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Genetic testing for hereditary colorectal cancer in children: Long-term
psychol ogi cal effects.
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Children who carry a gene nutation for famlial adenomatous polyposis are
virtually certain to develop colorectal cancer wi thout annual endoscopic
screening and a col ectony when pol yps appear. Predictive genetic testing can
identify children who need regular surveillance. Wile the nedical benefits of
genetic testing are clear, the psychol ogical effects have not been well studied.
We eval uated the |l ong-term psychol ogical effects of genetic testing in 48
children and their parents. In each fanmly, one parent was a known APC gene

mut ation carrier. Before genetic testing, and three tinmes afterward,
participants conpl eted nmeasures of psychol ogi cal functioning, which, for
children, included depression and anxi ety synptons, and behavi or probl ens and
conpetencies. Parents conpleted a nmeasure of depression synptons. Data were
collected at 3-, 12-, and 23-55 nonths after disclosure. Twenty-two children
tested positive; 26 children tested negative. Mean length of foll owup was 38
mont hs. There were no clinically significant changes in nean psychol ogi cal test
scores in children or parents, regardless of the children's test results or the
sex of the affected parent. However, the group of children who tested positive
and had a nutation-positive sibling showed significant, but subclinical

i ncreases in depression synptonms. Furthernore, several individua

nmut ati on-negative children with a positive sibling had clinical elevations in
anxi ety synptons at one or nore foll ow up. Behavior problens declined for al
groups, and behavi or conpetence scores renmi ned unchanged. We concl ude that nopst
children do not suffer clinically significant psychol ogical distress after
testing. However, because sone children showed clinically significant anxiety
synmpt oms, | ong-term psychol ogi cal support should be available to those famlies
with both nutation-positive and nutation-negative children, and with nultiple
mut ati on-positive children. Qur findings should call for a nultidisciplinary
approach to genetic testing for children. Copyright 2002 W/ ey-Liss, Inc.
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