
PEDIATRIC, ADOLESCENT, & YOUNG ADULT 
RARE CANCER STUDY

CHILDHOOD CANCER
DATA INITIATIVE

Data collected will also go into a database that all researchers can use to better understand 
how or why very rare childhood cancers develop and how they behave over time, so that 
they can find effective ways to treat people with these cancers. Personal information will be 
removed from the data.

The CCDI Pediatric, Adolescent, and Young Adult Rare Cancer Study is a 
longitudinal, observational study that will collect different types of 

health and genomic data from people with very rare childhood cancers. 

HELP ADVANCE RARE
CHILDHOOD CANCER RESEARCH

There will be no experimental 
treatments or in-person 
appointments—just surveys, and data 
and sample collection. Compensation 
for participating will be provided.

Specific cancer treatment is not part 
of this study.  Any treatment you or 
your child are receiving will continue 
as prescribed by your provider at the 
institution where you are being 
treated.

INTERESTED IN JOINING?
Contact us: 
NCICCDIRCI@mail.nih.gov

Principal Investigator:
Mary Frances Wedekind Malone, D.O.

Visit for more information:
cancer.gov/ccdi-rare-cancer

Be a child, teen, or young 
adult (age 39 or younger)

Have been diagnosed 
with a rare solid tumor 

Have been diagnosed
less than one year ago

Be willing to provide 
tumor and saliva or cheek 
swab samples for testing

WHO CAN JOIN?
ANYONE INTERESTED MUST:

Protocol 002496 | NCT07489378 | Version 09.19.25 | Date 05.12.26




