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NCI Childhood Cancer Data Initiative (CCDI) Led Pediatric, Adoles-
cent, and Young Adult Rare Cancer Registry for Very Rare Solid 
Tumors
NCT07489378

Status RECRUITING
Sponsor National Cancer Institute (NCI)
Enrollment 4,000 participants

Key Eligibility Criteria

Inclusion (4)

• History of newly diagnosed (within 1 year of diagnosis) very rare solid tumor (defined as an estimated 2 incident cases per million 
per year).

• Age \>= 1 month and \<= 39 years at the time of diagnosis.

• Participants must have established care with a local treating physician.

• Ability of the participant, parent/guardian, or Legally Authorized Representative (LAR) to understand and the willingness to sign 
a written informed consent document.

Exclusion (9)

• Diagnosis of any of the following at any time:

• Ewing Sarcoma

• Osteosarcoma

• Rhabdomyosarcoma

• Diffuse midline glioma (H3K27 altered)

... and 4 more (see full listing online)

Locations (1 total)

National Institutes of Health Clinical Center, Bethesda, Maryland, United States

https://clinicaltrials.gov/study/NCT07489378
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