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Patient-reported levels of concern in the Childhood Cancer Survivor Study (CCSS).
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Background: Survivors of childhood cancer are at increased risk for adverse health outcomes.
However, it is unclear whether specific concerns expressed by survivors are consistent with actual
risks. Methods: We examined levels of concern in 9,196 adult survivors of childhood cancer (mean
age 27.1 years) and 3,106 adult siblings. Participants reported their level of concern relative to future
health, reproduction, cancer and insurance according to a five point scale. We compared survivors and
siblings for extreme concern levels, and referenced published relative risks (RR) from CCSS to
contrast concerns with actual risk of related events. We used Poisson regression to identify concern-
related factors. Results: The proportion of “Very concerned” survivors ranged from 16.4% for ability
to get health insurance to 30.1% for future health (Table). Survivors were more likely than siblings to
report being very concerned about future health, reproduction and insurance. The disparities in
concern between survivors and siblings for future health and cancer were less than the disparities in
actual risk for severe/life-threatening/fatal chronic conditions and subsequent neoplasms,
respectively. Radiation treatment was associated with survivors being “very concerned” about future
health (RR=1.2, 95% confidence interval (CI)=1.1-1.3) and developing a cancer (RR=1.3,
CI=1.2-1.4). Conclusions: Childhood cancer survivors were more likely to be very concerned about
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future health-related issues compared to siblings, but levels of concern were not always
commensurate with actual risk.

Actual Risk Very Concerned Not at All Concerned
Survivor Sibling Survivor Sibling

Concern RRY (%) (%) RR* 95%CI (%) (%) RR* 95% CI
Future Health 4.9 30.1 228 12 1.1-1.3 9.0 9.2 1.0 0.9-1.2
Ability to Have Children

Female 1.2 23.8 123 1.2 1.0-1.5 380 53.8 1.1 1.0-1.1

Male 1.8 19.5 81 1.6 1.2-2.1 374 62.1 0.9 0.8-1.0
Develop a Cancer 8.5 237 199 1.1 1.0-1.2 164 157 1.0 0.9-1.1
Ability to Get Health 1.2 16.4 64 2.1 1824 344 573 0.6 0.5-0.7

Insurance

T CCSS published RR vs. siblings (outcomes: chronic health conditions, having a child, subsequent
neoplasm, or being insured). * Adjusted for demographics, income, and current status for related

outcome.
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