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Pathology: the science behind the cure






Your Body Your Consent 

Background for the introductory ‘John and Jane’ Huntington’s discussion

The “Your Body Your Consent” session introduces students to some ethical issues which occur as a result of the use of human tissue for transplantation and research. After a short lecture students will engage in workshops where they discuss questions arising from the use of human tissue.

We have compiled an introduction to the complexity of the subject. The presentation includes a discussion based around a 17 year old couple where the girl is 10 weeks pregnant. As it develops the students learn that the grandfather of one of the couple has Huntingdon’s disease. The implications are that the boy in the 17 year old couple, his mother and the baby may also develop the disease when they are in middle age, thus the girl, who previously had not known, is faced with the dilemma of whether to test or not.

Understanding the problem requires a very basic understanding of Mendelian genetics, but is explained. The logic is that there are 3 generations who could be affected, (baby, baby’s father and baby’s grandmother). If any individual tests negative we know all their descendants are negative, but know nothing about the people in earlier generations, if any individual tests positive we know nothing about their descendants but we do know all the people they are descended from are positive also. 

Thus the dilemmas are:

· about gaining “privileged”  knowledge about the genetics of someone else

· who has the right to test (i.e. does the girl have the right to test the baby even if the father disagrees)

· who has the right to refuse a test 

· risk vs benefit, (testing the baby carries a significant risk of miscarriage, testing an adult is risk free)

· if the baby tests positive what does she do? Terminate or not? (she has “nothing to lose” as she will be old when the baby becomes ill) 

Further development outside of the biological field could involve discussions of honesty in a relationship. 

You may wish to allow students to discuss the ethical dilemmas this case presents in their individual groups and then return to this introductory example in the plenary session.  
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