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Bullet point summary

· Since the publication of Crick and Watson’s famous DNA paper 50 years ago scientists have learned to isolate individual genes, identify their functions and transfer them from one organism to another. However, we are still a long way from finding the human genes that make up the human genome. 

· The medical advances have been in the area of:

· diagnosis of hereditary disease

· improved chances of women giving birth to children free from debilitating genetic defects

· research on embryonic stem cells could lead to new treatment for patents with degenerative diseases of the heart, liver, kidneys and cerebral tissues

· It is questionable whether the free market will allow us to deal equitably with health; how can research and development not be market driven?  

· 90 percent of the world’s disease burden receives 10 percent of the Research and Development. More funds are needed for the study of neglected diseases. 

· Intellectual property is now well established in genetics with patenting of up to 50 000 genes or gene sequences in living organisms. 

· Is the patenting of genes contrary to morality or public interest? Patenting has brought benefits for the development of pharmaceuticals and biotech companies and also to the universities and research institutions that receive royalties.  However patenting may inhibit collaboration, at least before publication. 

· Insurers will say they should be free to use all the available information about possible genetic predispositions to diseases of clients. They say that insurance is not about the social good, and is not a social policy matter; how risk groups should be defined needs to be determined commercially. 

· Clinicians feel reluctance on behalf of clients to agree to tests (and scans) because of a potential insurance problems and they will often advise clients to insure before testing is done. 

· Reproductive cloning reduces the risk of serious disorders in babies, and help overcome infertility; it is not just a matter of producing ‘designer babies’. 

· Preimplantation genetic diagnosis is suitable for a small group of patients who are at risk of conceiving a pregnancy affected by a known genetic disorder. However from this technology more controversial uses have arisen, such as trying to save the life of a sibling, and sex selection for social reasons. 

· A range of genetic issues are thrown up by the need to obtain DNA from different members of a family for inherited conditions such as cancer: how is it possible to obtain consent for this from one family member if another wants their privacy protected?  Are there circumstances in which explicit consent might be waived? Whose duty is it to inform family members that they are at risk of certain diseases, the geneticists or someone from within the family? 

· Geneticists work with families, not with individuals. How can we get a balance between the good of individuals and the good of families?

· Every man and woman is a bioethicist and has the right to choose whether or not to have a child with a genetic disorder. However, are people choosing in terms of the best possible evidence and support? Obstetricians are often excessively negative about disability.  

· Over the next decade it is likely we will acquire a detailed understanding of the genetic factors that influence human longevity and health in old age. 

· The contribution of genes is that: 

· species have different life spans which must stem ultimately from the differences in their genomes

· mutations in model organisms have been described that affect longevity 

· there is a statistically significant heritability of life span in human populations

· Evolutionary theory makes clear that there are no genes for ageing. Rather, there are genes for longevity and these appear to govern the body’s capacity to fight off the gradual accumulation of damage to cells and molecules that underlies the ageing process. 

