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information by family members and other third parties. What are the implications of
this knowledge for individuals and their families? And for society more widely? How
should this new information be used? How do people deal with the apparent choices
that new knowledge and technologies offer? Drawing on extensive ethnographic
research with families affected by Huntington’s Disease and using perspectives from
medical and cultural anthropology, the author explores the huge disparity between the
experience of living with the results of genetic testing and the knowledge and expertise
which are drawn on to develop policy and clinical services.
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