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Human Genetics Commission

Minutes of the Working Group on Genetics and Reproductive Decision Making

6 April 2005
Present:

Members

Professor Martin Richards (Chair)
Professor Brenda Almond

Professor Angus Clarke

Dr Heather Draper 



Dr Frances Flinter
Dr Christine Patch 
Professor Veronica van Heyningen
Mr Alistair Kent
Secretariat
Mrs Gwen Nightingale









1. 

· 
· 
· 
· 
· 
· 
· 
· 
2. Chair’s Introduction and Apologies
1.1 The Chair welcomed Members to the 9th meeting of the Working Group on Genetics and Reproductive Decision Making. He gave apologies for Dr Susan Johnson, Mr Michael Harrison, Dr Peter Mills, Dr Bill Albert, Dr Iona Heath, Mr Peter Sayers, Prof. John Harris and Ms Suzi Leather.
1.2 The Chair reminded Members that attributable minutes of the meeting will be published on HGC’s website and asked members to tell the Secretariat of any recent changes affecting the Register of Members’ Interests and to declare any interests if necessary. 
3. Minutes and actions arising from last meeting
2.1 Minutes of the last meeting were accepted subject to some minor amendments. Dr Draper suggested that members emailed the Secretariat with changes in advance of the subsequent meeting.  Dr Flinter noted that she found the longer minutes from the previous meeting helpful, as although unable to attend, she got a good idea of the issues that were discussed.   
Action: Secretariat to finalise minutes and put on HGC’s website
2.2 Dr Flinter explained to members how the Clinical Negligence Scheme for Trusts (CNST) worked.  Several members enquired whether the figures given in the table were given in thousands or not.  Professor Almond asked whether there was any more up to date information covering some of the more recent high profile cases.  
Action: Secretariat to clarify figures and ensure that there are not any more up to date statistics.
2.3 The Chair highlighted that the Science and Technology Committee had published their report into Human Reproductive Technologies and the Law.  It was agreed that the Secretariat should circulate the document to members and that they should read it in advance of the next meeting to enable it to inform the discussion.  
Action: Secretariat to circulate a copy of the Science and Technology Committee report to working group members.  Members to read the report in advance of the next meeting.
2.4 The Chair commented that he had received Dr Olga van der Akker’s report and was considering how this should be used.  
4. Discussion on draft outline of document
3.1 The Chair began by thanking members for putting together draft chapters for the report.  He asked members for general comments before considering each chapter in detail. Dr Patch requested that when each chapter was more developed, they referred back to the agreed principles.  There was a discussion about the amount of focus that was being given to particular technologies.  Dr Flinter said that the document should point out that some technologies were used in limited circumstances (eg PGD) in contrast to screening which is offered to all pregnant women.  There was a discussion about whether it would be appropriate to include information on neonatal screening in the document, as it may identify carriers and influence future reproductive decisions, or indeed whether all genetic screening should be discussed.  The Chair suggested that the mechanisms or institutions that provided these tests should not be discussed, but that some discussion was needed on these topics.  Dr Draper suggested that these issues could be built into the principles work.  
3.2 Mr Kent said that there were two types of institutional decisions that are made: i) regulatory decisions and ii) decisions by the family.  He requested that the document made these links.  The Chair requested that the general/introductory chapter contained details on the various bodies involved in making decisions about the relevant services offered (i.e. UK National Screening Committee, Department of Health, Parliament, HFEA etc) and that these should be described in the introductory part of the report. There could also be a brief section towards the end of the report in which the group might make some comments and recommendations about the relationship between these bodies.  He also suggested that the chapter include the brief history of contraception.  Mr Kent asked that non-statutory bodies that influenced decision making were also included, for example groups like Comment on Reproductive Ethics (CORE), religious institutions and the disability movement.  Dr Draper suggested that this chapter also included reference to the fact that more attention has been given to rarer cases in the document.  She also said that the document should have a clear statement that all children are welcome regardless of their genetic make-up.  
3.3 The Chair said that the inconsistencies within the legal framework (donors cannot be anonymous and all men are liable to financially support offspring vs. Mother’s right to not register the father on the birth certificate) also needed to be included in the general/introductory chapter.  
3.4 The discussion then focussed on each of the draft chapters.
Principles

3.5 The Chair highlighted that it was important that key absent members had the opportunity to contribute to the principles section before the draft document was taken to the plenary meeting.  There was a discussion about choosing an accurate, but easy to understand term for each of the principles.  At this stage no weight has been given to any of the principles.  It was agreed that the first principle could be The Freedom of Reproductive Choice.  
3.6 The group agreed that the second principle could be The Interests of the Child Who May be Born.  Professor Almond said it was necessary to consider the right or freedom to choose of those who are going to be born, as it is possible to pre-empt choices that the child might otherwise have made.
3.7 The group agreed that the third principle could be Genetic Solidarity and Social Responsibility.  The Chair requested that the concept of intergenerational justice (thinking of the impact of carrying/not carrying a genetic disease for future generations) was covered in this principle.  The Chair said that some reference should be made to eugenics here because thought was given to genetic future (in their specific terms) when this has been carried out.  
3.8 The group agreed that the fourth principle could be Confidentiality.
Screening and Diagnosis
3.9 Dr Patch asked that the introduction to this chapter made it clear that it was not within the scope of the report to revisit the Abortion Act.  Professor Almond said that the chapter should highlight wrongful life cases that have happened elsewhere in Europe.  Dr Draper suggested that the argument that some present that it is socially irresponsible to have a child with particular conditions could also be discussed, alongside the principle of freedom of choice to have the test and then be able to decide whether to terminate or continue.  The Chair suggested including details on the timing of screening and termination and published figures on public support for screening and termination.  There was a discussion about disclosure of information and what would happen when unanticipated information was discovered (eg in an ultrasound or consequentlial paternity results).  

3.10 Dr Patch said that it was good practice to explain at the point of testing the possibility that paternity may be revealed and other details may emerge.  The Chair suggested that information on the good practice that exists in these situations is covered in the text together with the balance of the pros and cons of telling someone the outcome in genetic counselling.  Dr Patch also highlighted that there is a view than information of uncertain signficance can cause harm in low risk populations.  
PGD
3.11 It was agreed that the principles needed to embedded into the current text.  Dr Flinter suggested that details should be included on how the cost of PGD is not that high when you look at alternative costs such as repeated pregnancy, screening and subsequent abortion.  The Chair asked that the chapter highlight that some of the fears about PGD are ill founded, for example it will not be possible to select for high intelligence or beauty because of the polygenetic nature of these traits.  Dr Patch asked that information be added on the number of embryos needed for this kind of treatment.  
3.12 It was agreed that the document should make reference to sex selection.  Professor Clarke said that he was not comfortable with using the term ‘family balancing’ and the Chair suggested using ‘social sex selection’ instead.  Dr Flinter suggested that this section should talk about alternatives before prenatal diagnosis, for example a β-Thallasemia match with an earlier child.  Professor Almond said that there was a distinct difference between finding a match and creating a match.  She felt that the pubic were not aware that in cases of ‘saviour siblings’, where cord blood was not successful, the saviour child may undergo invasive procedures such as bone marrow transplants.  Professor Clarke suggested including information about carrier testing in this chapter, although the Chair said that it was important that the document did not get into too much technical detail.  
3.13 Professor Clarke said that the document should consider the issue of male infertility and how techniques could be ensuring that this trait is not handed down to future generations.
ART
3.14 The Chair requested that this chapter contain figures on the prevalence and cost of these treatments and that it contain reference to the impact of sperm donation on these treatments.  Dr Almond said that there was a need to highlight the preference for ICSI treatment and asked that some comment be made on the discussion that is happening elsewhere on the payment for donating gametes.  Dr Draper said that the ethics of the right for the child to be born and reproductive choice needed to be brought out in this chapter.  

3.15 The Chair said that we have a social responsibility to follow up ART children and that this point should be included in the chapter.  Dr Draper suggested looking up at different models such as Biobank and the cancer network to inform how this could be done.  

Futures
3.16 The Chair requested that this chapter contained information about ways that may in the future allow couples who currently can’t have children to do so with their own gametes (eg. chimeras).  Professor van Heyningen said that she would consult the Horizon Scanning monitoring group and Dr Peter Mills about this chapter.  Dr Draper asked that the chapter included details on the future of gamete donation and the effect that a low supply might have on these technologies.  The Chair suggested talking about how technology and techniques have developed.  
Action: Chapter leads (and Professor Clarke) to take on board comments and provide a revised chapter to the Secretariat by 29 April 2005 
5. Any other business and future meetings
4.1 The next meeting of the Working Group will be held between 10.30 and 16.00 on 4 May 2005.
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