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| want to begin by thanking everybody for the opportunity to take part in this exciting, and |
think most of us would agree, very challenging forum. I'm delighted to be sharing with the four
contributors and with Yukari. We have heard very powerful and personal experiences and
journeys of these four people who in many ways are pioneers. They've talked about their
parent’s decision to use a donor, and the fact that the donor has considerable significance and
importance for them. Their experiences have not all been the same, but they have talked about
their desire and the efforts they have made to change the system in different countries to allow

them to follow through on the significance and importance of a donor.

These four people are, if you like a part of a worldwide trend of donor conceived persons
who are wanting to have access to information about the donor and to the possibility of meeting
them. There are now large numbers of donor conceived people who are using DNA testing to
try and find the donor. But it's not just DNA testing, there are people who are using the social
media and media websites and many groups that have now been formed to try and locate their
donor. Over 30 countries in the world have now legislated that donors cannot remain

anonymous. In other words, they must be available to the donor conceived persons.

Japanis not one of those that 30 countries, and of course this forum is designed to hopefully
move in that direction. We're now living in a very different world than what we were previously.
The previous world was characterized by donor insemination and sperm donation and egg
donation as being characterized about secrecy and that the donors would always be

anonymous.

Three years ago, | was approached by a woman in her seventies who had discovered at the
age of 50 that her family had been built with the help of a donor. She had traced the donor
through DNA testing and had discovered that he had died. She discovered, however, that there
were two sons and a daughter from this donor, and she knew who they were and asked if |
could facilitate a meeting between them. It was a very challenging time for all of the parties
involved, but it was very successful and there have been good relationships that have been
established.

Even at the age of 70, people are seeking out the donor that helped make their contribution
to them being a person. What | planned to do today and my contribution is to say, that there
are two main arguments that are often put forward that oppose donors being known to others.
In other words, people who argue that they should be no contact between the donor and the

offspring. I'll put these arguments forward and then | want to try and respond to them, exploring
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them and challenging some of the arguments that are used. First of all, the argument is often
that the donors should remain anonymous so as to protect the families that have used donor
conception. In other words, the donor is perceived as a threat and in this argument, there is a

belief that having access to the donor would be damaging to family relationships.

There is a desire to maintain the family boundary based on the parents and the child
offspring and the presence of a donor would in effect amount to interference in the family. For
some, perhaps it is easier to argue this when the child is a child and the parents are forming
their family. However, we are focusing on adults and not children, and the family has become
a family. | want to talk a little bit about some research that | have been involved in not at New
Zealand, which shows that parents had often been encouraged to keep their family building

history a secret and pertained that the donor did not exist.

We've heard about that from each of the four contributors tonight, but as the offspring
became older, this approach did not feel comfortable to these parents and many parents
started to question whether they should be keeping it a secret. This was especially so when
the children started to ask them, where did | come from? The parents felt very uncomfortable
and did not want to lie to their children. They asked for assistance on how to share the family
building history with the children. It's very interesting that they often said, how do | tell my child

that they were conceived as a result of donor sperm?

My response to them is that a different way of looking at this is how do | share with my child
and our family building history, because this is a story about us as a family, if in fact you focus
the story on the child, you stand the risk of marginalizing the child and the child feeling very
different. If there is a difference, it is that the family is different not that the child is different.
What these parents reported was that it was secrecy about family building history that was
damaging to family relationships, not the presence of a donor. It was as a consequence of that,
that it was not possible to find the donor and information about them. We know from research

a lot about family secrets and their impact, and it is not a good picture.

We've heard accounts of that today. If you are keeping your family building history a secret,
you are by implication saying that you are ashamed of what you have done, because we only
keep secret those things we are uncomfortable with or ashamed of. Of course it was doctors
who frequently advised the parents to keep it a secret. One of the studies that | was involved
in was of 21 adult donor conceived persons aged between 19 and 46. This is quite a wide range.
They came up with a number of different conclusions, which | want share with you because it
challenges this notion that the family in some way will be disturbed or will be harmed because
of the presence of a donor. What the offspring said is that when | think about viewing myself,

that this is impacted by family relationships. In other words, my identity is impacted by family
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relationships.

If I want to try and understand the family history, that's impacted by family communication.
If | want to ask the question who is my family, that's impacted by our understanding of
connectedness and of kin relationships. I'm suggesting that we are entering a new era in
relation to donor conception and that that new era is one that could be seen to be proactive.
We actively encourage openness. We are actually encouraging openness in terms of
relationships and work needs to be done with parents to get them to the stage where they feel
confident enough to share that history and that information. Parents set the culture for family
relationships, but those parents are influenced by professionals and perceived social attitudes,

and we need to work to change some of those.

Some people wanting to protect the family would argue that there is no need for donor
conceived persons to know the identity of a donor or to have contact with them. Well, we have
heard today that that is not the case. | want to ask you, if you did not know about half of your
genetic history, would you want to know? It's part of me, its part of what is important. Some
people in wanting to protect the family may also argue that genes are not important, so the
donor is irrelevant. Well, yes, but here's what some of these people in the study said and | think
it's all very important in terms of how they understood the family and how they understand the

donor.

All of the people spoke lovingly of their families and | think again, we have heard that today.
They talked about genes not being the basis for making a family. They talked about love,
relationships and shared experiences are the factors that make a family. All participants made
a clear distinction between dad and the donor. They saw these as two different people, and
some of them were especially close to the non-genetic parent. As one of them said, “to--- to be
a dad, takes a lot more than a genetic link”, but these feelings did not rule out the interest in
the donor and half siblings, but they did not see the link with the donor as necessarily being

primarily an emotional one.

The interest or contact with the donor was perceived by some parents as negative and this
is what the donor offspring were saying was seen as being disloyal or ungrateful. How could
you want to know about the donor? We are your parents, they would argue. Well, over half of
the people in this study were uncomfortable about not knowing the identity of a donor, and the
not knowing had become an obsession for some of them. And | think we heard Leen talking
about that. Those people who have met the donor, talked about how this had been a freeing
experience. This and contact with half siblings had helped with identity issues and
understanding of family. Five of the 21 had met half siblings and a further nine would like to

meet the half siblings, so the contact and the focus has not just been on the donor, it's on the
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extended family, if you like.

In summary, confidence in family building is crucial and arising from this, the importance of
sharing and communication is key to the wellbeing of the family. We need to ask the question,
who is it that is arguing that the family needs protection and on what basis. | don't hear that
argument coming from the donor offspring. If you feel you need protection, you are always

going to be on the defensive and scared, and this will impact on family relationships.

The second argument that is put forward against donors being identifiable is that if you
remove anonymity, we will not be able to recruit donors. This is an argument that is often made
by those providing clinical services to the infertile, and is based on responding to the persons
in front of them. When the doctor is seeing a couple or an individual, then that is the person
who is presenting the issue. But this is not just about treating infertility. This is also about
building families and family matters are not in evidence when the couples are being seen in
the clinic. But rather later as the child is growing and becoming an adult. These are the times
when issues like this will begin to emerge. It is argued that the donor is anonymous. In other

words, the donor is unimportant.

One person a few years ago actually described the donor as a non-person. Seeing the donor
as just someone who donates their gametes as a means to an end is unhelpful and quite
unrealistic. It is only the gametes that are important in this argument, not the person. Our
contributors today have said that this is not how they view it. These people, the donors are very
significant and very important. It is argued that donors would not be available, if donor
anonymity was removed. There are a growing number of studies that say that this is not so. In
Sweden, the first country in the world to remove donor anonymity, there was a decline in the
number of donors. But then research, that | and one of the gynecologists undertook, showed
that the number of donors had increased since the removal of anonymity. But what was
significant was that the types of donors who were donating became and were very different.
They tended to be older men, married men and with children, in contrast to the donors of the

earlier era, who tended to be younger, single, and not have any children.

The issue about recruiting donors has always been a difficult one for clinical and for the
medical profession. But we need to change the culture. | think we need to see the donor, not
only as a person, but as a very valuable person as our four contributors tonight have said who
wants to contribute. | think in my experience, the adult donor conceived people want to see
and hope that the donors are kind and helpful people who donated because they wanted to

help. They wanted to contribute something that is of value.

From an offspring point of view, the message is that they hope donation is based on

kindness and concern for them. There is nothing to fear about contact and in fact, there are

110



FoSAVEBIA—T L

202148H29H (H) B

HBEZHBIENBEEELDOH Why Is The Right to Know Important?
BEHEBEFTEFNE=ALEOEERERL The Experiences and Thoughts of Donor-Conceived People

many positives. Previous donors and we have been working with many of them in New Zealand
who were recruited -- when the system was one of anonymity, more than willing to share
information and to meet, but the whole process of managing that becomes very challenging

and has to be very carefully managed.

| should also point out that there has always been a shortage of donors, both egg and sperm,
and there will continue to be a shortage of sperm and egg donors, not because of anonymity,
but because donating sperm and eggs is not something that lots of people want to do. My
suggestion and conclusion is that we can think about the old era, which was characterized by
secrecy and anonymity, but that old era is old, and what we're looking at now is a new era. But
of course, some people fear changing from the old era to the new era and the arguments that
have been put forward, and I've suggested two have them, have to be challenged. There is

evidence available that these arguments do not stand up to close scrutiny.

If you think about the rights and needs of the people that we've heard from tonight, then
why is Japan not moving in this direction? This has started to change in terms of what we have
heard about tonight, but the challenge is to continue it. Often, the arguments are made about
the rights and needs of a different parties being in conflict. There would be parents, the donors,
the offspring, and of course, the health providers. Such an approach tends to mean that there
are winners and losers; somebody has to come out on top. The research and professional
evidence indicate that if we change our focus to a much more positive view of family building
with the assistance of gamete donation then this is a win-win situation for everyone. It is more

positive for offspring, for family relationships and for the donor.

One final comment, legal change is very important, but it must be accompanied by cultural
and attitudinal change. The legal can of course, promote these changes and | hope that we will

see that happening in Japan.

Thank you.
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Ken Daniels Biographical Note

Dr. Ken Daniels has been working in the field of donor insemination (DI) and assisted human
reproduction for 44 years. He has provided counselling for parents, families and donors, co-
conducted preparation seminars for those considering DI, spoken to numerous consumer
groups and organisations, conducted research in seven countries, written extensively and
acted as a consultant on policy development in several countries. He has published over 150
papers in academic and professional journals. He was Deputy Chair of the National Ethics
Committee on Assisted Human Reproduction and the New Zealand Government Advisory
Committee on Assisted Human Reproduction for 14 years. Ken is Adjunct Professor of Social
Work at the University of Canterbury in Christchurch, New Zealand. In 2014 he was appointed
as an Officer of the New Zealand Order of Merit (ONZM) in recognition of his work in assisted

human reproduction and mental health.
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