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Introduction 
 
1. The Project Group on Assisted Reproduction of the British Association of Social Workers 
(PROGAR) is pleased to submit evidence to this Inquiry on a matter with which it has been 
involved for two decades. 
2. PROGAR was pleased to hear that the chairman of the committee, Dr Ian Gibson, at a 
meeting with a member Marilyn Crawshaw at the recent Teenage Cancer Trust conference 
at Center Parcs, had encouraged PROGAR to submit written evidence to the Inquiry, and we 
are happy to confirm that we would be willing to offer oral evidence also. 
3. PROGAR 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. 
4. 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. 
5. PROGAR has contributed to policy discussions and policy formation on many occasions, 
including the public consultation on Pre-implantation Genetic Diagnosis and the legislative 
process of the Children (Scotland) Act 1995. The principles underlying its 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. PROGAR has also campaigned for the right of donor 
conceived people to have access to identifying information about their origins if they so 
wish, and therefore welcomed the Government’s decision made recently about the 
abolition of donor anonymity from 2005. 
 
PROGAR’s Response to Inquiry’s Terms of Reference 
 
Legislative aspects 
 
6. In considering how to balance the need for regulation with the presumed right to 
reproductive freedom, PROGAR suggests that the Inquiry should consider the context of 
Human Reproductive Technology in the UK. What has been described by Professor Martin 
Richards (Human Genetics Commission member) as “the long shadow of eugenics” needs to 
be faced openly, particularly given the possibility that it contributes to the ambivalence of 
successive UK parliaments towards social policies which would encourage people to have 
children and provide adequate financial support for infertility investigation and treatment. 



We note also the well-publicized concerns about declining fertility rates and sperm counts, 
and the tendency for many women to delay trying to conceive until their fertility is 
compromised by age. We suggest that Parliament should have a role in addressing the 
potential fertility impact of the physical, economic and social environments in which 
potential parents live in the UK today. 
7. We know that there are conflicting views about what should be the extent of the UK 
Parliament’s role in regulating human reproductive technology. Our experience is that for 
many people, the biological drive and social pressure to have children will cause them to try 
to get round any perceived restrictions. People will always devise their own reproductive 
strategies whatever the prevailing culture’s official view. However that does not mean that 
there should be no regulation, particularly where, as in the field of infertility and donor 
assisted conception, we are dealing with people who may feel very vulnerable, 
unenfranchised, discriminated against, stigmatized and socially excluded. It is particularly 
important in a field where so much treatment takes place in the private sector due to the 
inadequate provision by the National Health Service. It is also relevant in the internet age, 
and we recommend that organisations putting prospective donors and recipients of 
gametes in contact with each other should be subject to regulation. 
8. The Human Fertilisation and Embryology Act currently has two entirely separate 
purposes: control of scientific and medical procedures and of research, for the benefit of 
public reassurance, and protection of individuals from revelation of their fertility status. The 
latter reflects a particular cultural belief about the shame of infertility, and has done nothing 
to enhance the self-esteem of people with fertility problems nor to emphasize the 
importance of social parenting and the damage caused by secrets in families. The review of 
the Act provides an opportunity for a framework which reflects an holistic approach to the 
role of human reproductive technology in helping people to conceive and to nurture 
children. 
 
Provisions of the Human Fertilisation and Embryology Act 
9. In addition to the related legislation specifically mentioned, PROGAR would add existing 
and potential children’s legislation. 
10. At present regulated infertility treatment is a matter reserved to the UK Parliament at 
Westminster. However the Science and Technology committee does not include 
representatives from all four nations in the UK, in consequence of which there is a 
democratic deficit. Although we know that there has been good communication between 
the civil servants of the Scottish Executive, the Scotland Office and the Department of 
Health about human reproductive technology matters, the situation is unsatisfactory and 
we recommend that the committee addresses the problem. 
11. We suggest that the safety and welfare provisions of the Human Fertilisation and 
Embryology Act do not encompass just areas of medical practice, vital though they are. The 
Act is deeply flawed in its neglect of the long term implications for children, families and 
donors psycho-socially as well as medically. Examples include payment to donors, and the 
practice of egg-sharing. PROGAR believes that it is unethical for a woman to have to give 
away her own reproductive material in order to get treatment for herself. 
12. In line with other legislation, the welfare of children should be paramount, and in 
keeping with the realities of the support which parents need in the important job of 
nurturing children, we recommend that the child’s “need for a father” in the Act, be 
replaced by “the need for a family”. 



13. The Act omitted to provide “amnesty” for people who donated gametes prior to the 
Act’s implementation. This has left these donors uncertain as to whether they might have 
any legal responsibility towards their donor offspring, and fearful as to whether any 
offspring might have a financial claim on them. We have no evidence from donor- conceived 
people that they would make any such claim but there is research in progress which has 
revealed that the possibility of it is very troubling for some past donors. PROGAR believes 
that that is unjust and that it may be hindering past donors from registering with UK 
Donorlink. 
14. For psycho-social as well as medical reasons we also believe that there should be 
provision for voluntary retrospective disclosure of identity by gamete donors of the past. It 
is not clear to us whether this would require a change to the Act. The potential roles ofthe 
HFEA and of UK Donorlink would need to be explored. 
15. Birth registration of donor-conceived children should be reviewed and consideration 
given to the provision for an original birth certificate, as in adoption and surrogacy 
arrangements, which indicates genetic parentage. 
16. The age at which donor-conceived people may access information from the Human 
Fertilisation and Embryology Authority’s Register of Information and from the Register of 
Parental Orders at the Registrar General’s national offices, should be uniform across all four 
nations. 
17. We know that discussions are underway about the HFEA Register of Information, and 
would recommend that the categories of people specified as eligible to make enquiries 
should be less restrictive, given the importance of social and genetic family connections. We 
recommend that the categories include any person seeking to discover the existence of 
another person to whom they may be genetically related as a result of donor conception, 
for example donors, the descendents of donors, and the descendents of donor conceived 
people. We also recommend that the register-holding agency be allowed to inform the 
“other party” when someone approaches the Register wishing to obtain up to date 
information and/or to have direct contact. 
 
Challenges from New Technology and Changes in Social Attitudes 
 
18. The developments in genetics and reproductive technology are providing more choices 
for people. This does not necessarily make it easier for them. It is a fallacy that education 
changes people’s opinions and makes them more likely to accept the use of new 
technologies for themselves or others. What education does, and why it is vital, is that it 
enables people to make sense of complex information and then to accommodate or reject it 
according to their beliefs and values. It is essential in our view that patients and people 
likely to be affected by treatments and technology should have access to professional 
counselling, to a much greater extent than has been the case in licensed clinics up till now, 
so that they can consider the implications with the help of counsellors with qualifications, 
knowledge and expertise in the long term psycho-social implications of these technologies. 
19. The Inquiry should also consider the impact of fertility tourism, and the extent to which 
other countries in Europe, such as those running sperm banks for the purpose of selling 
sperm to other countries including the UK, and those using very young women as egg 
donors for UK private patients, comply with the values and legislation of the UK. 
 
Summary 



20. PROGAR submits that the UK Parliament has a duty to regulate in the area of Human 
Reproductive Technology but must devolution-proof and child-law proof all legislation and 
regulations. 
21. The Parliament also has a duty to consider the potential fertility impact of the physical, 
economic and social environments in which potential parents live in the UK today. 
22. The Human Fertilisation and Embryology Act was and remains deeply flawed in its 
disregard of the potential and actual long term psycho-social implications for people giving 
and receiving sperm, eggs and embryos, for all of their children including those conceived 
with donor assistance, and for the lives of their families. 
23. Legislation should be introduced urgently so that people who donated gametes before 
the current Act was implemented are free from any financial claim from people conceived 
as a result of their donations, in the interests of justice and of encouraging the donors to 
voluntary retrospective identity disclosure. 
24. Consideration should be given to changing the Birth Registration format for donor-
conceived babies in order to bring it in line with adoption and surrogacy arrangements, and 
the criteria for accessing information from the HFEA Register should be changed. 
25. In the light of increasing fertility tourism and of the impact of the new genetics there 
should be an increase in the provision of psycho-social counselling services and parenting 
support at primary care level as well as at infertility clinics. 
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