Questions for Geneskin from the Geneskin Ethics Subgroup

The genodermatoses are known as a group of rare genetic skin disorders. The Geneskin network supports research in this field, especially genetic research. The following questions have been developed by the Ethics Subgroup of Geneskin for you – the patients – as we need your assistance if we are to help clarify the ethical and social issues that arise in this area.

Thank you for helping us. In this way, you are helping to ensure the success of the whole Geneskin enterprise.

Gene-based Diagnostics:

It has long been recognised that there is a marked “therapeutic lag” in genetics. While gene-based methods of diagnosis have progressed rapidly, there is a widening gap between this progress and the lack of new, gene-based therapies. This could lead to disenchantment with research as it appears to bring few benefits to those affected – and there is disagreement about whether, when or how to apply the new methods of diagnosis in predictive or prenatal diagnosis.

1 Is there a benefit from postnatal gene-based diagnostic testing for your families? If so, what benefits are there ?
2 Do you see social or ethical problems arising from such diagnostic tests ?What are these problems (e.g. genetic discrimination)?

3 What has been the effect of the availability of prenatal diagnosis for the families? Has this on balance been helpful? Or has it brought too many difficulties and problems for them?

4 For which diseases would you recommend prenatal diagnosis? Do you differentiate between severe and less severe forms of disease? How do you decide when a condition is sufficiently severe to justify a possible termination of pregnancy?

5 Do you experience ethical doubts, concerns or conflicts about prenatal diagnosis or the termination of pregnancy for genetic skin disorders among the families? If so, please explain or describe …

6 When they are considering prenatal diagnsis or a possible termination of pregnancy, are your families offered counselling ? (If so, by whom? – a genetic counsellor, a psychologist? a psychotherapist? A social worker?).

7 What position do other patients’ organizations hold concerning prenatal diagnosis and termination of pregnancy in your country?

8 Do you recommend preimplantation diagnosis (PGD) to your families in certain cases (if allowed)? Or do you help them access these services abroad (if this is not available or not permitted in your country)?

9 Do you / your families experience ethical doubts, concerns or conflicts in relation to PGD? If yes, what concerns do you have? What are the views of the other relevant patients’ organizations in your country?

General aspects:

10 What kinds of sufferings would you qualify as being ‘specific’ for patients with genodermatosis and their families? (e.g. problems of identity and personality related to the malformation of their skin, social problems related to instinctive repulsion and prejudice…)

11 How do people experience their skin and themselves ‘behind’ and ‘within’ it? (e.g. self-rejection, alienation towards the skin etc.)

12 Have you any other concerns about the ethical and social issues that arise in the context of genetic research into the genodermatoses? Have you any other comments to make that might help us to look at these issues in a constructive fashion ? Please do share your insights with us! 

And now: THANK YOU for reading this and responding to our questions. This will help us contribute effectively to the overall Geneskin project and workplan.
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