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1. Presentations of outlines:

People, Science & Policy, ‘Analysis of the results of the public consultation’

Olga van der Akker, ‘Public attitudes to genetics and reproductive decision making’
2. Chair’s Introduction and Apologies
3. Minutes and actions arising from last meeting
4. Discussion on draft outline of document
5. Any other business and future meetings
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6. Presentations of outlines
1.1 The Chair introduced Dr Lindsey and Ms Waller from People, Science & Policy (PSP). They are leading on the qualitative survey of the responses to HGC’s Choosing the Future. Dr Lindsey informed Members that they had taken a random sample of consultation responses in order to produce a coding frame for analysing responses. They are using a grounded theory approach where all responses will be treated as equal. Key themes of responses will then be brought together into a landscape of the types of arguments people raised. She emphasised that the responses will not be treated quantitatively.
1.2 Following the presentation, Members were then given the opportunity to comment on the coding framework. Mr Sayers asked if all the respondents had answered each question and whether or not all responses would be read. Dr Lindsey reported that not all respondents had answered all question and that all the responses will be taken into account in analysing the responses. Prof. Clarke then asked if PSP were going to identify specific groups and individuals. Mr Sayers felt that it would be good practice, if identifying organisations, if individuals were also identified. Dr Draper suggested that it would be useful for PSP to identify any tensions in people’s responses to the consultation. 
Action: Secretariat to recirculate web address and password for consultation responses.
1.3 The Chair then introduced Dr van der Akker who is conducting a piece of work for HGC on public attitudes to genetics and reproductive choice. Dr van der Akker  ran through a number of issues she was going to include in the report including: selection of databases and material; definition of terms and pertinent issues; attitudes  to genetic information; attitudes to screening and diagnosis in pregnancy / neonatal screening; attitudes to termination of pregnancy for fetal abnormality; attitudes to Preimplantation genetic diagnosis; the provision of relevant genetic services;  and ethical dilemma’s towards PGD for tissue typing, sex selection and designer babies the future without people with disabilities. 

1.4 Dr van der Akker asked if Members had any other issues they wanted included. The Chair responded by saying that there would be particular relevance in looking at public attitudes in Europe, rather than providing a focus on North America, Australia, New Zealand and so on. Dr Albert asked if it were possible to build in a timeframe to the work in order to identify how public attitudes might have shifted over time. Dr van der Akker said that these differences over time would be pointed out where relevant.  The Chair pointed out that it would be useful for Dr van der Akker to come back to the Secretariat and Chair at an interim point in writing the report. 
7. 

· 
· 
· 
· 
· 
· 
· 
· 
8. Chair’s Introduction and Apologies
2.1 The Chair welcomed Members to the 8th meeting of the Working Group on Genetics and Reproductive Decision Making. He gave apologies for Dr Frances Flinter and Ms Suzi Leather.
2.2 The Chair reminded Members that attributable minutes of the meeting will be published on HGC’s website; to tell the Secretariat of any recent changes affecting the Register of Members’ Interests; and to declare any interests if necessary. 
9. Minutes and actions arising from last meeting
3.1 Minutes of the last meeting were accepted subject to some minor amendments. 
Action: Secretariat to finalise minutes and put on HGC’s website
10. Discussion on draft outline of document
4.1 The Chair began discussion of the draft outline by suggesting how work was to proceed up to the next meeting. He suggested the small groups work on the outline and that groups could come back with a clear summary for that meeting. Following this, draft outlines could be further developed to take into account the consultation responses as well as the work on public attitudes. 
4.2 It was agreed that the following people would be members of the groups:

1. Intro
2. Principles: Heather Draper (lead), Bill Albert, John Harris, Angus Clarke, Brenda Almond, Peter Sayers
3. Screening: Susan Johnson (lead), Christine Patch, Angus Clarke, Heather Draper, Michael Harrison

4. PGD: Frances Flinter(lead), Alastair Kent, Bill Albert, Martin Richards
5. ART (not PGD): Martin Richards (lead), Brenda Almond, Pete Mills
6.  Futures: Veronica van Heyningen (lead) + horizon scanning group, Alastair Kent, Michael Harrison
4.3 Mr Harrison raised the point that it was important to consider the legal implications of the use of artificial reproductive technologies. Dr Albert suggested that the technical details in the document need to be minimised. The Chair agreed saying that the focus must remain on the social rather than the technical. Dr Draper suggested that to ensure this was the case, it was important to add a philosopher to each of the groups.  Dr Albert raised the point that this presupposes that all philosophers have the same viewpoint. Dr Draper suggested that the philosophers would have the opportunity to express any strongly held views in the principles chapter, and should be prepared to facilitate balanced discussion in the remaining chapters.
Action: Each group to work on an outline and send this to the Secretariat by 30 March.
4.4 The Chair suggested that Inside Information provided a good model. He also suggested that at this point, groups should just provide some bullet points. It was also important to take into account outside events and reports. The Chair went on to suggest that the largest group would be screening, and that this would dominate in the document. Prof. van Heyningen raised the question of how much the group should write about choice including issues such as whether or not couples should be helped to have children, and that it was important to take into account the genetics of ageing and the implications of this for reproduction. Dr Albert said that in the media, everyone is riveted by saviour siblings and the important thing to consider was why this was the case.
Action: Secretariat to email Dr Draper future plenary meeting dates

Action: Secretariat to circulate possible dates for meetings for September and October 2005.

4.5 The group then began a discussion of the principles chapter. Dr Draper began by saying that all the way through the work of the group, there has been a tension between consideration of the welfare of the child and what this means, and reproductive choice and autonomy. The issue is whether or not to adopt one or the other or reconcile the two. The Chair agreed but suggested that if you go for either, there will be problems. This means both have to be considered. Prof. Almond said that it is not simply about welfare versus rights, but there’s also an issue of rights of the child. Mr Harrison said that prior to birth, the fetus has no rights. Prof. Almond suggested the issue be considered more broadly to include the right of the child to have knowledge about themselves. She suggested that once a child is born, it can have rights which were breached prior to its birth. Mr Harrison said that a child does not have putative rights for what happened prior to its birth.
4.6 Prof. van Heyningen referred to one of the Annexes which included a paper from Heather Draper and Tom Sorell. She said that in this paper it was suggested that a decision would be stronger if one also takes into account the opposing view and that this was important to point out. Dr Albert said there were irresolvable arguments in this area but the role of the document was to lay the arguments out and separate out the tensions about what choice means and that this could be set out in the principles chapter.  Prof. Almond suggested that some of the points in Inside Information are quite specific and this should be taken as a starting point. Dr Albert asked the question of what is meant by principles. Dr Draper suggested that the group could build on the principles in Inside Information. Prof. Almond suggested it was also important to take into account equal rights and dignity and that the group had to take international conventions as a basis for discussion. Other issues suggested include confidentiality and genetic connectedness. Prof. Almond suggested that, since the new legislation would not apply to existing children born by assisted reproduction, the group might wish to support the idea of informal networks for donors and children wishing to make contact with each other on a voluntary basis.
4.7 The Chair suggested that in relation to genetic connectedness, people do care about having children they’re genetically related to. Dr Draper suggested that this was another tension with the welfare of the future child. Dr Heath suggested one way around this might be the idea that principles can be weighted. Prof. van Heyningen raised the point that if advising government about what they should be thinking about, a key issue was of demographic change. A number of other issues were raised including the distinction between having or not having children and/or which child to have in the case of embryo screening, issues around information provided prior to an ultrasound test, issues around confidentiality and whether or not children could be followed up for research purposes, the right not to know, and what constitutes informed consent. The Chair agreed that one area the group might want to say something about is follow up of children who are the result of ART. Dr Draper summarised the discussion and suggested the principles chapter should include reproductive rights, rights of the future child, social responsibility, and confidentiality. Dr Albert said that account needs to be taken of the fact that reproductive choices are not taken in a vacuum.
4.8 The issue was then raised as to whether or not the group should take into account stem cell research. Prof. Almond suggested in the discussion on ethics, that stem cells could be considered outside the remit of this report. 
Action: Secretariat to forward Prof. Harris’ Eurostem Framework paper.
4.9 Dr Draper asked if at this point there were views about possible recommendations. For example, in all the work the group had done, is there a view on screening? The Chair suggested that there could be a recommendation around the systematic following up of children who are produced via ART. Dr Albert said that in addition, it was important to look at the broader issue of how disabled people are supported more generally in society, particularly disabled children. Dr Draper added that it seems to be assumed generally that if someone makes a choice, then that choice is a good thing, that it is mere choice which is morally valuable. She suggested that a further recommendation might be to distinguish mere choice from morally valuable choice, with suggestions about how the latter could be facilitated.
4.10 Dr Mills suggested that one reason that the follow-up of children who are the outcome of ART has not been possible is because of the stigma attached to IVF in the 1980s, but that this stigma has generally dissipated. 

4.11 The Chair suggested that a difficult topic might be genetic issues for the future and genetic diversity. This related to the notion that some people are infertile for specific reasons and that the use of genetic technologies means it is now possible for many of these people to have children who might inherit this infertility. Mr Harrison asked about the statistical relevance of this. 

4.12 Prof. Clarke, referring back to Dr Draper’s point, said that in terms of people making choices, challenging people to reflect on these choices is difficult. Dr Draper suggested that that one possible compromise on the issue of reproductive rights might be to recommend less regulation but to insist on measures that promote better decision-making, one aspect of which would be a discussion on what is meant by non-directive counselling. The Chair suggested the group might also want to say something about what is known about current services and whether or not it can be demonstrated that real choice can be made. Prof. van Heyningen added that what constitutes choice in the current system needs to be challenged. 
4.13 Dr Patch suggested it was important to maintain the distinction between screening and genetic services as screening is a state sponsored activity and implies a public health benefit. The Chair suggested that the other issue is that with screening, everyone is offered the same service whereas this is different with genetic services. 
4.14 The Chair raised the point that throughout the document, the language has to be clear ie. Women/couples, and so on. Mr Harrison suggested that the group also produce an annotated bibliography which could be an Annex to the document. The Secretariat raised the point that in previous HGC reports, there had been no bibliography and that including one, in addition to more technical references, might alienate some of HGC’s key audience. Dr Draper suggested that the group produce two documents, one with and the other without references. The Secretariat suggested that this might be perceived badly by HGC’s potential audience. One way forward might be to produce a reference list and put this under evidence on HGC’s website.

4.15 Dr Draper asked whether the group wants to keep the term designer babies. Mr Harrison asked if anything needs to be included on sterilization. Dr Draper suggested that this would be relevant in a discussion about choice. The Chair suggested there be a chapter on the sorts of everyday choices people make i.e. choice of partner, demographic change, IVF and multiple births, pre-eclampsia. Prof. Almond suggested that here issues about disability could come in. The Secretariat suggested it would also be helpful to have something on the provision of services.
Action: Secretariat to forward to Members the Welsh consultation the provision of IVF in public health.
4.16 In relation to the PGD chapter, the Chair raised issues of access to technologies. Dr Patch said that most couples using PGD do so because they see it as a better option than abortion. The Chair suggested that while many may consider using PGD, few would use it and that any great expansion of PGD would be unlikely. Dr Draper reminded Members that ethical issues need to be integrated throughout the work. 

4.17 Prof. van Heyningen added that when talking about designer babies, in actual fact, people only have a small chance of getting what they want. Dr Mills suggested it was important to separate out PDG and PGS for aneuploidy.

Action: Chair to sketch outline for Chapter on general issues.
11. Any other business and future meetings
5.1 The next meeting of the Working Group will be held on 5 April 2005.
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