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Abstract

Advocating and lobbying for changes in legislation is rarely a simple task, often taking many
years of hard work. Sometimes it can be achieved by a single person, but more often than not,
it requires a concerted effort by a group of people. Quite often, their need to create change will
not be born out of a single event but will arise out of a multitude of events or perceived
injustices during their lives. Damian Adams will take you on a personal journey of how he has
been involved in various changes to legislation and policy in Australia.

This lobbying has culminated in recent amendments to the South Australian Assisted
Reproductive Treatment Act and current amendments being debated that would overturn
decades of gamete donor anonymity by granting donor-conceived adults’ retrospective access
to identifying information on their biological father/mother, the donor. The proposed
amendments would be only the second time that such retrospective access has been granted
in the world. These amendments would be following and building on pioneering legislation
introduced in Victoria, Australia, as Narelle’s Law.

By examining how changes in the law have occurred around the world, and which have gone
against decades of secrecy, culture, and lobbying by powerful interest groups such as fertility
clinics and clinicians, we can understand some of the processes and steps required to attempt

to change the law in other jurisdictions.
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Presentation

Hello. My name is Damian Adams and I'm here to talk to you today about my own personal
journey for creating legislative change here in Australia and South Australia. But first, a little
bit of background about myself. | was conceived by donor sperm in 1973 at a public hospital
here in South Australia, which would become the first sperm bank in Australia in 1972. | grew
up always knowing | was donor conceived, which was highly unusual for the time as most
parents were told to keep it a secret. However, my parents realized the value of telling the truth

and that my welfare would be better served by knowing my origins.

Growing up being donor conceived wasn't really an issue for myself as | was too busy being a
child and going to school. | really wasn't that interested in seeking information on the donor,
my biological father. In regards to information here in Australia, most people conceived after
2004 have access to identifying information on their biological parents with the exception of

Victoria, which gained access a little bit prior to that.

For everybody else like me conceived prior to 2004, we do not have access to identifying
information. In South Australia, legislation allowed the access to non-identifying information,
which | decided to seek at the age of 15, because | was having difficulty with my identity
construction. It was quite a traumatic time for me. We approached the clinic, who said that the
records were destroyed. Then five years later at the age of 20, | needed some health
information on the donor because | had doctors who could not identify and diagnose an illness

that | had at the time. We went back to the clinic and the story from the clinic had changed.

Now, they said that the records were lost, that they weren't destroyed. This raised some red
flags for us. We then submitted, what's called a Freedom of Information request. Here in
Australia these are a statutory binding requests simply because of the fact that these records
were my mother's treatment records and legally they belonged to her, and therefore she could
request them. Now the clinic, funnily enough managed to actually find those records and they
did actually exist, showing that they lied to us. Many other donor-conceived people here in
Australia have found the same thing that they have been lied to by the clinics and they've found

this out when they've submitted a Freedom of Information request.

However, even though we now had this information, we didn't have identifying or non-
identifying information and the clinic would not match the donor code to any donor records for
us. Fast forward to 2003 and | started a family of my own. | had grown up always supporting
donor conception and anonymity, even though I'd suffered with my own identity construction
and other health issues. But this support was due to something known as existential debt. This

is where we think that the reason for our existence, must be supported, because otherwise we
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wouldn't exist. However, there are many different arguments against having to feel grateful for

the method of our conception, which is a topic for debate another time.

It was the birth of my daughter, which changed my perspective 180 degrees. | got to see myself
in my daughter and the connection that we had, which was something that was missing in my
own life that | didn't have. This was the mirror of myself that would be seen in my biological

father. It really became a light bulb moment or an epiphany.

From there, even though | couldn't get access to information for myself, which would assist my
own personal journey, even if | couldn't get that, | felt that if | could do something to prevent
other donor conceived people from going through the same trauma and situation that | had,
that | would do that. | then undertook doing some advocacy. The following presentation I'm
doing for the rest of today will include just a snapshot of some of the advocacy we've done
here in Australia with the inquiries and legal reviews. It is not exhaustive, but it is just to give

you a little bit of a picture of what has gone on.

After the birth of my daughter, | started campaigning for donor conceived people’s rights. That
included writing to the Australian Human Rights Commissioner, the Federal Minister for Health
and Aging, the South Australian Premier, two health ministers here in South Australia, as well

as every single South Australian politician in both the upper and the lower house of parliament.

The only politician that really responded to my request was the Honorable Bob Such, who took
my case to South Australian Parliament. From which we achieved some amendments in 2009,
that saw the introduction of a voluntary registry in South Australian Law. But unfortunately,
there was a caveat in there and a clause in which it stated that the minister may keep a register
rather than the minister must keep a register. Subsequently because of that, we still don't have

a register to this day.

In the following year, a group of donor conceived people including myself and members of the
donor conception support group of Australia, including recipient parents submitted a petition
to federal parliament. This leads to the establishment of the Senate inquiry into donor

conception practices here in Australia.

As a result of that inquiry, there were a bunch of recommendations which included to have
nationally consistent legislation, because here in Australia donor conception is governed by
state law and each state has different legislation. It suggested that we should have a register
for donor conceived people, as well as the protection and welfare of donor conceived people.
It suggested and recommended that we maintain the prohibition of anonymity as well as

include donor limits.

It was a total of over 30 other recommendations. However, because health law is a part of state
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jurisdiction, this inquiry achieved very little. In the following year in the state of Victoria, they
held a state based inquiry. The chair of this inquiry admitted afterwards, that they actually went
in believing that they would uphold the status quo and not make any changes to the access of
identifying information. However, they listened to the stories of the donor conceived people.

They listened to our pain, our trauma, our suffering, and when we cried, they cried.

The chair of this inquiry also stated after the inquiry that the committee was convinced that
this right referring to the right to identifying information on the donor must be given precedence
over the wishes of those donors who would like to remain anonymous. They recommended
retrospective access be given to identifying information which would become the world’s first.
However, changes to law always take time and it wouldn't become implemented until 2015 and
be called Narelle's Law after donor conceived person, Narelle Grech, who appeared before this
inquiry. Narelle had terminal bowel cancer. Because of her situation, the Victorian premier
intervened and Narelle got to meet her biological father, but sadly three months later she

passed away.

In the same year, | decided to undertake a doctor of philosophy by research because I'm a
medical research scientist, who has worked in the labs and was surprised by the lack of
research that had been conducted into the outcomes for donor conceived people. Some of this
had been qualitative research, but there had been very little in the quantitative field. Here in
South Australia and as well as in other states and Australian legislation regarding donor
conception and other areas of child welfare, it often states that the welfare of the child is to be
paramount. But in regard to donor conception, if no one has investigated our welfare from a
guantitative perspective then how do they know whether our welfare is being treated as
paramount? | undertook an investigation into the quantitative welfare outcomes of being donor

conceived.

Then in 2014, | challenged my birth certificate in a court of law. The man listed on my birth
certificate is not my biological for father, as it is for any other normally conceived person here
in Australia. What | wanted was an accurate record of my birth to remove the man listed and
to leave it blank, because | did not know at that time who my biological father was. Furthermore,
my dog and other livestock such as cattle and sheep have a more accurate birth record than |

do, which is incredibly dehumanizing.

| had three appearances in court representing myself with evidence, which was unequivocal to
prove that the man who was listed on my birth certificate was not my biological father. The
Attorney General's office was worried about what my challenge would actually represent, sent

three lawyers to challenge me in court to make sure that | lost.

| received judgment in 2015 rejecting my application. In effect this basically meant that every
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other South Australian can rebut paternity, which means that they can all challenge paternity,
except donor conceived people. Meaning that donor conceived people here are essentially

second-class citizens.

Also in 2015, we held a conference in Australia for donor conceived people. At the time we
believed this was perhaps the largest gathering of DC adults in the world in a room, with a total
of 47. We had presentations including personal stories from donor conceived people,
information on the rights of donor conceived people in Australian states and around the world,
and information on DNA testing, which is something that many donor-conceived people are

now doing and being able to find their biological families through these methods.

We had information on advocacy as a group rather than as an individual, advice from politicians
on how to advocate, as well as presentations from a human rights judge. Consequently, we
now have groups of donor-conceived people who now advocate together in a much more

organized and strategic fashion.

In 2016, a group of South Australian donor conceived people lobbied the politicians for a change
in law. We now had a greater response from more politicians. We had many responses rather
than a single one previously, partly because there is power of being able to advocate as a group
versus one person. We also had the politician that attended the Donor Conception Conference
who championed this cause. Subsequently there was a review of the legislation conducted by
Professor Sonia Allan, who is a legal academic specializing in reproductive technology and

donor conception.

This review recommended retrospective access to identifying information being given
retrospectively to donor conceived people, which would be the same as occurred in Victoria.
The South Australian government agreed to implement these recommendations. But
unfortunately, an election occurred shortly after, we had a change in government and the new
government did not commit to these recommendations. However, we were able to bring in
some of these changes later through a private members bill, which was put in on the back of a

surrogacy bill.

Then in 2018, | had somewhat of a family reunion. | had clues on who my father is with the
donor code and I'd conducted numerous different DNA tests. Then we had a match with
somebody who may possibly be an uncle and who agreed to take a DNA test for me. This test
confirmed that he was indeed my uncle. His family then contacted all of the brothers, with one
confirming that he was indeed a donor. He had traveled from Queensland, where they all lived,
to South Australia to be a donor, which was paid for by the clinics. He agreed to meet me and
my children, which are his grandchildren at a family reunion in Queensland. We flew across the

country to meet them all.
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In 2018, | finally found a group of people that were similar to me, in looks and behaviors. In this
image here, you will see a picture of my wife and my children, and my uncles, aunties, and a
cousin. However, sadly, two days before the reunion, my father decided not to meet me. We

hadn't spoken up until that time and all communications had occurred through his family.

However, 18 months later and out of the blue, | received a phone call from my father and he
was now ready to meet me. | flew back to Queensland where | finally met him. We have

extremely similar looks and personality traits, and we are still in constant contact to this day.

In 2019, a group of 16 donor conceived people, including myself and a surrogacy conceived
person from around the world converged on the United Nations in Geneva, Switzerland for the
Thirtieth Anniversary of the United Nations Convention on the Rights of the Child.

We did a presentation on the topic of children's rights in the age of biotechnology, which
focused on children who were conceived from reproductive technologies. We had received a
standing ovation, and at this conference | ripped up my own birth certificate in front of the
United Nations. The outcome of this conference for us was that we put together five

recommendations for donor conception to occur, which | have listed here.

| don't have time to go through these with you today due to time constraints. But if you would
like to see these, they are freely available online or you are free to contact me and | will send

them to you.

Currently in 2021, we have a South Australian Amendment Bill for Donor Conception, which is
currently under public consultation and review. What this amendment bill would mean is that
we would finally not only have this donor conception register, but it would also include
retrospective access to identifying information, which would overturn previous anonymity
agreements, making South Australia the second jurisdiction to do so. The register should be
and must be operational by the end of 2021. However, sadly COVID has impacted that a little
bit and it is delayed, but we are still hoping that it may be implemented by the end of this year.
Without the amendment bill, the register will only be prospective rather than retrospective. This
amendment bill also proposed to include the ability to change a birth certificate with a donor's

consent and also a DNA test, so | may eventually be able to have a truthful birth certificate.

| also finished my Ph.D. this year from which | found that donor conceived babies are at greater
risk of being born of low birth weight, preterm delivery and of having increased incidences of
birth defects, which is dependent on whether they were born from donor sperm or donor eggs
and embryos such that the risk for those people conceived with donor eggs and embryos is

greater than those conceived with donor sperm.

We also found that donor conceived adults also were more likely to suffer from a range of
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physical and mental health outcomes. We also found that this was associated with maternal
complications of pregnancy, such as preeclampsia and pregnancy-induced hypertension. This
all falls under what is known as the Developmental Origins of Health and Disease (DOHaD)
phenomenon, which stipulates that those people who were born of poorer outcomes such as
low birth weight or preterm delivery are more likely to go on and suffer adverse outcomes in

their health later on in life.

From this, we were able to conclude that the welfare of donor conceived people indeed had

not been treated as paramount in this state or country.

In conclusion, what I've found along this journey is that getting legislative change is a very long
and painful process. We have had fertility clinics and clinicians oppose us every step of the
way and have even made derogatory comments about us in the media. Of which | haven't
mentioned along this journey is the countless newspaper, TV, and radio interviews that donor
conceived people have undertaken, which has been needed to frame public debate and draw

our attention to the issues.

What we've also found is that it's vitally important to connect emotionally with the politicians
and the community as they need to understand and connect with our pain and trauma. We've
also found that getting a group together is a far more powerful way of achieving advocacy and
that also having people with a professional status and knowledge helps such as lawyers,
scientists, and ethicists. Also it has also been important to link to other sociological
phenomenon, such as adoption. We've also found it’s been vitally important to have a champion,
such as a politician, to help drive this change and to have a logical argument that is based on

law, ethics and science.

Thank you for your time.
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Presentation Slides
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International Forum:

Right to Know:Donor Inform@tion from the

Damian Adams, PhD
CAUTION:

LIQUID NITROGE N 29 August 2021 - Japar

Conception By Donor - 1973

Conceived at a public hospital clinic — the first sperm bank in Australia
opened 1972.

Grew up always knowing | was
donor conceived (unusual).

Wasn’t an issue as | was too busy
being a child.
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The Search For Information

In South Australia, legislation allowed the access to non-identifying
information at age 15 (1989), but not identifying info
(conceived post 2004 = yes).

Clinic said the records were destroyed.
Age 20 needed health information on the donor.
The narrative from clinic changed — records were just lost, not destroyed.

Freedom Of Information request (statutory binding request) showed they lied
—records existed (many other DCP been lied to - FOI).

Clinic would not match the donor code to any donor records.

Family Of My Own - 2003

Growing up | supported DC and anonymity
- even though my own identity construction was adversely affected,
- existential debt.

Birth of my daughter changed my
perspective 180°

Saw myself in my daughter but did not &
have my father to see myself in. \ :
W

Epiphany (
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Early Advocacy for Legislative Change

Following presentation of some advocacy is not exhaustive of all Australian
inquiries and legal reviews but presents a snapshot (picture)

Shortly after the birth of my daughter | started campaigning for DC rights:
- Australian Human Rights Commissioner,
- Federal Minister for Health and Aging,
- South Australian Premier,
- South Australian Ministers for Health (x2),
- Every single South Australian politician in both upper and lower house.

Hon Bob Such MP took my case to SA parliament achieving amendments in
2009 which saw the introduction of a voluntary register in SA law — but........

Federal Senate Inquiry - 2010

22 Feb 2010, DCSG submitted a petition to Federal Parliament
- established the Senate Inquiry into Donor Conception Practices in Aus.

Recommended:

- nationally consistent legislation,

- a register,

- protection of welfare of DCP,

- maintain prohibition of anonymity,
- donor limits,

+ over 30 other recommendations. |

Health law = state jurisdiction
. inquiry achieved little.
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Victorian Parliamentary Inquiry - 2011

Chair admitted post-inquiry that they went in believing that they would
uphold the status quo — not make any changes.

They listened to the donor-conceived. When we cried. They cried.

"The committee is convinced that this right must be given precedence, even
over the wishes of those donors who would like to remain anonymous.”
- recommended retrospective access to identifying information (world 1%

Changes to the law would take time — Narelle’s Law (2015).

In the mean-time the Victorian Premier intervened.

Narelle died 3 months after meeting her father.
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Doctor of Philosophy — by Research - 2011

As a medical research scientist working in laboratories | was surprised by the
lack of research into the outcomes for DCP.

Some qualitative research but very little quantitative.

Legislation states that the welfare of the child is paramount but........
no one had investigated their welfare from a quantitative perspective.

Investigation into quantitative welfare outcomes of DCP.

Birth Certificate Challenge - 2014

The man listed on my birth certificate is not my biological father.

Wanted an accurate birth record — remove the man listed and leave it blank.
My dog has more accurate birth record — dehumanizing.

3 appearances in court with evidence proving the man listed is not my father.

Attorney general’s office challenged my application
- 3 lawyers to make sure | lost.

Judgment received 2015 — every other South Australian can rebut paternity except
DCP = 2"d class citizens.
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National Donor Conception Conference - 2015

Largest gathering of DC adults in world at the time (47)

Presentations included:
- Personal stories from DCP,
- Current rights for DCP in Australian states and around the world,
- DNA testing — now so many have found their family,
- advocacy as a group rather than individually,
- advice from a politician on how to advocate,
- human rights judge.

Groups of DCP starting advocating together - more organised and strategic.

South Australian Legislative Review - 2016

Group of South Australian DCP lobbied politicians for a change in law,
- had greater response from more politicians (many versus one),
- politician that attended DCP conference championed the cause,
- review conducted by Prof Sonia Allan (legal academic).

Review recommended retrospective access to information (same as Victoria).

Government agreed to implement the recommendations:
but........... election..............change in government
- new government did not commit.

Changes brought in through private members bill on back of surrogacy bill
(2018).
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Family Reunion - 2018

Clues on who my father is:
- donor code,
- conducted numerous different DNA tests
- contacted a possible uncle who took DNA test — confirmed uncle

- they contacted a brother who confirmed he was a donor (Qld — SA).

He agreed to meet me and my kids (his grandchildren) at a family reunion
in Queensland (across country).

Family Reunion - 2018

| had finally found people that were similar to me.

2 days before the reunion he decided not to meet me. We had not spoken.
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The Apple Does Not Fall Far From The Tree
18 months later | received a phone call from my father.

He was now ready to meet me.

Fly back to Queensland.

United Nations — 30" Anniversary UNCRC - 2019

UN — Geneva, Switzerland — 16 DCP and a surrogacy conceived person from around the world
—> Standing ovation —ripped up my birth certificate.

1) Ensure the right of donor-conceived and surrogate-born children to access information about their identity and
origins regardless of when these children were conceived and born, and to preserve relationswith their biological,
social and gestational families.

2) Ensure that comprehensive and complete records of all parties involved in the conception of the child be held by the
State in perpetuity for future generations.

3) Respect and promote the full and effective enjoyment of all the rights of donor-conceived and surrogate-born
children in both the immediate and longer terms.

4) Ensure that the best interests of the child be the paramountconsiderationin all relevant laws, policies and practices
and in any judicialand administrative decisions. This requires a best interests assessment pre-conception on a case-by-
case basis.

5) Prohibit all forms of commercialisation of gametes, children and surrogatesincluding, but not limited to, the sale and
traffickingin persons and gametes.
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South Australian Amendment Bill - 2021

Currently under public consultation and review.

Donor conception register — retrospective access.
- overturning previous anonymity agreements (2" jurisdiction),

- must be operational by end of 2021.

Also proposed to include the ability to change BC with donor’s consent and
DNA test.

PhD — Completed Journey

DC neonates at greater risk of low birth weight, preterm delivery,
birth defects (sperm v egg/embryo).

DC adults reported increased:

- diagnosis of diabetes type 1, thyroid disease, acute bronchitis,
environmental allergies, sleep apnoea, attention deficit disorder,
autism and depressive disorder,

- experiences of seeing a mental health professional, identity formation
problems, learning difficulties, panic attacks, recurrent nightmares,
alcohol/drug dependency, and eating disorders.

Associated with maternal complications (preeclampsia & PIH) > DOHaD.

Subsequently, welfare of DCP has not been treated as paramount.
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Conclusion

Getting legislative change is a long and painful process.
- fertility clinics and clinicians have opposed every step.

Didn’t mention the countless newspaper, TV and radio interviews
needed to frame public debate and draw attention to the issue.

Need to connect emotionally with politicians and the community
—they need to understand and connect with the pain.

Getting a group together is far more powerful.

Having people with professional status and knowledge helps,
lawyers, scientists, ethicists etc.

Need a champion (politician) to help drive change.
Have a logical argument based on law, ethics and science.

Thankyou

damianhadams@yahoo.com.au

in
L
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