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Consultation questions  

 
 

1. What ethical concerns arise in the disclosure, or not, of information in connection with 

donor conception? 

Best Interests 

We know that donors, donor-conceived people and recipients of donation/parents of donor-

conceived children express differing opinions about disclosure of information and indeed a 

variation in views exists between professionals involved in the field of Reproductive 

Medicine. Policy-makers have in the past framed these differences as ‘conflicts of interest’ 

and leant towards decisions that reflect the perceived opinions of donors and parents. I 

believe this to have been a mistake. It is essential to consider the principle of best interests 

of all parties and consider the evidence available.  

Many people who used donation in the past were advised not to disclose the information to 

their children, and there is only limited information about how these families have fared as 

most were lost to follow-up. However, we know from the literature that secrets in families can 

be toxic and are unsafe. Evidence suggests that most parents have told others of their use 

of donation even when they plan not to disclose to the child thus increasing the chance that 

it will be revealed by mistake. We also know that children may later report that they were 

aware that there was a secret related to them without knowing what it was. Others 

suspected that they were not related to one parent and have shared their experience of 

confirming this, usually in terms of the trauma that ensued. It has therefore become clear 

that non-disclosure is a risk to the best interests of donor-conceived people and their 

families. In my practice, the majority of recipients now express strong views on the 

importance of being open with their children. They tell me that they see this as the child’s 

right, that they could not live with a life-long secret, that they want to be honest and they very 

much want to talk about how and when it is best to share this information. 

Moreover, we have a considerable body of knowledge from around the world and from within 

the UK that disclosing information to children very early in their lives enables them to 

understand and accept their origins in a normative way. There is evidence that parent/ child 

relationships in these families are especially bonded. It is clear that early disclosure has 

been in the best interests of these children and parents.  
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The best interests of donors have to be evaluated in the light of the right of donor-conceived 

adults to know the donor’s identity from age 18. Given that intended non-disclosure carries 

the risk of inadvertent disclosure, or disclosure at a time that adversely affects the 

child/adults reaction to it, I believe it is very much in the best interests of donors for children 

to learn about their origins in way that avoids shock and distress. No one could wish for 

donors to be contacted by young people who are struggling with feelings of anger, of having 

been deceived and have emotional conflicts about who their real parent is. 

The HF&E Act as amended in 2008 reflects the position that children should be told early by 

their parents and clearly this decision was based in the principle of best interests. 

Unfortunately, the best interests of all parties to donation are not so well served in relation to 

the content of information that is available. There is a Donor Information questionnaire but 

the HFEA does not make it mandatory for all sections to be completed so that many parents 

and children will be deprived of information that children are likely to need to complete their 

sense of identity. In my practice, this has become a major concern for recipients who 

express real anxiety about the reactions of their children to inadequate information. Neither 

is it in the best interests of donors, given that donor-conceived people may feel badly let 

down by them for failing to provide full information and this could negatively affect the 

experience of future contact. 

The variation in practice that allows recipients and donors to elect whether they see a 

counsellor prior to undertaking treatment is not in the best interests of the children that might 

be born or the families they may be formed and is therefore not ethical practice.  Preparation 

for this form of family creation through referral to an appropriately qualified and accredited 

infertility counsellor should be a mandatory requirement. 

Non-maleficence 

I cannot see that disclosure of biographical information could cause harm to a donor or to 

the parents of a non-conceived child. To the contrary, I have argued above that it is a benefit 

to them. Some believe that disclosure of identifying information may be a harm to the 

relationship between a non-genetic parent and child or that donors may be adversely 

affected by numbers of offspring seeking them out on reaching adulthood, but I know of no 

evidence to support this idea. A survey of donors, donor-conceived adults and families who 

sought and made contact through the US Donor Sibling Registry reported very high levels of 

satisfaction with the experience. However, there is evidence from donor-conceived people 

that lack of such information can be a source of psychological distress and difficulty in 

identity formation, and therefore is a potential source of harm. I therefore believe that the 

principle of ‘do no harm’ underpins the argument for full disclosure of information. 

Autonomy 

It can be argued that legislation that over-rides the rights of parents and donors to be non-

disclosing and anonymous pays insufficient respect to their right to autonomy. However, in 

my view, the best interests of children should be paramount in this consideration and respect 

for their autonomous right to choose whether to have full information about the donor 

outweighs the right of parents and donors to make this choice on their behalf. 
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2. Is the disclosure of a child’s donor conception essentially a matter for each individual 

family to decide? What if there is disagreement within the family? Who else should have a 

role in making this decision? 

In my practice experience recipients fall into 3 categories in relation to their attitude to 

disclosure: 

 Those who are very clear that they will be open and want to discuss the timing and 

process of telling (and these are now the majority) 

 Those who are not sure and want to explore the issues including how and when to 

tell 

 Those who are do not intend to be open (a minority and most frequently their attitude 

is linked to cultural issues) 

Given an opportunity to receive good information and to explore their personal beliefs the 

majority of group 2 and some of group 3 conclude that they will be open with their 

children. This underlines the essential role of counselling for all recipients at an early 

stage and access to on-going support in relation to the process of talking to their children 

as they grow up.  

Ultimately, I do not believe that disclosure can be enforced but policies need to be put in 

place to strongly discourage secrecy. We need better public awareness and education to 

reduce the stigma about infertility that still exists in sections of the community. The 

government should revisit the debate on registration of births to consider whether this 

could be a means of ensuring donor-conceived people had access to information about 

their origins. 

 

3. What information, if any, do parents need about a donor in order to enable them to 

carry out their parenting role? Please explain. 

A full medical and social history, relationship status, existing children, education and 

employment, information about physical characteristics, a photograph, a narrative from 

the donor that describes his/her personality, values, interests, skills, hopes for the future 

and reasons for donating. They need to know whether the donor was adopted or donor-

conceived, how many other children have been conceived through this donor and in how 

many families. Also the attitude of the donor to future contact. 

From my practice experience, recipients express a strong desire for full biographical 

information about the donor in order to feel confident of making a choice about a specific 

donor.  It is clear from those I see who are considering travelling overseas, due to the 

shortage of egg donors, that many find the policy of European clinics that provide no 

information is unacceptable not only because they are not prepared to simply trust the 

clinic to choose their donor, but they cannot contemplate a future where they were 

unable to answer their child’s questions. There is evidence that the majority of children 

are eager for a full description of the donor and to know about the existence of siblings. I 

find that recipients want to be able to meet these needs and will go to the extra expense 

and inconvenience of travelling to the States in order that they can choose their own 
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donor on the basis of full information, including photographs of the donor. They find the 

articles, books, leaflets and DVDs from DCN extremely helpful and empowering in 

relation to future parenting tasks of talking about donor conception with their children, 

 

4. What information might a donor-conceived person need about the donor, either during 

childhood or once they become adult? Please explain. 

All the information as described above.  

5. How significant is information about the medical history of the donor and the donor’s 

family for the health and wellbeing of donor-conceived offspring? Do you know of any 

examples or evidence in this area? 

I know from my practice that it is very  important for recipients who nearly always want a 

good deal of reassurance that the medical history of the donor does not increase the risk 

of their child having medical problems. The donor-conceived adults whom I have met 

through UK Donorlink and DC Network have talked of their anxiety  about lack of medical 

information and the fear that they carry genetic conditions of which they have no 

knowledge but which could affect their own future health, that of their children and might 

affect their children’s own plans to form a family. 

 

6. Where information about inherited medical risk becomes apparent after donation has 

taken place, who should be told, and by whom? 

Transparency about such information is a matter of good practice based on sound 

ethical principles therefore all parties should be told and careful thought given to the 

sensitivities involved, so that how to share this information and by whom  it should be 

conveyed are important considerations. 

 

7. What is the impact on donor-conceived offspring of finding out about their donor 

conception at different ages: for example medically, psychologically and socially? Do you 

know of any examples or evidence in this area? 

The evidence from the literature as well as from donor conceived people and their 

families appears to demonstrate that if children learn early, even before they remember 

being told, their understanding evolves naturally and they are able to absorb this 

characteristic as part of their identity. If told later, or inadvertently, considerable 

psychological damage can be done and the relationship with parents may be temporarily 

or permanently harmed. 

 

8 What is the impact on donor-conceived offspring of making contact with either the 

donor or any previously unknown half siblings? Do you know of any examples or 

evidence in this area? 
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I am sure that this varies as it does in adoption contacts however we have evidence of 

good outcomes as shown by the Donor Sibling Registry survey already mentioned and 

also the recent documentary ‘Donor Unknown’. I hope that if donor-conceived people 

have learned early of their origins, have been given full access to biographical 

information so that they know a lot about the donor before meeting, if they know that the 

donor has chosen to be identifiable – the context for meeting will be facilitated. However, 

I feel very concerned that as yet we have no system in place for intermediary and 

support services that can enable both donors and donor conceived people, siblings and 

parents to prepare appropriately for contact. 

9. What interests do donors and donors’ families have in receiving any form of 

information about a child born as a result of the donation? 

Some donors have come forward to re-register with the HFEA as identifiable and we 

know that a public awareness campaign in Australia greatly increased the number who 

did this. We know that a significant number of formerly anonymous donors are now 

registered on the Donor Sibling Registry in the US hence demonstrating an interest in 

exchange of information and contact and UK Donorlink has attracted a number of donors 

despite the limited public awareness of this register. 

In my practice I only see known donors who will clearly have access to full information. I 

am sure this is an area where research is needed to adequately answer the question. 

 

10. What responsibilities arise in connection with the disclosure of information? Where 

do these responsibilities lie? (for example with government, fertility clinics, professionals 

or families?)  

Disclosure is not simply an action, it is a process and an experience for both parents and 

children which will be affected by what there is to disclose. There is an absolute moral 

responsibility on clinics and the HFEA to ensure that full information is provided by the 

donor and practice currently falls far short of what is needed. The HFEA do not require 

donors to complete all sections of the Donor Information form and do not require all 

donors to have counselling. Counsellors should be required to inform donors of the 

importance of full information and facilitate them in completing the forms in a manner that 

will be in the best interests of children in the future. 

I believe that the government has a responsibility to provide good post-donation support 

and intermediary services similar to those that exist in the field of adoption. Private 

fertility clinics should be responsible for this in relation to patients and donors who they 

have treated and might be required to contribute financially in the form of a levy 

proportionate to the number of families created. At present there is a singular failure at 

government, HFEA and clinic level to take any responsibility at all. 

 

11. What support is required in connection with these responsibilities? 

As stated above I believe there needs to be a national post-donation support and 

intermediary service that is fully funded. This could also become the home of the 
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Voluntary Register (UK Donorlink) in preference to the unfortunate decision to allow the 

National Gamete Donation Trust to manage it – a move strongly opposed by current 

registrants.  

 

     12. Do you have any other comments? Please highlight any relevant areas you think we       

have omitted, or any other views you would like to express about information disclosure 

in the context of donor conception. 

There needs to be a sustained public awareness campaign about the importance of 

donor information, encouraging former donors to update their files on the HFEA Register 

and educating them about the need to re-register as identifiable if they donated prior to 

2005. 

Clinics should be more robustly inspected in relation to the counselling of recipients and 

donors. Ideally, new regulations should making counselling a mandatory requirement 

when donation is being considered. 

The HFEA should make the full completion of donor forms a condition of the clinic’s 

licence and records should be inspected for compliance with this requirement. 

 

Jennie Hunt 

Senior Accredited Member of BICA 

 


