatives from North American, European, and Japanese cooperative groups.

The committee is working to finalize and sign a Memorandum of Understanding to

create this consortium, named INTERACT. 

Bone Tumors (HIBiSCus)

An international meeting was held in September to make progress on a Memorandum

of Understanding to create a joint consortium for Ewing sarcoma and osteosarcoma,

named HiBiSCus.

International osteosarcoma data dictionary meetings have begun and are moving

forward successfully.

CNS Embryonal Tumors

The first data dictionary meeting was held in September.

DIPG

The PCDC and IDIPGR teams continue to develop a DIPG data dictionary.

At the SIOPE and International DIPG/DMG Registry Coordination Meeting, Suzi Birz

and Doug Hawkins presented a talk titled “Other Registries as a Model: Decoding the

Data Commons Initiative and Trends.”

Germ Cell Tumors (MaGIC)

MaGIC collaborators continue to work toward signing an updated Memorandum of

Understanding and data contributor agreements.

A new publication was accepted to Cancer. 

Hodgkin Lymphoma (NODAL)

A Memorandum of Understanding is under review to create this consortium, named

NODAL.

The first version of the HL data dictionary has been completed.

Neuroblastoma (INRG)

Data were added to the commons, increasing the number of patients to 21,813.

The Executive Committee met to discuss progress of subcommittees and research

efforts.

Soft Tissue Sarcoma (INSTRuCT)

An introduction to INSTRuCT was published in Pediatric Blood & Cancer.

The Executive Committee and work groups continue to meet regularly and make

progress toward their data and research goals.

CCDH Update

The National Cancer Institute has launched its website for the Cancer Research Data
Commons (CRDC) project, including a page for the Center for Cancer Data Harmonization
(CCDH).

The PCDC team co-leads two CCDH workstreams:

Community Development Workstream: This group launched a quarterly newsletter to keep
CCDH collaborators up to date on progress. Work on the CCDH web portal, which will
provide important information, resources, and tutorials for nodes, continues.

Data Model Harmonization Workstream: This team continues to develop the CRDC
Conceptual Data Model into an implementable model, and has begun collaborative meetings
with the Cancer Data Aggregator team to ensure work is integrated across CRDC projects.
They also conduct biweekly office hours focusing on questions and topics submitted by
community members.

Thanks for reading!

We'll be back with another newsletter next quarter. In the meantime, let us know your
questions and feedback. We look forward to working together to transform pediatric cancer
research!

—The UChicago PCDC Team

We are grateful to our sponsors and donors for making our work possible.
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