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HUMAN GENETICS COMMISSION

Working Group on Genetics and Reproductive Decision Making

7 November 2003

10.30am – 4.00pm

Avonmouth House,

6 Avonmouth Street, London SE1 6NX

AGENDA

1. Chair’s Introduction and Apologies

2. Information gathering: Genetic and Reproductive related services across the UK

Peter Harper - Wales

Patrick Morrison – Northern Ireland

Ros Skinner – Scotland

3. Minutes and actions arising from last meeting
4. Discussion document

5. National Institute of Clinical Guidelines: ‘Antenatal Care’ Guidelines

6. Any other business
7. Dates for future meetings
Human Genetics Commission

Minutes of the Working Group on Genetics and Reproductive Decision Making

7 November 2003

Present:



Members

Professor Martin Richards (Chair)

Dr Bill Albert

Professor Elizabeth Anionwu

Dr Heather Draper

Dr Frances Flinter 

Professor Peter Harper

Dr Hilary Harris

Professor John Harris

Mr Alastair Kent

Dr Patrick Morrison

Mr Peter Sayers

Dr Ros Skinner

Secretariat

Dr Sophie Taysom (Secretary)

Dr Mark Bale

Observers

Ms Lucy Arnold

Dr Peter Mills

1. Chair’s Opening Remarks

1.1 The Chair welcomed Members, especially Drs Ros Skinner and Patrick Morrison and Professor Peter Harper, who would be giving presentations in this meeting. The Chair also welcomed Ms Lucy Arnold, an observer from the organisation Contact A Family. Apologies had been received from Baroness Helena Kennedy, Professors Alexander McCall Smith, Brenda Almond, John Burn and Martin Whittle, Ms Suzi Leather, Mrs Christine Patch and Dr Stephen Singleton.

1.2 The Chair reminded Members that the minutes of this meeting were attributable and would be published on the HGC website.  Any amendments to Members' entry in the Register of Interests should be passed to the Secretariat, and any business interests relevant to particular agenda items should be declared.

2. Information Gathering
2.1 Presentations we given by Drs Ros Skinner and Patrick Morrison, and Professor Peter Harper, in order to explore some of the similarities and differences in the provision of antenatal screening services and genetic services across the within the four home countries. A note of the presentations can be found at Annex A. 

Action: Secretariat to seek similar information about antenatal and genetic services in England as that provided in the presentations.

3. Minutes and Actions Arising from Last Meeting
3.1 Prof. Martin Richards reported on having presented at a seminar on Neonatal Screening for Duchenne Muscular Dystrophy in Wales on 7 October 2003. This meeting was also attended by another member of the Commission and the Secretariat. Prof. Richards felt that this topic was of particular interest as unlike with other screening programmes, there was no added benefit accorded to the child being screened. He also noted that it was important to recognise that in Wales, the system in place is very good, with lots of well informed people, and were such a programme to be introduced across the UK, there may be issues with not having such a good and well linked service in place. 

Action: Secretariat to develop a table for use in the Discussion Document which list the antenatal screening and genetic services available across the four Home countries.

3.2 Members agreed the Terms of Reference and the minutes of the last meeting, following a few amendments. 

3.3 In relation to the Terms of Reference, Dr Heather Draper noted that the issue of ethical concerns should be flagged up from the outset. Some minor rewording was agreed by the Working Group and amendments will be made by the Secretariat.

Action: Secretariat to amend Terms of Reference and Minutes of the last meeting before finalising.

4. Discussion Document
4.1 The Chair noted that at the last meeting, the Working Group had a general discussion about the key themes to be included in the discussion document. Between the last meeting and this, this outline had been further developed by Members of the Working Group. 

4.2 Prof. Richards asked if there were any general comments about the draft outline. Mr Kent raised the issue that the Group should avoid having in a Discussion Document, terms and arguments that already framed the debate as this would potentially close off some of the useful input anticipated in response to the Document. 

4.3 Dr Albert said that before the Group discusses the broad outline of the document, it was necessary to clarify the reasons for producing this document, and for doing this work more generally. He suggested that the Group need a simple statement about why this project is being undertaken and that there is a need to discuss these issues in historical terms. The Chair noted that some of the reasons for conducting this work was that issues around genetics and reproductive decision making had been high on the agenda for HGC from its inception, and it was an issue that was raised on numerous occasions by both the public and HGC’s Consultative Panel.

4.4 Dr Albert suggested a line for why HGC is undertaking this project. It was ‘this project is being undertaken to ask the question: where are the changes in genetic science and its applications taking us in terms of reproductive decision making?’ This line was generally agreed by the Working Group.

4.5 Professor Harris then suggested a restructuring of the draft outline. He suggested that if the focus was on reproductive choice, then a useful general framework might include the extent and range of choice, the basis of choice, its purpose, the justification for choice, entitlements to make choices (or not), and choice in the context of resources and rational deployment. This, he suggested, would start to indicate what would be relevant and what would not be in terms of inclusion in the Discussion Document.  Dr Albert suggested that in looking at choice, it would also be necessary to look at how science is driving the agenda and as such, it need to be recognised that such choices do not exist in a vacuum.  The restructured draft outline was broadly approved by Members of the Working Group.

4.6 The Secretariat noted that it needs to be taken for granted that genetics is a field will move forward and that it could be useful for trying to develop a framework within which future problems, concerns and issues can be addressed.

4.7 Dr Albert and Prof. Anionwu both reiterated the importance of understanding, in the context of the work, the sociological, historical and policy dimensions of how we have reached the current position in the provision of antenatal screening services and genetic services.

4.8 Mr Kent stressed the need for a ‘sunset clause’ both on this discussion document, as well as on the broader work. The point was also made that we can only consider some technologies as uses can changes in sometimes unexpected ways. For example, ultrasounds moved from being used to examining ship’s rivets to research on ovarian tumours and ended up being used in pregnancy. 

4.9 The Secretariat agreed with the need for a ‘sunset clause’ and stressed that this document should be seen as the first step in undertaking this work. They also noted that the focus should not only be on what technologies are and may become available, but to look at developments more broadly and to potentially offer an ethical framework whereby ‘moral panics’ around issues like cloning and ‘designer babies’ could be managed. It was also noted that HGC had done some work around prenatal genetic diagnosis and conducted a MORI poll on attitudes to genetics and suggested this could be included as part of the work.

4.10 Dr Draper noted that it was important that the Group begins working on the document as a whole. Prof. Anionwu added to this saying that the Group needs to move more into addressing particular themes.

4.11 Prof. Richards noted that in relation to themes, and previous work such as the MORI poll, that an ESRC sponsored genomics group at Surrey University, as part of their work, speaking to user groups and that this may be a useful tie-in to the current work.  Alastair Kent declared an interest as a member of the steering group. 

Action: Secretariat to contact ESRC Surrey group.

Action: Dr Ros Skinner to provide an overview of similar work to that of the Surrey group being conducted in Scotland.

4.11 Prof. Harris suggested an overall outline for the Discussion Document. This was 

1. History/background – to cover social, political and technical developments

2. The here and now both nationally and internationally

3. This is what we might be able to do in the future

4. Reasons for doing what we’re able to do – reasons for allowing choice (purpose, goal and right to know etc)

5. Reasons against doing what we’re able to – reasons for restricting choice (right not to know etc)

6. Your views on ….

This, he felt, was a way forward that would mean the Group would not, at this point, have to think about issues in the previous outline such as What is normal? Therapy versus enhancement etc. Prof. Harris also felt that the focus should be around the question of choice, and whether or not there are legitimate means by which individuals can have choice.

4.12 Prof. Harper suggested that the ‘views’ part of the document remain broad, and that the shape of the document proposed by Prof. Harris seemed suitable.

4.13 Dr Flinter asked whether or not the Group accepted choice, that one should have choice, as a general assumption. If so, is the Group also going to make particular presumptions on which the document is going to be based such as whether or not termination of pregnancy is a legitimate option? While she saw no problem with this, it was suggested that such assumptions be made explicit. 

4.14 This was then followed by a discussion around the concept of choice, with Dr Albert stressing that choice is a term that is heavily laden. He suggested that there may be some tension about what people do for themselves (individual choices made), and the impact this has on society.

4.15 In relation to the questions emerging from the document, Prof. Harris felt that this framework does not predetermine responses in the way that the previous outline might suggest. 

4.16 Prof. Anionwu suggested that in the document, it was important to capture the pathway to decision making, and to keep in mind the difficulties that health professionals have in this area. She also noted that it was important to balance the social and individual perspectives in relation to making choices.

4.17 The Chair began to bring proceedings to a close. It was decided by the Group that 

1. The line suggested by Dr Albert in relation to why this project should be undertaken was a useful way in which to frame this work.

2. The framework suggested by Prof. Harris was an appropriate way to move forward.

3. Dr Albert and Prof. Harris would communicate via email prior to the HGC plenary meeting the following week in order to further develop the outline for the discussion document.

4. Members of the group would be set tasks in relation to the Discussion Document at HGC’s plenary meeting the following week.

7. Dates for Future Meetings
7.1 Members agreed that the next meeting could be held on 16 January, 2004, 10.30- 4.00. Location to be confirmed.

Action: Secretariat to circulate dates for future meeting mid/late February and mid March 2004.
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