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HFEA SEED Review consultation: "Regulation of Donor Assisted Conception" 
 
PROGAR (Project Group on Assisted Reproduction) was set up originally at the time of the 
Warnock Inquiry, taking forward work done by a predecessor group which had submitted 
evidence to that Inquiry on behalf of the British Association of Social Workers. That group and 
PROGAR both drew on the knowledge and expertise of social workers in the fields of infertility 
counselling, adoption and fostering, child care, family work and health care. 
 
PROGAR continues to be administered by the British Association of Social Workers but is now 
also supported by the Association of Directors of Social Services, British Agencies for Adoption 
and Fostering, Barnardos, The Children's Society, British Infertility Counselling Association, 
Donor Conception Network, the South East Post Adoption Network, and by individual donor-
conceived adults. 
 
PROGAR has contributed to policy discussions and policy formation in assisted conception on 
many occasions. The principles underlying PROGAR’s work have always been that people with a 
personal involvement with fertility problems, especially people undergoing investigation and 
treatment, donors of gametes and embryos, and children conceived as a result of donor 
procedures, should receive the best care possible, including access to counselling and support.  
 
1: Screening of gamete and embryo donors 
 
OPTION 3 
 
This is a majority view, since there is some support for an alternative option which would rely on 
professional guidance where there is full consensus between the relevant professional bodies. 
Where such consensus does not exist, the HFEA should produce its own guidance – informed by 
the range of available professional guidance. 
 
On balance we would prefer OPTION 3 since someone or some body outside the remit of 
professional bodies has to decide whether or not there is professional consensus. OPTION 3 
would ensure that there is independent scrutiny. Our preference for OPTION 3 is also based on 
para 17 of the Consultation Document, which indicates disagreement among relevant 
professional bodies. Clearly, guidance by professional bodies can only be accepted as the ‘gold 
standard’ without further scrutiny if there is an absolute assurance that this guidance 
unequivocally represents current best practice. Our reading of para 17 indicates that this is not 
currently the situation. A further qualification relates to (a) the recognition of the ‘relevant 
professional bodies’ and (b) agreement as to their respective sphere of competence.  PROGAR’s 
view is that the relevant professional body to offer guidance on counselling in assisted 
conception is the British Infertility Counselling Association (BICA), and not the British Fertility 
Society (BFS) – notwithstanding the fact that BFS has within its membership infertility 
counsellors -  and it is evident that the two associations do not agree on the role of counselling 
in assisted conception. Furthermore, professional associations may exceed the boundaries of 
their professional competence. An example of this, in our view, is contained in the BFS 
“Recommendations for Good Practice on the Screening of Egg and Embryo Donors” (which is 
reproduced in the current HFEA Code of Practice and therefore may be assumed to have, at 
least implicitly, the HFEA ‘seal of approval). Unequivocally, this ‘Good Practice’ states: 
‘Anonymous donation is encouraged in accordance with sperm donation practice…….. On 
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balance, the evidence is in favour of retaining donor anonymity and the recommendations are 
therefore in accordance with standard practice which preserves donor anonymity’. Blyth, 
Crawshaw and Daniels (2004) Policy formation in gamete donation and egg sharing in the UK - a 
critical appraisal. Social Science and Medicine, 59, 12, 2617-2626), (two of whom are members 
of PROGAR) have challenged this essentially uncontested assertion of the acceptability of donor 
anonymity. It is clear that, in spite of the proposed change in legislation regarding donor 
anonymity, the BFS is still in favour of maintaining some element of donor anonymity (written 
evidence to House of Commons Science and Technology Select Committee, 2004: “The loss of 
anonymity for donors remains an area of concern with regard to its impact on donor 
recruitment. A review should allow for reconsideration of a twin track approach”).  
 
 
2. Selection of donors by clinics and recipients 
 
OPTION 2:  
 
This is a unanimous view. We are aware from press reports and personal knowledge that some 
people seeking assisted conception in the UK have made requests for donors of a different 
ethnic background to themselves. In the absence of guidance from the HFEA, we are concerned 
that patients’ requests might be given greater credence than the welfare of any children 
conceived as a result of the procedure. Any guidance provided by the HFEA in this respect 
should be informed by relevant current practice concerning trans-racial adoption. 
    
 
3. Limiting the number of children per donor 
 
OPTION 2 
 
This is a unanimous view.  
 
A limit based on families rather than children appears a more rational basis for future policy and 
practice for the reasons outlined in paras 23-25 of the Consultation Document. 
There should be a maximum limit of four families. 
 
We are unsure of the basis on which a maximum limit of 10 ‘birth events’ was originally 
determined. In any event this was predicated on the basis of donor anonymity and the fact that 
any donor-conceived person would be unable to learn the identity of their donor and make 
contact with him or her. The change in legislation regarding donor anonymity means that the 
assumptions on which the limit of 10 was based are no longer relevant. Any limits now 
contemplated will have to take into account (at least theoretically) the possibility that all donor-
conceived people affected by the change in legislation regarding donor anonymity may seek to 
learn the identity of their donor. Further, they may seek to make contact not only with the 
donor but also with anyone else to whom they may be genetically related. So we have to 
consider at least the theoretical possibility of extensive ‘kinship’ networks resulting from donor-
assisted conception. Within contemporary western culture there are no analogous social 
phenomena to enable us to predict with any certainty the implications of large numbers of 
people with genetic connections as a consequence of donor-assisted conception establishing 
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social relationship s with each other. Such uncertainty would suggest caution in limiting the 
numbers of individuals and families that could be affected by such a development.   
 
4. Payment of expenses to donors 
 
OPTION 1 
 
This is majority view, although there was some support for OPTION 2.  
 
All legitimate expenses directly connected with the act of donation should be reimbursable. All 
reimbursements should be made on the basis of documented/ receipted expenditure and 
should include: 

 Travel (reimbursement of actual public transport/taxi costs; car mileage rates in line 
with public service rates)  

 Subsistence (in line with public service rates)  

 Loss of actual earnings (but not loss of ‘potential earnings’ – with a maximum specified 
by the HFEA) 

 Child care costs and other costs associated with caring (eg for adults) 
 
Egg donors may incur additional legitimate expenses (e.g. life insurance, medication?) which 
should also be reimbursed.   
 
5. Compensation for inconvenience –sperm donors 
 
OPTION 1 
 
This is a majority view. There was some support for OPTION 2 on the grounds that there is a 
history in the UK of paying donors £15 that is unlikely to be reversed. Support for OPTION 2 
noted that donors who donate 50 times at £15 per donation are able to make £750 – considered 
to be a ‘reasonable level of compensation for inconvenience’. 
 
Notwithstanding the compromise contained in the EU Tissue Directive which seems to 
undermine the hitherto unequivocal European-wide resistance to a commercial market in body 
parts and body functions (see, for example, Council of Europe (1989) Human Artificial 
Procreation. Council of Europe, Strasbourg; Barratt C, Englert Y, Gottlieb C and Jouannet P 
(1998) “Gamete donation guidelines: The Corsendonk consensus document for the European 
Union”. Human Reproduction, 13, 500-501), the notion of ‘compensation for inconvenience’ 
seems to us to be indistinguishable from overt payment and therefore undoubtedly introduces 
an element of commercialisation; this should not be encouraged. We also note that blood 
donors are not paid compensation for the inconvenience of giving blood. 
 
6. Compensation for inconvenience – egg donors 
 
OPTION 1  
 
As 5 above 
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Notwithstanding recognition of the additional inconvenience and risks to which an egg donor 
who is not otherwise undertaking assisted conception treatment is exposed compared to those 
experienced by a sperm donor, the same underlying principles regarding commercialisation 
apply. Therefore there should be no compensation for inconvenience for egg donors 
 
7. Benefits in kind 
 
OPTION 1   
 
This is a majority view. There was also support for OPTION 4, primarily based on strong doubts 
about the ability of women to give their informed consent to egg sharing and concern that 
insufficient account may be taken of the welfare of the children conceived, most especially 
when donors and recipients are using the same clinic and come from the same area. 
 
Two major principled concerns (to which other concerns may be related) have been expressed 
about egg sharing: (1) a woman’s ability to give her informed consent (since her inability to pay 
for her own treatment is assumed to be the only reason she would agree to share her eggs); (2) 
its status as a quasi-commercial practice.  
 
The issue of informed consent needs to be seen not in isolation, but in the light of other 
constraints to which involuntarily childless women may be subjected and the need to avoid 
paternalistic assumptions that involuntarily childless women – despite the various social, 
financial, and psychological pressures to which they may be subject – are incapable of making 
valid decisions about their own treatment. If the other safeguards in the legislation are adhered 
to (especially regarding the provision of information and the availability of counselling) there is 
no a priori reason to assume that a woman is any less able to give proper consent to egg sharing 
than to any other donor assisted conception procedure.  However, we recognise that ensuring 
appropriate consent is especially difficult in regard to egg sharing; it must be thoroughly and 
properly addressed at all times and must not be influenced by clinics’ commercial interests.  
       
Egg sharing is clearly not an altruistic practice and its status as a quasi-commercial practice not 
easily rebuffed, although the available evidence does suggest that women participating in egg 
sharing are motivated by a desire to help themselves and to help other women. The degree of 
emphasis given to each of these factors is inevitably different in different instances.  
 
In line with views expressed both by some respondents to the HFEA’s consultation on the 
withdrawal of payments to donors (Blyth, E. (2002) “Subsidized IVF: the development of ‘egg 
sharing’ in the UK” Human Reproduction, 17, 12, pp. 101-106) and by women engaged in egg 
sharing (Blyth, E. (2004) “Patient experiences of an ‘egg sharing’ programme”. Human Fertility, 
7, 3, pp. 157-162), egg sharing can be seen as qualitatively different from a commercial market 
in egg procurement and so should continue to be permitted. Furthermore, for the reasons to 
which para 43 of the Consultation Document refers, egg sharing offers some advantages over 
forms of egg donation in which the donor would not otherwise be subjecting herself to invasive 
medical treatment.  
 
A further issue influencing our views on this matter is that, while the HFEA expressed misgivings 
in 1998 in permitting egg sharing it, nevertheless, permitted egg sharing to take place within the 
existing regulatory framework. Any attempt now to prohibit egg sharing – and therefore to 
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categorise it as an unacceptable practice - would have a potentially negative impact on any 
children already conceived as a result of egg sharing and who are aware of the nature of their 
conception. 
 
We welcome the fact that, with effect from April 2005, the donating partner to egg sharing will 
have to agree to be identifiable to any child conceived as a result of the procedure. 
 
8. Would your answer be different if the benefit in question were sterilisation? 
 
 
Yes  
 
This is a unanimous view. Providing free sterilisation in exchange for eggs is an explicit trade-off. 
A woman undergoing sterilisation would not otherwise be putting herself through the risks of 
egg donation.  
 
 
9. Supply of gametes and embryos by one licensed centre to another 
 
OPTION 2 
 
This is a unanimous view. Assuming this can be done without excessive bureaucracy, it seems 
important that a balance needs to be struck between a centre’s ability to recoup the expenses 
involved in donor recruitment and obtaining gametes or embryos and avoiding a commercial 
market in gametes and embryos 
 
10. Obtaining gametes from abroad 
 
OPTION 2 
 
This is a unanimous view. So long as all UK legislative, safety and ‘good practice’ requirements 
are adhered to (including [a] recommended limits on the number of children per donor [b] that 
donors outwith the UK have been provided with information and offered counselling regarding 
the use of their gametes or embryos  in the UK that is commensurate with what would be 
provided in the UK and [c] necessary welfare of the child issues have been considered before 
treatment progresses], excessive bureaucracy should be avoided. In practice, will it be possible 
to monitor the limit on donations from one donor with respect to overseas donors?  
 
11. Best practice in recruitment of gamete donors 
 
Recruitment of gamete donors should take into account the following factors: 

 the need to treat donors with dignity and respect;  

 the donation process should be as efficient as possible (such as speedy response to 
enquiries; dedicated telephone line);  

 centres should be open at times that are convenient to donors (including evenings and 
weekends);  

 donors should not be expected to attend GUM clinics for their screening;  
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 good quality counselling for a minimum of two sessions at the time of donation should 
be offered;  

 detailed help should be provided for completing the ‘pen portrait’;  

 follow-up counselling and information should be made available on demand;  

 there should be a robust system for donors to provide updated information in the 
future; 

 there should be a robust system for informing the donor of the outcomes of their 
donation - if that is what they wish;  

 there should be a counselling and support service in place for future enquiries, including 
services around times of information sharing and/or contact with donor-conceived 
offspring;   

 there should be a counselling and support service for a donor’s partner and/or other 
family members; 

 donors must be formally thanked for their donation.  
 
Efforts should be made to investigate the possible advantages of recruiting known donors - both 
egg and sperm donors. As far as we are aware there is limited empirical evidence on the social 
and psychological implications of known donation. We are aware of one on-going research 
project at the University of Huddersfield exploring the social and psychological issues in known 
egg donation for donors, recipients and their partners, although the results of this study will not 
be available until the end of 2005. We are not aware of any similar research being undertaken 
currently.  
 
12. Effect of options chosen  
 
These measures would establish a system that demonstrates a commitment to ethical practice 
and respect for psychosocial considerations and addresses the practical concerns about 
maintaining treatment services. We believe that these measures would protect the interests of 
children and families - which should be the primary consideration even in the face of 
recruitment difficulties. 
 
 
Eric Blyth on behalf of PROGAR 24 January 2005 
 
 


