
Welcome to the quarterly newsletter for collaborators, colleagues, and supporters of the
Pediatric Cancer Data Commons (PCDC).
 
As we wrap up a fiscal year during which we expanded our data commons work from four
disease areas to eight and began establishing a unified PCDC Consortium, we are especially
grateful to our sponsors and donors. The PCDC’s progress is driven by the generosity of our
supporters—foundations, government organizations, and families committed to fighting
childhood cancer. Thank you for your ongoing investment in this important work. We
couldn’t do it without you!
 
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 here.
 
Your work makes the PCDC possible! Please don’t hesitate to reach out with your
suggestions and requests.

In this email….

Announcements: news from PCDC HQ

Let’s Meet Up (Virtually): ways to get involved

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 awarded funding to include osteosarcoma

Rally Foundation for Childhood Cancer Research has awarded the PCDC funding for the

next year to begin development of an osteosarcoma consortium and data commons.

Stakeholders have been engaged and we are in the process of creating the consortium

Memorandum of Understanding. We are grateful for Rally’s support in accelerating our

work and broadening our impact.

Sam Volchenboum with Dean Crowe, Rally Founder & CEO, and Dan Bastian, osteosarcoma survivor

Publication on FAIR data sharing from Maura Kush

PCDC Clinical Data Standards Analyst Maura Kush is a coauthor on a recently published

paper in the Journal of Biomedical Informatics discussing obstacles to and recommendations

for the use of common data elements and FAIR (Findable, Accessible, Interoperable,

Reusable) principles when sharing data. Read the abstract here.

 

Sam Volchenboum named 2021 AMIA Scientific Program Committee Chair

PCDC Director Sam Volchenboum heads the 2021 AMIA Scientific Program Committee

Leadership Team as Chair. This team will lead the AMIA 2021 Informatics Summit in Boston

on March 22-25, where stakeholders from a variety of fields will gather to discuss what we

can learn from the COVID-19 pandemic about the intelligent deployment of healthcare

informatics.

 

Team updates at PCDC HQ

As our work grows to include more disease areas and projects, the PCDC’s team at the

University of Chicago is growing with it. This quarter we welcomed Bobae Kang (Front End

Developer), Sarah Paracha (Clinical Data Standards Analyst), Tom O’Hara (Full Stack

Developer), and Shazia Sathar (Technical Project Manager). We are also joined this summer

by two UChicago undergraduates, Ebru Ermis and Anthony James, who are working with us

through the Jeff Metcalf Internship Program. We said farewell this summer to Nicole

Dussault, who took a year off from Pritzker School of Medicine to work with us and is now

returning to finish her MD.

 

We’re hiring!

We’re currently looking to add a Full Stack Developer to the University of Chicago PCDC

team. Please share the job posting with your network!

Meeting Highlight: PCDC All-Commons Webinar, June 3

This spring the PCDC held our first public webinar to share our progress and vision with all

interested stakeholders. We were joined by 137 participants, representing fifteen countries

on five continents! If you missed the webinar, check out the video recording, slide deck, and

Q&A summary.

Let’s Meet Up (Virtually)
 

We’re currently in the process of filling out our fall workshop calendar with virtual meetings.

We expect these meetings to be scheduled by the end of August. We look forward to

connecting with you!

 

Other ways to get involved with the PCDC online:

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 eight 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 June 2020

ALL

An initial US-based version of the data dictionary has been drafted. Discussions are

underway to incorporate international stakeholders.

AML

Representatives from cooperative groups met and discussed a draft Memorandum of

Understanding to form an AML consortium uniting data from North America, Europe,

and Japan. 

Statisticians from BFM and COG have reviewed the data dictionary.

Ewing Sarcoma

The initial version of the data dictionary with US stakeholders has been drafted. We

will begin reaching out to international EWS collaborators soon.

The PCDC team is working with COG statisticians to harmonize data to be ingested.

Germ Cell Tumors (MaGIC)

MaGIC has launched its new website at magicconsortium.com.

Eight data contributor groups are now engaged, with four having signed the

Memorandum of Understanding and two having completed data contributor

agreements to date.

Hodgkin Lymphoma

At an online meeting in May, HL researchers met to discuss an international

consortium for an HL data commons. 

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

Neuroblastoma (INRG)

The INRG Genomics Committee and the PCDC data standards team are working on

updating the genomics data elements in INRG.

A project has been approved to use INRG clinical data elements linked with genomic

data from the Gabriella Miller Kids First Pediatric Research Program.

Osteosarcoma

International and US collaborators will begin meeting in July to work on an

osteosarcoma data dictionary.

Soft Tissue Sarcoma (INSTRuCT)

INSTRuCT held an online meeting in June at which all work groups presented

progress on initiatives and manuscripts and there was a robust discussion on risk

stratification.

The data dictionaries continue to be enhanced. RMS v2.0 and NRSTS v1.0 were

adopted by the INSTRuCT Executive Committee.

Other Groups

Diffuse intrinsic pontine glioma (DIPG): Meetings are continuing with the IDIPGR

team to facilitate interoperability between IDIPGR and PCDC.

CNS embryonal tumors: Stakeholders have been identified and data dictionary work

will begin soon.

CCDH Update

The PCDC team co-leads two Center for Cancer Data Harmonization (CCDH) workstreams:

 

Community Development Workstream: Work on the CCDH web portal, which will provide

important information, resources, and tutorials for nodes, continues. The PCDC team is

developing a communications plan to keep stakeholders engaged and informed, beginning

with a quarterly newsletter.

 

Data Model Harmonization Workstream: This group is working to define a shared data

model across the CRDC nodes, leveraging terminological and modeling standards where

possible. The initial phase of this work was completed in May 2020 in the form of a

prototype called the CRDC Conceptual Domain Model (CDM). This prototype offers a more

normalized and standards-aligned representation of the content that has been collected

from the CCDH community.

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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