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A. Executive summary

1.  The Advisory Committee on Assisted Reproductive Technology (ACART) has reviewed the
regulation of posthumous reproduction under section 35(1)(a) of the Human Assisted
Reproductive Technology Act 2004 (HART Act) and is about to issue new guidelines for the
posthumous use of gametes, reproductive tissue and stored embryos. The new guidelines
replace the guidelines issued in 2000, which only apply to the posthumous use of sperm.

2. Posthumous reproduction involves using a person’s reproductive tissue, sperm, eggs or
stored embryos after their death to produce offspring. Currently, where there is consent to
the posthumous use of sperm (but not eggs) after death, their use is an established
procedure. Scientific advances in retrieving and/or freezing gametes and embryos have
made this form of reproduction possible. However, there are complex ethical and legal
issues associated with the posthumous use of gametes, reproductive tissue or stored
embryos that needed careful consideration and consultation.

3. ACART undertook a two-stage consultation to develop the new guidelines. The first stage,
in 2018, sought feedback on the ethical acceptability of posthumous reproduction. The
responses from that consultation informed the development of draft guidelines, which
ACART then consulted on in 2020.

4, Following this consultation, ACART is proposing to publish new guidelines that will permit
the posthumous use of gametes, reproductive tissue or stored embryos in particular
circumstances. In many situations, this use will require approval from the Ethics Committee
on Assisted Reproductive Technology (ECART).

5.  As part of the process of developing these new guidelines, ACART has carefully considered
the wellbeing of posthumously conceived children, that is, children born from individuals
who stored gametes while alive and have since died, or children born from gametes
retrieved after a person has died. ACART has mitigated potential risks through detailed
requirements for counselling and evidence of specific consent to use a person’s gametes
after that person’s death and limiting use only to the partner of the deceased or to a person
the deceased has explicitly specified. These provisions are intended to protect the wellbeing
of any resulting children and recognise the significance of consent and the importance of
relatedness and whakapapa, while meeting the statutory principles in the HART Act and in
the Code of Health and Disability Services Consumers’ Rights (the Code).

6. In addition to issuing the new guidelines, ACART recommends that you ask Cabinet to
change the Human Assisted Reproductive Technology Order 2005 (the HART Order) to
clarify circumstances where the posthumous use of embryos and gametes is an established
procedure and clarify that no posthumous reproduction using posthumously-retrieved
gametes or tissue is ever an established procedure. All assisted reproductive procedures
that are not established procedures must be reviewed by ECART, using guidelines issued
by ACART.

7. Finally, ACART recommends a change to the HART Act to give adults who had gametes or
tissue collected when they were minors! the option to consent to different uses of their
collected gametes once they reach the age of consent. The HART Act currently unjustifiably
discriminates between people’s use of their own collected gametes based on their age when
the gametes were collected.

1 For the purpose of these guidelines, people under the age of 16 years (consistent with the HART Act).



B. Recommendations

ACART recommends that you:

1

note ACART is about to issue new guidelines for the posthumous use of
gametes, reproductive tissue and embryos

present a copy of the guidelines to the House of Representatives in
accordance with section 36(3) of the HART Act

agree to recommend to Cabinet a change to the HART Order to clarify
in which circumstances the posthumous use of embryos and gametes is
an established procedure

a) when specific consent requirements of the deceased are met,
the use of gametes and embryos stored prior to someone’s
death may be an established procedure

b) other established procedures in the HART Order only apply to
live people, including retrieval of gametes

agree to recommend to Cabinet a change to the HART Order to clarify
that the use of posthumously retrieved gametes or tissue is never an
established procedure

agree to recommend to Cabinet a change to the HART Act to give
adults who had gametes or tissue collected when they were minors the
option to consent to different uses of their collected gametes once they
reach the age of consent

note these guidelines will be used before and until the HART Act and
HART Order are changed and will then be updated if and when the
HART Act and HART Order are changed as recommended.

Calum Barrett

Acting Chair, Advisory Committee on Assisted Reproductive Technology

Yes / No

Yes / No

Yes / No

Yes/ No

Yes / No

Yes / No

Yes / No

Minister’s signature Date
Calum Barrett Martin Kennedy
Acting Chair, ACART Senior Policy Analyst, Ministry of Health
Phone 04 495 7804 (business) Phone 04 816 4459
Cell phone Cell phone | N/A




C. The new guidelines

Guidelines for the Posthumous use of Gametes, Reproductive
Tissue and Embryos

Preamble

ACART can issue guidelines

ACART is appointed by the Minister of Health. One of its functions is to issue guidelines on
any matter relating to any kind of assisted reproductive procedure (section 35(1)(a) of the
HART Act, including in respect of gametes derived from deceased people — section 38(c)
of the HART Act).

ACART considers that the use of a deceased person’s stored embryos and/or gametes is
an established procedure only when the deceased person gave fully informed and specific
consent to the use after their death. This includes situations where gametes were retrieved
and stored before a person’s death.

ECART approval is always required for use in cases where gametes were retrieved
posthumously. Where there is insufficient evidence of consent from the deceased for
posthumous use, the procedure cannot be approved.

Guidance on terms used

In these guidelines, unless specified otherwise, words should be interpreted in accordance
with definitions given in the Interpretation Act 1999, HART Act and the HART Order.

Scope of the guidelines

These guidelines set out the requirements that ECART must ensure are met if a person
applies to ECART for permission to use the gametes or reproductive tissue of a deceased
person, or embryos formed from that person’s gametes, to create offspring.

A High Court judge may choose to consider these guidelines when assessing an
application to authorise the retrieval of gametes or reproductive tissue from a recently
deceased person.

If the gametes or reproductive tissues were retrieved after death, ethical approval for use
would only be permitted if ECART were satisfied that the person from whom the gametes
or reproductive tissue were extracted had consented, before death, to the specific use of
those gametes after death.

Specific use

The HART Order uses the phrase ‘specific use’ in connection with the deceased person’s
consent. For ACART’s purposes, ‘specific use’ means that the deceased person gave
informed consent for a specific person(s) to use their gametes after their death.




Principles

When considering an application to carry out any of the following procedures, ECART
must be guided by the principles of the HART Act. The principles state:

All persons exercising powers or performing functions under this Act must be guided by
each of the following principles that is relevant to the particular power or function:

a) the health and well-being of children born as a result of the performance of an
assisted reproductive procedure or an established procedure should be an
important consideration in all decisions about that procedure:

b) the human health, safety, and dignity of present and future generations should be
preserved and promoted:

c) while all persons are affected by assisted reproductive procedures and
established procedures, women, more than men, are directly and significantly
affected by their application, and the health and well-being of women must be
protected in the use of these procedures:

d) no assisted reproductive procedure should be performed on an individual and no
human reproductive research should be conducted on an individual unless the
individual has made an informed choice and given informed consent:

e) donor offspring should be made aware of their genetic origins and be able to
access information about those origins:

f) the needs, values, and beliefs of Maori should be considered and treated with
respect:

g) the different ethical, spiritual, and cultural perspectives in society should be
considered and treated with respect.




PROVISIONS THAT APPLY TO ALL PROCEDURES COVERED IN THESE
GUIDELINES

Posthumous use of embryos, gametes or reproductive tissue

Consent requirements

ECART must be satisfied that the following requirements have been met.

1. The person from whom the gametes or reproductive tissue were extracted, or from

whose gametes the stored embryos were formed, consented before their death to the

specific use of those gametes, embryos or reproductive tissue after their death.

2. The consent to posthumous use for creating offspring must be for a specific person(s)

who will be the intending parent(s).

3. Neither the deceased nor the intending parent(s) have been subject to undue
influence.

4. The intending parent(s) and the deceased considered and understood the potential
social and psychological risks to the child(ren) and demonstrated why the risks are
justified.

5. Consent to posthumous use is valid, taking into account the time since consent was

given and any changes in circumstances since an individual consented to posthumous

use.

Notes

Ethical approval is always required for the use of posthumously retrieved gametes and
reproductive tissue.

If assisted reproductive procedures or research that require ECART approval were
involved, such as surrogacy or within-family gamete donation, the relevant guidelines
would also apply.

ECART has the discretion to decide what constitutes sufficient evidence of consent for
posthumous use and whether any particular request under consideration is valid.




Counselling requirements

ECART must be satisfied that all the following requirements have been met.

1.

The intending parent(s) and any other relevant parties have received counselling in
accordance with the current standards for fertility services.

. Counselling will be available to all relevant parties before and after pregnancy is

achieved.

3. The interests and wellbeing of offspring is a consideration in all decision-making.

The counselling has covered the fact that any resulting children may only have one, or
no, living genetic parent.

The counselling is culturally appropriate.

The counselling has included the whanau or extended family of the intending parent(s)
where desired by the intending parent(s).

The counselling has provided for the inclusion of any existing children of the intending
parent(s) and other relevant parties.

The counselling has included implications counselling for all relevant parties, and in the
opinion of the counsellor, the parties have considered:

a) the wellbeing of any resulting offspring, including the right of children to know
about their posthumous conception and/or birth from an early age

b) requirements for information sharing under the HART Act

c) any specific issues that might affect the health and wellbeing of all parties,
especially the offspring

d) issues and cultural considerations related to use, storage and disposal of
gametes, embryos and reproductive tissue

e) the relevant parties’ reasons for wishing to use posthumously derived (when
relevant) gametes to create a child

f) the advisability of waiting before having a child, to allow time for a grieving process
that can ensure considered decision-making

g) the relevant parties’ current and possible future feelings about posthumous
reproduction.

Legal advice requirements

ECART must be satisfied that the following requirement has been met.

1.

The counselling has encouraged the intending parent(s) to seek independent legal
advice, in particular to ensure that the intending parent(s) understand the legal status
of any resulting child or implications for inheritance rights, the child’s birth certificate
and other family relationships.

Health/medical advice requirements

ECART must be satisfied that both the following requirements have been met.

1.
2.

All relevant parties have received independent medical advice.

Medical reports show that the relevant parties have been informed of the health
implications of the procedure(s).




ADDITIONAL PROVISIONS THAT APPLY TO SPECIFIC PROCEDURES

Posthumous reproduction and minors

For the purpose of these guidelines:
a) a ‘minor’ means an individual aged under 16 years (consistent with the HART Act)

b) gametes obtained from minors may only be used by the individual from whom the
gametes were obtained?

c) if a minor has frozen gametes or reproductive tissue and dies before they can use
those gametes or reproductive tissue, such gametes or reproductive tissue are not
able to be used by anyone else.?

Posthumous reproduction using donated gametes

For the purpose of these guidelines, donated gametes may be used posthumously in
cases where the donor gave consent to specific use of their gametes after their death.

2 This is consistent with section 12 of the HART Act, which may be amended in future. If section 12 is amended, this
part of the guidelines will be changed to reflect the amendment.



D. The purpose and scope of this
advice and the guidelines

8.  This report consults you, under section 41(2) of the HART Act, on new guidelines for the
posthumous use of gametes, reproductive tissue and stored embryos that ACART is about
to issue to ECART and explains the reasons for, and likely implications of, the new
guidelines. The new guidelines replace the current Guidelines for the Storage, Use and
Disposal of Sperm from a Deceased Man, that were issued in 2000.

9.  The new guidelines expand the scope of the current guidelines to include:
« use of frozen eggs from a deceased woman
« use of frozen sperm from a deceased man
« the use of reproductive tissue that was retrieved during a person’s life

« use of stored embryos.

10. This advice also recommends changes to the HART Act and HART Order and explains the
reasons for those recommendations.

In scope

11. ACART recommends that you ask Cabinet to change the HART Order to clarify situations
where posthumous use of embryos and gametes is an established procedure. For example,
in cases where there is specific and robust consent to use the gamete or embryo stored
before a person’s death. ACART also recommends that you agree to clarify in the HART
Order that no posthumous reproduction using posthumously retrieved gametes or tissue
should ever be an established procedure. This will make it clear that the established
procedures (such as collecting sperm and eggs) listed in the HART Order only apply to ‘live’
people. All assisted reproductive procedures that are not established procedures must be
reviewed by ECART using guidelines issued by ACART.

12. ACART also recommends that you agree to review the HART Act to give adults who had
gametes or tissue retrieved when they were minors the option to consent to different uses
for those gametes or tissue once they reach the age of consent. Currently, section 12(3) of
the HART Act only allows gametes collected from minors (those under the age of 16 years)
to be used to bring about a child they are likely to raise themselves. This means that such
gametes cannot be donated to other people, even if the minor then survives to adulthood.
ACART considers this to be an anomaly and proposes that when a person reaches the age
of consent (16 years),® they should be able to consent to a different use (for example,
donation) of their stored gametes or reproductive tissue that was collected when they were
a minor.

3 Age of consent is the age at which an individual is considered legally old enough to consent to participate in sexual
activities.



Out of scope

13.

Neither the amended guidelines nor this advice cover:

the posthumous retrieval of gametes or tissue from a deceased person. Because the
HART Order lacks sufficient clarity to allow ACART to say with certainty whether ECART
has authority over posthumous collection of gametes or tissue, and the guidelines are to
be issued to ECART, the guidelines currently confine themselves to the question of
posthumous use

the retrieval (while alive) and storage of gametes or reproductive tissue from an individual
who is permanently incapacitated or unconscious because this would be contrary to the
Code

human reproductive research carried out using gametes and embryos of a deceased
person. The HART Act requires ACART to give you advice on this subject (section 37(1)),
and ACART plans to address this as part of the review of the guidelines on human
reproductive research.



E. How New Zealand regulates assisted
reproduction

14. New Zealand’s regulation and requirements for assisted reproduction are set out in:
o the HART Act and the HART Order
« the Code of Health and Disability Services Consumers’ Rights (the Code)
« guidelines issued by ACART to ECART
« Nga Paerewa Health and Disability Services Standard (NZS 8134:2021)

« other legal instruments and case law relating to consent, adoption and recording
parentage.

The HART Act

15. The HART Act is the principal law regulating human assisted reproductive technology and
human reproductive research in New Zealand. The HART Act requires ACART to advise
the Minister of Health on specific matters related to assisted reproduction. This advice must
be consistent with the Code.

The HART Order

16. The HART Order lists the established procedures that clinics are permitted to do without
ECART approval and the exceptions to those procedures that require ethical review by
ECART in accordance with ACART guidelines.

Guidelines issued by ACART

17. ACART issues guidelines to ECART, as required by section 35 of the HART Act, for assisted
reproductive procedures that ECART needs to consider. As part of this advice, ACART is
proposing that certain activities require ECART’s ethical approval, that is, would be subject
to the guidelines. Guidelines are effectively secondary legislation.

The Code of Health and Disability Services Consumers’ Rights

18. The Code applies to any person or organisation providing or receiving health and disability
services in New Zealand. Rights 5, 6 and 7 of the Code give every consumer the right to
effective communication, to be fully informed and to make an informed choice and give
informed consent respectively. Right 7 also gives every consumer the right to make
decisions about what happens to their body parts or bodily substances removed or obtained
in the course of a health care procedure.

19. While the Code does not address all matters of informed consent for assisted reproductive
technology, any regulations, or guidelines issued by ACART, must be consistent with the
Code.*

4 HART Act section 76(1)(a)(i).



Nga Paerewa Health and Disability Services Standard

20.

Providers of fertility services in New Zealand must operate in accordance with Nga Paerewa
Health and Disability Services Standard (NZS 8134:2021) which sets out requirements for
the safety and quality of fertility services in New Zealand. The Standard is a form of
regulation issued under the Health and Disability Services (Safety) Act 2001. Providers are
audited and certified against the Standard, which the Ministry of Health administers.

Informed consent

21.

22.

23.

24.

A well-established body of law and practice, concerning informed consent for medical
procedures, upholds the principle that autonomous individuals have the right to make
decisions about procedures carried out on them.

Section 4 of the HART Act (Principles) addresses informed consent. It provides:

(d) ... no assisted reproductive procedure should be performed on an individual and no
human reproductive research should be conducted on an individual unless the individual
has made an informed choice and given informed consent.

When carrying out any medical procedure, providers must ensure that consumers® receive
information about all important aspects of their procedures. Appropriate consent forms for
the procedure are required, and providers must have clear policies and procedures in place
to obtain informed consent from consumers in ways that meet the consumers’ needs.

ACART’s policies and new guidelines place weight on the consent of the deceased person,
both to honour their wishes and to avoid use without their explicit consent.

Other relevant legislation relating to adopting children from
surrogacy

25.

26.

The legal status of children born as a result of assisted reproductive procedures is governed
by the Status of Children Act 1969.° The Status of Children Act 1969 determines who a
child’s parents are at the child’s birth. Under this act, a child conceived naturally by a man
and a woman but born after the death of the father and/or mother is deemed to be the child
of the father and the mother. Both the father and the mother are named as the parents on
the child’s birth certificate under the Births, Deaths, Marriages, and Relationships
Registration Act 1995.

Different rules apply when a child is conceived by means of an assisted reproductive
procedure. In that case, the Status of Children Act, as amended in 2004, provides that the
birth mother is deemed to be the mother of the child, even if the embryo implanted used the
egg of another woman. If the birth mother has a partner at the date of conception and that
partner consented to the reproductive procedure, then that partner is deemed to be the
child’s other parent. If the birth mother has no partner, or their partner did not consent to the

In this document, we have defined an assisted reproductive technology (ART) ‘consumer’ using the definition
given in the glossary of the Standard: ‘A user or participant in the service, including client, patient, gamete or
embryo donor. Where appropriate this may include the family/whanau or other representatives.’ The term
‘individual’ is most commonly used.

Status of Children Act 1969, section 13. This act was amended in 2004 to extend the status of parent to include a
woman living as a de facto partner of the birth mother. The birth mother and her male or female partner will be the
legal parents, even if neither person has a biological connection to the child (see:
www.legislation.govt.nz/act/public/2004/0091/latest/whole.html).


http://www.legislation.govt.nz/act/public/2004/0091/latest/whole.html

27.

procedure, the woman will be deemed to be acting alone and the child’s birth mother will be
the child’s only parent.

If a woman conceives a child after the death of her partner, for example, using sperm of her
deceased partner, then the deceased will not be the father of the child under the Status of
Children Act and cannot be registered as the father of the child. If the woman has a new
partner, then that partner will be deemed to be the parent of the child and registered as
such under the Births, Deaths, Marriages, and Relationships Registration Act.



F. Why ACART is replacing the

guidelines

ACART is required to review its guidelines regularly

28.

29.

30.

Under section 35(1)(a) of the HART Act, ACART is required to review its guidelines
regularly.

The current Guidelines for the Storage, Use, and Disposal of Sperm from a Deceased Man
were published by the National Ethics Committee on Assisted Human Reproduction
(NECAHR) in 2000, before the HART Act was introduced and subsequently adopted by
ACART.

The current guidelines have a limited scope and do not address recent technological
developments, such as egg freezing. ACART believes the guidelines should be replaced
and the scope expanded to include eggs, reproductive tissue and embryos stored before a
person’s death and the potential for using gametes or reproductive tissue retrieved after a
person’s death to be considered by ECART.

ACART has identified the need for new and updated guidelines
from ECART, the fertility sector, a High Court case and media

31.

32.

33.

34.

ACART'’s functions include monitoring the application of assisted reproductive procedures
and liaising with ECART on general and specific matters relating to assisted reproductive
procedures (section 35 of the HART Act). Section 35(1)(b)(ii) directs ACART to assess
whether any established procedure should be modified or cease to be an established
procedure.

ECART can refer a case to ACART under section 18(2)(b) or request advice under section
28(1)(c). On 9 June 2016, ECART wrote to ACART strongly supporting a review of the
posthumous reproduction guidelines on the grounds that they are out of date and that
clearer and more detailed guidance about posthumous reproduction is required.

The current guidelines are very limited. Clinics and consumers have told ACART that they
would value a clearer regulatory framework that specifies who can ethically and legally use
reproductive material from a deceased person and under what circumstances.

The fertility sector, other stakeholders and media have all commented on the need for a
comprehensive regulatory framework to ensure consistency and clarity in the way that we
deal with requests for the posthumous retrieval and/or use of gametes and reproductive
tissue and the posthumous use of stored embryos.

The Re Lee High Court case

35.

In 2017, the High Court in Auckland authorised the posthumous retrieval of sperm from a
deceased man without his consent.” Mr Lee® had died suddenly and unexpectedly, and his
partner, Ms Long, was pregnant at the time with their first child. Ms Long wanted to have

7 Lee v Long [2017] NZHC 3263.
8 All names included in this report are pseudonyms.



36.

37.

38.

sperm taken from Mr Lee so that, at some point in the future, she could have a second child
as a sibling for their first child. This was the first New Zealand case to consider in depth the
lawfulness of retrieving sperm from a dead man without his consent.

Justice Heath noted that there were no statutory or regulatory provisions dealing explicitly
with this issue.® On his interpretation though, posthumous collection of sperm was not an
established procedure. Therefore, authorisation was required before it could take place.x
While that authorisation should technically come from ECART, Justice Health ruled that the
High Court could also authorise the posthumous collection of sperm as part of its inherent
jurisdiction. This was necessary, he decided, because ‘there is no realistic prospect that an
ethics committee could be convened in every case where an application of the type made
by Ms Long was made on an urgent basis’.1t

The High Court noted that authorisation of the use of such gametes, however, would have
to come from ECART. The Court’s role was limited to authorising the retrieval of the sperm.

The new guidelines provide ECART with the ability to consider applications for the
posthumous use of gametes and embryos. However, ACART believes that the HART Order
lacks sufficient clarity as to whether ECART could have authority over posthumous
collection of gametes or tissue. The guidelines therefore currently confine themselves to the
guestion of posthumous use and do not address posthumous retrieval.

ACART keeps guidelines current and provides you advice

39.

40.

41.

ACART has analysed the current guidelines and submitters’ responses to both
consultations as required under section 39 of the HART Act and has developed new
guidelines for the posthumous use of gametes, reproductive tissue and stored embryos.

ACART may issue these guidelines to ECART only after it has:

« based on a discussion paper or an outline of the new guidelines, given interested parties
and members of the public a reasonable opportunity to make submissions

« taken any such submissions into account

« consulted on the new guidelines with the Minister of Health.

This aim of this document is to consult with you on the new guidelines.

9 Lee v Long at [26].
10| ee v Long at [55]. See also [95], where the Judge reiterates this understanding.
11 L eevLong at [101].



G. Matters ACART has taken into

account

42.

In developing the new guidelines, ACART has taken into account:
the principles of the HART Act

other common ethical principles and considerations, including autonomy, consent and
the wellbeing of children, families and whanau

wider legal and public policy considerations, including the right to informed consent to
health care/treatment under the Code

uncertainty about the legality of retrieving gametes posthumously and who might legally
authorise it (other than the High Court)

feedback from the stage one and two public consultations
evidence and information from local and international sources
ACART’s ethical framework.

The Treaty of Waitangi

43.

44,

45.

46.

ACART has a responsibility to contribute to the Crown meeting its obligations under the
Treaty of Waitangi / Te Tiriti o Waitangi (Te Tiriti). ACART endeavours to adhere to and
work in the spirit of the goals set out by the Ministry of Health obligations under Te Tiriti.

More details about ACART’s efforts to meet obligations of Te Tiriti are presented in an online
document?? setting out ACART’s functions and the regulatory and ethical setting in which it
operates.

It is noted that, in te ao Maori, great significance is placed on whakapapa, the connection
between generations and whanau. This connection joins people from the past, and the atua
(gods), to the future descendants. These considerations are protected through the
importance of whakapapa connecting resulting children to their genetic lineage as well as
their whanau. Even if one cannot meet one’s genetic parent, one can still connect with the
whanau of one’s genetic parent.

There is also the ability of whanau to be involved in decision-making at the clinics if the
individual desires that. An example is enabling individuals to involve their wider whanau in
counselling as a group and for ECART to check counselling has been culturally appropriate
and consistent with principle 4(f) of the HART Act, which states that ‘the needs, values, and
beliefs of Maori should be considered and treated with respect’.

12 Summaries of the Regulation of Assisted Reproduction in New Zealand and the Legal, Ethical and Cultural Issues

often Involved in Assisted Reproduction, available from the ACART website at:
https://acart.health.govt.nz/publications-and-resources/publications/summaries-of-the-regulation-of-assisted-
reproduction-in-new-zealand-and-the-legal-ethical-and-cultural-issues-often-involved-in-assisted-reproduction/



Cultural considerations

47.

48.

49.

New Zealand is a culturally and ethnically diverse country, and ACART has taken this into
account when addressing cultural considerations. Principle 4(g) of the HART Act requires
the different ethical, spiritual and cultural perspectives to be considered and treated with
respect in the context of assisted reproduction.

In relation to posthumous use of gametes and tissue and considering the ethical principle
of autonomy (see below), individuals have the right to consent to their own treatment as it
relates to the posthumous use of their gametes or embryos. In the matter of family and
whanau collective decision-making it is up to the individual to involve their families and
whanau and is not a requirement to be stipulated in guidelines.

In relation to societal aversion to posthumous reproduction, this is mitigated by the strong
requirement for consent to be valid. That is, while some people consulted felt posthumous
reproduction was not desirable or appropriate for society to allow, this perspective cannot
prevent individuals from being permitted to choose to benefit from assisted reproductive
technology. This is one of the purposes of the HART Act.

Disability perspective

50.

51.

When developing guidelines or advice, ACART must consider the perspectives of people
with disabilities. As with the regulatory and cultural considerations, ACART’s consideration
of disability matters is set out in its online document.*3

The Human Rights Act 1993 prohibits discrimination against individuals on the basis of
disability, and New Zealand is a signatory to the United Nations Convention on the Rights
of Persons with Disabilities. People with disabilities have equal rights to make autonomous
decisions over their own reproduction. Clinics must ensure, where practical, that clients with
disabilities are provided with services and information in an appropriate manner, including
accessible formats.

Ethical considerations

52.

53.

In considering ethical matters, ACART referred to its ethical framework, which incorporates
the principles of the HART Act and generally accepted ethical principles. ACART’s ethical
framework considers the welfare of those affected by the procedure and the consent and
autonomy of all those involved, as well as social trust and responsibility.*

There are many ethical complexities involved in undertaking posthumous reproduction: a
child will be born who can never meet, contact or get to know a genetic parent or possibly
both genetic parents. This contrasts with donor conception, for which New Zealand has
strong laws enabling donor-conceived offspring to find out the identity of their donor and
potentially meet them. For many people, genetic heritage is a key part of a person’s sense
of identity and belonging. In addition, the child cannot have the deceased person’s name
on their birth certificate. Due to the impacts on children of posthumous reproduction, it is
generally considered a more ethically complex form of reproduction.

13 Summaries of the Regulation of Assisted Reproduction in New Zealand and the Legal, Ethical and Cultural Issues

often Involved in Assisted Reproduction, available from the ACART website at:
https://acart.health.govt.nz/publications-and-resources/publications/summaries-of-the-regulation-of-assisted-
reproduction-in-new-zealand-and-the-legal-ethical-and-cultural-issues-often-involved-in-assisted-reproduction/

14 Ethical Framework for ACART is available from the ACART website at: https://acart.health.govt.nz/publications-

and-resources/publications/ethical-framework-for-acart/



H. ACART’s two-stage consultation

process

54.

55.

This section explains how ACART has reviewed and revised the guidelines, consulted
stakeholders and taken their views into account, as well as outlining the implications of the
changes.

As part of the process to develop the new guidelines, ACART consulted the public twice.
The first consultation ran from 3 July to 3 September 2018 and asked the public if, and in
what circumstances, they felt posthumous reproduction might be acceptable. Then, from 15
July to 30 September 2020, ACART presented proposed guidelines along with information
on the background and rationale for those guidelines. ACART’s summaries of submissions
for both consultations and the raw submissions are published on ACART’s website. The
summaries are attached as to this report as Appendix 1.

First consultation

56.

S7.

58.

59.

In June 2018, ACART advised Hon Dr David Clark, as the then Minister of Health, about its
intention to consult the public on the background, rationale and policy options for reviewing
the Guidelines for the Storage, Use, and Disposal of Sperm from a Deceased Man. The
consultation sought the public’s feedback on significant policy issues about whether and in
what circumstances posthumous reproduction is acceptable. The paper raised important
ethical questions about the retrieval and use of gametes from a person who is no longer
able to provide their consent to that retrieval and use. It also raised issues about who should
be able to authorise the retrieval and use of gametes and how any regulatory mechanism
might operate. ACART subsequently provided Mr Dunne (previous Associate Minister of
Health) with a copy of the consultation document.

In the first consultation process, ACART received written and verbal submissions from
68 individuals and organisations, including fertility services providers; consumer, medical
and religious groups; and a number of individuals and whanau who were interested in the
use of frozen gametes from their loved ones who had died.

In addition to receiving written submissions, ACART held meetings with stakeholders and
interested submitters. Three meetings were with staff members from three main fertility
services providers and three individuals who indicated that they would like to submit
verbally. With the support of The Centre for Science and Citizenship, ACART also
canvassed the views of young people regarding the topic of posthumous reproduction,
asking them a series of targeted and age-appropriate questions.

The first consultation raised a number of matters, many of which ACART addressed in the
second consultation document. ACART’s recommendations and advice to you take the
comments from the first consultation into account.



Second consultation

60.

61.

62.

ACART prepared a second consultation document and provided it to Hon Dr David Clark,
as the then Minister of Health, in June 2020. During the second consultation, ACART sought
feedback from the interested public on the proposed guidelines and important policy issues,
including the consent requirements for using gametes, reproductive tissue or stored
embryos after a person has died.

In the second consultation, ACART received written and oral submissions from
37 individuals and organisations, including fertility services providers; consumer, medical
and religious groups; and a number of individuals and whanau who were interested in the
use of frozen gametes from their loved ones who had died. Three meetings were held via
the online, video conference platform Zoom with fertility service providers and advocacy
groups to clarify the rationale for the proposed guidelines and talk through the guidelines’
workability.

Section | below discusses the feedback received as part of assessing each proposed
change.



The changes to the guidelines

63.

This section explains ACART’s decisions with regards to the new guidelines and
recommendations regarding amendments to the HART Act and HART Order. This section
also describes how submitters’ perspectives were taken into account, how the new
guidelines will better deliver the full benefits anticipated in the HART Act and how they more
closely follow the principles of the HART Act.

Proposal 1. New guidelines should be published that expand on
the scope of the current guidelines

The problem

64.

65.

The current Guidelines for the Storage, Use and Disposal of Sperm from a Deceased Man
were published by NECAHR in 2000, before the HART Act was introduced. Given that there
have been significant societal and technological advances over the past 20 years (such as
the ability to now retrieve and cryopreserve gametes and reproductive tissue), the current
guidelines are no longer fit for purpose as they are too limited in scope and leave a large
regulatory gap.

Relevant issues that the current guidelines do not address include:

a) retrieval of sperm from a deceased man

b) retrieval and/or use of eggs from a deceased woman

c) retrieval and/or use of reproductive tissue from a deceased man or woman
d) use of stored eggs after the death of a woman

e) use of stored embryos after the death of one or both of the gamete providers or
intending parent(s).

ACART s rationale

66.

As stated in section F above, ACART has received feedback from ECART, the fertility sector
and a High Court case that the current guidelines are too limited in scope and no longer
provide adequate guidance on posthumous reproduction. Following consultation, ACART
believes new guidelines on posthumous reproduction should be expanded from just
covering the posthumous use of sperm to include stored embryos, reproductive tissue (from
ovaries and testes) and all gametes. These new guidelines cover a wider range of scenarios
and provide clearer guidance to ECART and the fertility sector on the circumstances in
which gametes, reproductive tissue and embryos can be used posthumously.

Submitters’ views

67.

Before ACART’s public consultation into posthumous reproduction in New Zealand,
ECART, clinics and consumers wrote to ACART seeking a clearer regulatory framework
that specifies who can ethically and legally use reproductive material and under what
circumstances. ACART also followed a number of media articles and a High Court case
regarding the posthumous use of gametes.



68.

Submitters told ACART that the current legal status of posthumous use is unclear and that
New Zealand needs a comprehensive regulatory framework to ensure consistency and
clarity in the way we deal with requests for the posthumous use of gametes and reproductive
tissue and the posthumous use of embryos.

Benefits of the changes

69.

70.

The new guidelines expand on the scope of the current guidelines and will address the
posthumous use of stored embryos, reproductive tissue (from ovaries and testes) and all
gametes (both eggs and sperm). The new guidelines do not address any requirements for
the posthumous retrieval of gametes or reproductive tissue for reasons described in
proposal 2 below.

By updating the current guidelines from 2000, more people will be able to take advantage
of fertility procedures. This change means that New Zealand will more fully secure the
benefits of assisted reproduction, which is the first purpose of the HART Act. More
specifically, ECART will be able to consider cases that involve the use of gametes after the
death of one or both of the biological parents, provided it is satisfied that there is consent to
posthumous use of the gametes and the circumstances of the specific case justify their use.

Proposal 2: The new guidelines should only apply to the
posthumous use of gametes and reproductive tissue and not the
posthumous retrieval of gametes and reproductive tissue

The problem

71.

72.

While the new guidelines enable ECART in certain circumstances to authorise the use of
tissue or gametes collected posthumously, ACART believes it is unclear whether the
legislation permits ECART to authorise the posthumous retrieval of reproductive tissue and
gametes. The new guidelines are therefore limited to only posthumous use.

Clinically, retrieval of gametes or reproductive tissue after death must be done within 48
hours of death for optimum viability, after which the gametes or reproductive tissue may be
cryopreserved. It would be impractical for ECART to have a role in approval. On the
assumption that such retrieval constitutes an assisted reproductive procedure under the
law, it will need to be authorised by the High Court.

ACART s rationale

73.

74.

The definition of human tissue in the Human Tissue Act, and s76(1A) of the HART Act)
strongly support the argument that Parliament intended the HART Act to cover everything
relating to assisted reproduction, including the posthumous retrieval of gametes. However,
ACART considers that an amendment to the HART Order would be required to explicitly
address both posthumous use (which is currently addressed, but not adequately); and
retrieval.

ACART takes the view that the posthumous retrieval of gametes and reproductive tissue
require authorisation, but notes that neither the HART Act nor HART Order explicitly
addresses this activity. The HART Order lacks sufficient clarity to allow us to say with
certainty whether ECART has authority over posthumous collection of sperm, and as noted
above, the legal status of posthumous collection of sperm is also unclear. ACART believes



75.

76.

7.

78.

that anyone doing so without a Court Order may be breaking the law - either in terms of the
HART Act if it's an assisted reproductive procedure, or section 150 of the Crimes Act®®.

In any case, ECART cannot practically take on this role, so a pragmatic response is to leave
such authorisation to the High Court.

ACARTSs guidelines therefore confine themselves to the question of posthumous use, and
require a Court Order to authorise the posthumous retrieval of gametes or tissue. ACART
cannot issue guidelines to Courts, but has included in the guidelines to ECART that approval
cannot be granted for posthumous use without consent from the deceased.

Authorisation of retrieval by the High Court would enable the gametes or tissue to be
retrieved in a timely manner, while they were still viable for subsequent assisted
reproduction. A decision about use could then be made later by ECART. This is consistent
with Justice Heath’s view (stated in the case Lee v Long, discussed above) that the High
Court can authorise the retrieval and storage of gametes or reproductive tissue and ECART
can consider use of the material under guidelines issued by ACART.

It is unlikely that the High Court will authorise retrieval in circumstances where there is no
prospect of future use, eg due to lack of consent from the deceased. However, where use
is not prohibited, the High Court could authorise retrieval where ECART would then consider
authorising use: Authorisation of retrieval will not necessarily mean use will be permitted as
that is a decision yet to be made by ECART.

Submitters’ views

79.

80.

81.

In the second consultation, ACART proposed that the High Court could authorise the
posthumous retrieval of gametes or reproductive tissue, with ECART also able to do so in
very rare circumstances. The rationale for this suggestion was that not recognising
ECART’s authority could mean leaving a gap in the law. However, in almost all cases, it
would be more practical for the High Court to make decisions about posthumous retrieval,
because it would not be practical for ECART (whose members meet every two months) to
convene a meeting in time to consider the application.

Further, both ECART and the New Zealand Law Society were strongly opposed to the
suggestions that the HART Act provides a legal mechanism for ECART to be able to lawfully
authorise the posthumous retrieval of gametes or reproductive tissue and that the only
avenue for posthumous retrieval is through the High Court. A meeting was held on 16
February 2021 between legal experts Professor Nicola Peart, Colin Gavaghan and lris
Reuvecamp (Chair of ECART) along with Kathleen Logan (Chair of ACART) and Officials
from the Ministry of Health to discuss a way forward. It was agreed that there is inherent
ambiguity in the HART Act and HART Order and that the HART Order in particular lacks
sufficient clarity to allow ACART to include the authorisation of posthumous retrieval of
gametes or tissue by ECART in the guidelines.

The New Zealand Law Society’s submission also argued that the relevant provisions of the
HART Act and HART Order indicate that ECART’s functions extend only to the posthumous
use (and not the posthumous retrieval) of gametes.

15 5150 of the Crimes Act 1961 Misconduct in respect of human remains. Every one is liable to imprisonment for a

term not exceeding 2 years who— (b) improperly or indecently interferes with or offers any indignity to any dead
human body or human remains, whether buried or not.



Benefits of the changes

82.

An amendment to the HART Order would be required to explicitly address both posthumous
use and retrieval. In the meantime, ACART proposes that the guidelines confine themselves
only to posthumous use and do not seek to address posthumous retrieval of gametes and
reproductive tissue. ACART would seek to amend the guidelines if and when the legal
situation is clarified.

Proposal 3: The posthumous use of gametes, reproductive tissue
and embryos may be approved by ECART where there is
evidence of consent to posthumous use by a specific person

The problem

83.

84.

85.

In the case of a deceased individual, it is not always clear as to what their wishes are with
regards to any stored gametes, reproductive tissue or embryos. However, there may be
circumstances where the deceased wanted their partner (or another specifically named
individual), to use their gametes, reproductive tissue or embryos after their death and gave
clear and specific consent to this.

To be consistent with the HART Act, the deceased person must have made an informed
choice and given informed consent to the posthumous retrieval and/or use of their gametes,
reproductive tissue or stored embryos before their death.

However, the HART Act does not specify how detailed or specific the deceased person’s
consent must be. Therefore, it is important for the guidelines to be clear about what must
be specified in a deceased person’s consent.

ACART s rationale

86.

87.

88.

89.

ACART proposes ECART can consider applications regarding the posthumous use of
gametes, reproductive tissue or embryos where the deceased person’s consent to
posthumous use can be proven and when it relates to use by a specific person.

ACART also proposes that, when assessing the validity of consent, ECART must be
satisfied the deceased person is likely to have intended the consent to apply to the present
circumstances and proposed fertility procedure.

Evidence of the wishes of the deceased can take many forms, such as consent forms for
gamete or embryo storage that are specific about use after death, conversations with a GP
or others about specific use after death, of ones gametes to have children. We also note
that ECART relies on official documents to prove consent.

In some instances, the deceased person’s circumstances may have changed after they
recorded or expressed their consent. Sometimes those circumstances will have changed to
such an extent that doubts arise as to whether the earlier expression still reflects the
deceased person’s final wishes. For example, they may have separated from their partner
of that time and/or entered a relationship with someone else. In such situations, ECART wiill
need to consider whether the original consent is still a valid basis to authorise use of the



deceased person’s gametes. This is consistent with the approach New Zealand law takes
towards advance directives or ‘living wills’.®

90. ACART proposes that some situations need ethical approval from ECART because of the
importance of specific use and consent to the creation of a child after the death of a parent.

91. Insummary, for the posthumous use of gametes, tissue or embryos, ACART proposes that
the Guidelines require ECART to be satisfied that:

a) the consent includes specifically naming the person who can use the material
posthumously or,

b) that the deceased was specific about who (the nature of relationship of a person)
could use their material (for example, their sister, partner).

92. The posthumous use of gametes or reproductive tissue can be requested by the person
who intends to use the gametes or reproductive tissue to become a parent. That person
must be the one specified by the deceased person in their consent. The specified person is
most likely to be a surviving partner, but it could be another relative; for example, it could
be a sibling. In line with this proposal, ACART has ensured that the guidelines are worded
in such a way that one’s apparent consent is not invalidated by the requirements for
specificity of consent. For example, ECART can consider those cases where the deceased
did not name a specific individual, such as where the deceased has specified that they
wanted to permit ‘any of their siblings’ to use their frozen eggs if those siblings have fertility
problems.

93. By requiring the consent to use to be specific, ACART does not intend to close an exception
for clinic donations. Instead, ACART proposes that gametes can be used after the death of
the donor only if the donor had specified in their consent that use is permitted in the event
of their death. This is likely to be desirable only for a patient who already has a child using
that donor’s gametes and desires a genetic sibling.

94. The guidelines also make it as explicit as possible that, except for recorded clinic donations,
the specified person should be the partner of the person who has died, or another specified
person, and the specified person should also intend to parent any resulting child.

Submitters’ views

95. ACART received varied feedback on the parameters and importance of consent, with most
submitters agreeing that it was important that an individual had consented to their gametes
being, or indicated how they would like their gametes to be, used after their death. Some
submitters asked for clarity on what constitutes ‘consent to specific use’ and how to prove
that had taken place, and others were concerned that the requirement to specify a named
person in all cases was impractical and could not take into account all the situations in which
a gamete or embryo might be used (that is, by a surrogate, new partner or the siblings or
siblings-in-law of the deceased). It was noted that the definition of ‘specific use’ is
particularly important to consider for situations where a surrogate might be needed as the
birth mother would be the legal parent until adoption by the intending parent.

96. Many of the submissions on this issue appeared to be from parents or family of deceased
children who had frozen gametes when they were under the age of 16 years for the
purposes of fertility preservation before undergoing medical treatment (for example, cancer
therapy that would risk their reproductive potential). Many of these submitters spoke about
collective decision-making and strongly believed that they (as the family and whanau of the
deceased individuals concerned) should be able to authorise the use of that frozen material,

16 See also, Advance Directives & Enduring Powers of Attorney on the Health and Disability Commissioner website,
at: www.hdc.org.nz/your-rights/about-the-code/advance-directives-enduring-powers-of-attorney



97.

even in situations where there was not consent to specific use. However, such use of a
minor's gametes is not permitted under the HART Act.

Alternatively, many submitters also felt strongly that a child should not be produced to meet
the desires of a surviving partner or a parent that wants to be a grandparent, or to assist the
grieving process in any way.

Benefits of the changes

98.

99.

ACART’s new guidelines place significant importance on specific use, and consent to the
use, of a deceased person’s gametes and embryos to create a child following the person’s
death.

The key aim is to enable a surviving partner or other specified individual to use the
reproductive material or stored embryo to have a child that the individual will then parent.
That might include the involvement of a new partner or surrogate, which would be
acceptable if the deceased person had consented to such involvement. Whatever the
circumstances, the deceased person must have been clear about the specifics of the
posthumous use of their reproductive tissue, gametes or embryos created using their
gametes. In particular, ACART proposes the focus should be on consent specifying who
will be the parent.

Proposal 4: The HART Order should be amended to permit the
posthumous use of gametes, reproductive tissue or embryos
without the need for ECART approval, provided that specific
consent requirements are met

The problem

100.

101.

102.

A person may have consented during their lifetime to the posthumous collection, storage
and use of their gametes or reproductive tissue. Where gametes are collected and stored
during a person’s lifetime, it is standard practice in New Zealand for fertility clinics, at the
time of storage, to record what people want to happen to their gametes should they die.

ACART believes there is little benefit in requiring an application be brought to ECART for
ethical approval where there is clear evidence that the deceased consented to a specific
person using their stored gametes, reproductive tissue or embryos after their death. This
would include situations where an individual stored their gametes, reproductive tissue or
embryos while alive and provided written consent (usually through their clinical consent
form) for their partner (or another specified individual) to use their stored reproductive
material once they are no longer alive.

As these circumstances are not currently listed as established procedures in the HART
Order, they are considered to be assisted reproductive procedures and therefore require
ECART approval. Under the new guidelines, ECART approval may be granted; however,
ACART recommends that these limited circumstances should be listed in the HART Order
as an established procedure so that they do not always require ECART’s ethical approval.



ACART s rationale

103.

104.

105.

106.

ACART proposes that posthumous use should only be an established procedure where it
is using stored gametes, reproductive tissue or embryos by a patient where the clinic has
written, informed, specific consent to posthumous reproduction.

Any circumstances where the gametes or reproductive tissue were retrieved posthumously
should be considered by ECART due to the ethical complexities that could be associated
with posthumous retrieval. This requires a change to the HART Order.

ACART recommends that the HART Order clarify when the posthumous use of embryos
and gametes stored before a person’s death is an established procedure and that no
reproduction using posthumously retrieved gametes or tissue is ever an established
procedure but instead is an assisted reproductive procedure requiring ECART’s ethical
approval. ACART recommends the HART Order be amended to state that:

a) the use of stored embryos and gametes after the death of a person from whom they
were collected is only an established procedure with that person’s prior, specific,
written (or other eligible) consent to its use after their death, by a specified person

b) the use for reproduction of gametes or reproductive material that has been retrieved
posthumously is never an established procedure but is an assisted reproductive
procedure requiring approval by an ethics committee.

It is important to note that until the HART Order is amended, most situations of posthumous
use will be assisted reproductive procedures, which will therefore require ethical approval
from ECART, in accordance with ACART guidelines.

Submitters’ views

107.

108.

109.

110.

111.

In the second consultation, most submitters and fertility services thought that ECART review
should not be required for all posthumous uses of gametes, reproductive tissue or embryos.

The main situation in which submitters thought ethical review by ECART should not be
required was where consent had clearly been given to the specific use of the stored gamete
before the death of the gamete provider and a clear and robust counselling and consent
process had been followed. In this case, submitters thought that clinics could manage the
ethical complexity of posthumous reproduction and gauge whether an application required
ethical review.

Others noted some situations that might meet the threshold of requiring ethical review; for
example, where gametes were retrieved posthumously and consent to their retrieval and
use was not clear or where there were additional complex ethical issues to consider, such
as inheritance or parentage.

ACART also heard from submitters who stated that choices, decisions and rights for Maori
(and those of other cultures) do not necessarily operate in an individualistic paradigm but in
one that involves recognition of whanau, hapi and iwi relationships and potential impacts
on those relationships, including on whakapapa (lineage). Along this line of reasoning, a
number of submitters talked about the importance of the support of whanau in using
gametes posthumously and in carrying out an individual’s wishes following their death.

Consistent through both consultations was a strong consensus that where a deceased
person’s wishes had been written down in a legally recognised document, this takes priority,
and such cases should not necessarily require ethical review by ECART.



Benefits of the change

112.

The main benefit of this change to the HART Order is that no added time or cost of ethical
review needs to be applied to circumstances where there is clear evidence of consent to
the applicant using the deceased’s stored gametes or embryos for themselves, as the
intending parent. This exception is justified due to the lower ethical complexity of supporting
people’s reproductive autonomy over their own stored embryos or gametes where they
have consented to posthumous use, and the child will be born to the original intended
parent.

Proposal 5: The HART Order should be amended to clarify that
the collection of gametes (and any other procedure) is only an
established procedure in relation to living individuals

The problem

113.

The HART Order currently states that the collection of gametes is an established procedure
but does not specify whether this only applies in cases where the person is still living.
ACART’s positions is that the collection of gametes is only an established procedure when
collection is from a living person and believes that the HART Order could be seen as
ambiguous on this point.

ACART's rationale

114.

115.

ACART recommends that the HART Order be amended to remove any ambiguity about this
issue, making it clear that posthumous retrieval of gametes or reproductive tissue is not an
established procedure. All assisted reproductive procedures that are not established
procedures are required to be reviewed by ECART using guidelines issued by ACART.

As the new guidelines for the posthumous use of gametes, reproductive tissue and embryos
will not apply to posthumous retrieval, ECART cannot consider applications on this matter.
As stated above in proposal 2, ACART believes that it cannot issue guidelines to ECART
authorising posthumous retrieval and such applications should be considered by the High
Court.

Benefits of the changes

116.

This recommended change to the HART Order will clarify that the posthumous retrieval of
gametes or reproductive tissue is never an established procedure.

Proposal 6: The HART Act should be amended to enable minors
to choose the use of their own gametes or tissue after they reach
the age of 16 years

The problem

117.

During the development of the new guidelines, ACART noticed an anomaly in section 12 of
the HART Act, which prevents an adult from choosing to donate their own gametes if those



gametes were collected when the person was a minor (for example, before they took part
in cancer therapy that might have compromised their reproductive potential).

ACART s rationale

118.

119.

120.

ACART recommends a change to section 12 of the HART Act to enable minors to have
greater choice over the use of their own gametes or tissue after they reach the age of 16
years. This change requires an amendment to the HART Act and approval from the Minister
of Health.

The HART Act states that minors’ gametes can only be used for the minor's own
reproduction. section 12(1b and 3b) of the HART Act only allows gametes from minors
under the age of 16 to be used to bring about a child they are likely to raise themselves.
This means that such gametes cannot be donated to other people, exported for use by
another person, or donated for research, even if the minor survives to adulthood.

ACART recommends that you agree to approve a review of this provision or as part of a
review of the HART Act so that when a person reaches the age of consent (16 years), they
can consent to different uses of their stored gametes or reproductive tissue that was
collected when they were a minor. Once the HART Act has been changed, ACART will
issue a final set of guidelines that removes the prohibition on the use of such gametes and
tissue.

Submitters’ views

121.

122.

A strong majority of submitters, as well as ECART and all fertility providers, agreed with this
proposal.

Most submitters agreed that minors who stored gametes when they were under the age of
16 years for their own fertility preservation and who then reach adulthood should be able to
place the same conditions on the use of their stored gametes as other adults. One submitter
thought that 16 years was still too young to make the decision to donate, and two fertility
providers noted a discrepancy with the age of donation, which is currently aged 20 years.

Benefits of the changes

123.

ACART considers this to be an anomaly and proposes that, when someone reaches the
age of consent (16 years of age), they should have the same range of options regarding
the use of their stored gametes as any other adult and be permitted to consent to a different
use of their stored gametes or reproductive tissue that had been collected when they were
a minor (under 16). ACART believes there is no rationale for restricting how a person uses
their own gametes just because those gametes were preserved when the person was a
minor.



Next steps

124.

125.

126.

If you agreed to recommendations to amend the HART legislation, ACART would make a
further changes to the guidelines.

The Chair of ACART is available to discuss the advice with you if you wish. You may also
seek parallel advice from the Ministry of Health.

With your acknowledgement, ACART plans to publish this advice on its website, along with
the new guidelines and supplementary guidance in November 2021.
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Introduction

This summary of submissions outlines issues raised by submitters to the Advisory
Committee on Assisted Reproductive Technology’s (ACART’s) stage one consultation on
posthumous reproduction.

In general, no attempt has been made by ACART to judge the merits of particular viewpoints
or arguments. All perspectives are being considered alongside legal and ethical issues, and
the principles of the Human Assisted Reproductive Technologies Act, as ACART
progresses with developing an updated guideline on posthumous reproduction.

A second phase of consultation will occur when the revised draft guideline has been
developed.

The Committee would like to thank the Secretariat at the Ministry of Health for their able
support in compiling this summary and running the consultation.

We especially thank all those who made submissions for their valuable input.

y : , - /
gV o

Dr Kathleen Logan
Acting Chair, Advisory Committee on Assisted Reproductive Technology
March 2019



Posthumous reproduction stage one
consultation submissions analysis

Submissions received by hard copy or email

« Betty-Ann Kelly

» Debbie Blake

o Debbie Terei

o Fertility Associates

o Family Planning

o Fertility Plus: clinic submission

« John France

« Health and Disability Commissioner

« Hilary Stace (silent on publishing and personal details)
« InterChurch Bioethics Council: Joy Mcintosh

« Ken Orr: Right to Life

o Ministry of Justice (email only)

« New Zealand Nurses Organisation

« Office of the Chief Coroner: Judge D Marshal

o Oranga Tamariki Head Office: Paula Attrill

« Peter Le Cren (on behalf of Re Lee) (silent on publishing and personal details)
« Repromed Auckland

o Te Rinanga o Ngai Tahu

+ The Nathaniel Centre: The New Zealand Catholic Bioethics Centre
Total submissions received: 68

Most submitters used the opportunity to submit through CitizenSpace and chose to be
anonymous.

Where possible, submissions received in essay or email form have been incorporated into
CitizenSpace to complete the tables.



Face-to-face meetings held

o 22 August 2018 — Auckland Repromed — 1.30 pm
o 23 August 2018 — Auckland Fertility Plus — 10 am
o 23 August 2018 — Auckland Fertility Associates — 12.30 pm

Public consultation

The stage one consultation document was published on 3 July 2018 on both the Advisory
Committee on Assisted Reproductive Technology (ACART) website and the Ministry of
Health website for public consultation, along with a press release prepared by the Ministry’s
communications team. Submissions were open for eight weeks, and closed on 3 September
2018.

The Secretariat extended the consultation for another 10 days to allow for a number of
further submissions to be received.

ACART is also aware that the consultation generated some media interest, which can be
found here:

o https://www.stuff.co.nz/national/health/105297367/talented-teen-filmmaker-cameron-
duncan-died-of-cancer-at-17-15-years-later-he-could-become-a-father

o https://www.odt.co.nz/news/dunedin/posthumous-reproduction-needs-ethical-review

How did ACART consult the public?

The consultation document was emailed to ACART’s stakeholder list on 3 July 2018. This
contained all fertility clinics, the Ethics Committee on Assisted Reproductive Technology
(ECART), and other Government departments such as the Ministry of Justice (which
administers the Human Reproductive Technology Act 2004). The list also included
ACART’s usual submitters, religious and ethnic groups, and medical associations — totalling
approximately 300 people/groups. Stakeholders were encouraged to forward the
consultation on to their networks.

Submitters could have their say by completing the Citizen Space link through ACART, or
the Ministry of Health’s web page, or emailing a completed feedback form or comments to
acart@moh.govt.nz.

Feedback for this consultation was welcome from any individuals or groups, and the
Secretariat invited fertility clinics to make contact with any of their patients that they
considered as having an interest in this topic.
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Because ACART did not hold open public meetings for this consultation, members included
a question in the consultation document for submitters to indicate whether they would like
to submit verbally. Three individuals indicated that they would like to submit verbally and
the Secretariat organised a time for them to be heard via teleconference on 16 October
2018.

More comprehensive engagement with submitters will be undertaken if the stage two
consultation results in draft guidelines.

Consultation with fertility clinics

Members and the Secretariat met with fertility clinics and interested groups during the
consultation period. These were attended by a member of the working group and a member
of the Secretariat. Clinics then submitted formally after discussing the consultation. Three
meetings were held in Auckland at: Repromed, Fertility Plus, and Fertility Associates.

Consultation with young people

Children and young people make up a quarter of the population, and ACART believes that
children’s voices should be heard on matters that affect them. Therefore, ACART
canvassed the views of young people regarding the topic of posthumous reproduction by
running targeted and age-appropriate consultation questions with them.

The Centre for Science and Citizenship was commissioned by ACART to run a session with
young people on 15 June 2018. Four schools, consisting of young people aged 15-18
(around 120 students) attended the session in Auckland at Maclean’s College. These
students had an existing relationship with the Centre for Science and Citizenship, and had
attended previous sessions regarding beginning- and end-of-life issues. The day was
informative and engaging, and students were very thoughtful about the issues around
posthumous reproduction. At the end of the day, students could opt to fill out a survey to tell
us what they think. The survey had six questions about posthumous use generally, use of
embryos specifically, and posthumous retrieval and use of eggs and sperm. While the age
range was narrow and the group tended to be from higher socioeconomic backgrounds,
there was still a range of socioeconomic groups represented. The group included young
people from many ethnicities, religious backgrounds and genders. ACART considers this
engagement adequate to ensure it has heard perspectives of young people.

The range of perspectives is reported below under the section on ‘Themes from the youth
engagement’.



Themes from written submissions

Overall, those who shared their views with the Committee acknowledged there could be
circumstances under which it was acceptable to allow posthumous retrieval and/or use of
gametes, but that it is an ethically complex area with many factors to consider.

Submissions from fertility clinics and medical professionals showed that posthumous
retrieval is a very rare situation.

Retrieval of both sperm and eggs should be legally treated the same

Currently, eggs and ovarian tissue are not legally allowed to be retrieved posthumously.
Submitters did not see a good reason for the retrieval of sperm and the retrieval of eggs to
be treated differently in law, although they recognised that retrieval of eggs would require
abdominal surgery and would need to be performed in a shorter timeframe than retrieval of
sperm.

Who may seek posthumous retrieval?

For questions related to authorisation of retrieval and authorisation of use, a humber of
individual submitters and fertility clinics expressed the view that an individual’'s family is
unlikely to make decisions about a person’s reproductive choices while they are alive,
therefore there is little rationale for having the control to make a person’s reproductive
decisions after their death. Some people said, however, they thought the partner and family
should be in agreement to seek posthumous retrieval of gametes, before such an invasive
procedure was permitted.

Who should authorise posthumous retrieval?

ACART sent the consultation document to the Office of the Chief Coroner and the Ministry
of Justice. Both submitted in response to question 2, expressing that they were not
supportive of the option that coroners should be the ones to authorise the posthumous
retrieval of gametes or reproductive tissue. It is their view that coroners are not the right
mechanism to hear and determine authorisation to retrieve gametes. Coroners are not
involved with all sudden deaths. Coroners have no existing power for posthumous retrieval,
and any policy to do this would require an amendment to the Coroners Act 2006.



Grief, and a mandatory stand-down period

Seven submitters expressed support for a mandatory stand-down period before use to be
built into any guidelines. Some thought this was necessary because they viewed the desire
to use gametes after a partner or child’s death as a product of the grief process.

Many people felt strongly that a child should not be produced to meet the desires of a
surviving partner or parent that wants to be a grandparent, or to assist the grieving process
in any way.

Fertility clinic counsellors also queried whether their role might be extended to assist the
grieving process of the deceased person’s partner or parents. Submissions relating to use
of stored gametes of deceased young people (minors) indicated an unmet need for what
the counsellors suggest. Storing gametes of minors after their death leaves unanswered
longings of their parents, who want to use the gametes to have ‘grandchildren’, but are
unable to currently.

Processes for fertility preservation in minors could be improved

Many of the submissions received were from parents of deceased children who had frozen
sperm or eggs for the purposes of fertility preservation prior to undergoing medical
treatment, such as chemotherapy. These submitters were primarily concerned that it was
unethical that the rights to their children’s gametes were not automatically transferred to
them along with their children’s other possessions.

On the best interests of children

Many people expressed the idea that the best interests of any resulting children should be
the main ethical focus at all times. Oranga Tamariki reiterated ACART’s own position that
children should be brought up informed of their whakapapa and knowing the true
circumstances of their conception. Three submitters expressed their view that posthumous
reproduction is not within any resulting child’s best interests.

Some submitters were concerned that the consultation document was heavily focused on
the rights of those still alive and wanting to use the frozen gametes or reproductive tissue,
rather than the best interests of resulting children.

On liberal individuality

Some submitters noted that the scenarios and questions outlined by ACART in the
consultation document imply that reproductive decisions are a single person choice (the
partner who is alive). Having the ‘choice’ to create another life utilising the method of



posthumous reproduction, and the principle of ‘individual rights’, come from a Western
perspective and focus on the individual and not on whanau.

Choices, decisions and rights for Maori do not operate in an individualistic paradigm, but
one that involves recognition of whanau, hapd and iwi relationships and potential impacts
on those, including on the whakapapa line (ancestors to descendants).

Some submitters thought that posthumous reproduction is always ethically
unacceptable

Six submitters indicated their view that posthumous retrieval on the whole was ethically
unacceptable. Two of these submitters (Right to Life and the Nathaniel Centre) had a
religious opposition and expressed their view that posthumous reproduction is against
God’s will, and they oppose it in all forms.

Some submitters expressed their view that it was ethically unacceptable to deliberately
bring a child into the world where one parent is deceased and they will never have a chance
to know them. This was referred to as ‘fatherlessness by design’ — but is not just limited to
situations where it is the father who is deceased.

On ‘using’ posthumous material

There was a theme among fertility clinics and service providers that if the posthumous
retrieval of gametes is permitted, it should be with the understanding that decisions and
authority over the use of the gametes is a separate process. Fertility clinics noted they were
concerned about being the gatekeepers where retrieval was acceptable, but use was not.

Some submitters thought that the term ‘specific use’ needed to be explicitly defined in any
future guidelines so there is no uncertainty between clinics and decision makers.

The use of the term ‘donor’

ACART'’s question 8 referred to the deceased individual as ‘the donor’, and this confused a
few people.

‘The questions above include reference to “the donor”. | assume the reference is
meant to apply to the deceased person, who cannot be described as a donor. The
HART Order (s.3) says that donated sperm and donated eggs means sperm and
eggs contributed by the spouse or partner of the patient. | recognise that it is
arguable whether a person continues to be a partner after death, but the surviving
partner’s interest in the stored gametes or embryos is from the perspective of a
partnership where the two people hoped to be joint parents of a resulting child.’
(Submitter’s response to question 8)



The use of the term ‘partner’

There was a lot of discussion about what constitutes a partner, which loved ones should
have authority to make decisions, and many different views about who has a legitimate
interest in retrieval and use.

Themes from the verbal engagement

The wishes of the deceased should be upheld

There was a strong theme by families of deceased people that if someone makes the
decision to preserve their fertility or store gametes, it implies the deceased would have
wanted others to use it.

Themes from the youth engagement

Overarching finding

In general, the majority of the 104 students who participated in the engagement had
significant concerns about posthumous reproduction.

Fifty of ninety-five students who answered a question about posthumous retrieval thought
it was ethically unacceptable (53%). Only 12% said it should be allowed (just under one in
every eight young people — see the green bar in the graph below). 17% were unsure, and
19% said it could be ethical only with prior informed, written (provable) consent, which is
generally unlikely. 9% didn’t answer this question.



Should we harvest and use gametes after death?

yes
unsure
only with prior consent®

no
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* includes: unsure or yes answers, where the student stipulated prior confirmed consent as a
requirementto allow posthumous harvesting of gametes (consistent with use of stored gametes).

Students showed a strong preference for someone’s right to be able to consent to what
happens to them after death. There was significant discussion about promoting a
mechanism (eg, declaration on a driver licence) to indicate whether one is willing for
gametes to be extracted posthumously. This idea was raised by several people in the survey
responses.

Who should authorise collection

Young people were not specifically asked about who should authorise posthumous retrieval,
but some answers in relation to what ‘conditions should be met’ for posthumous use of
gametes harvested after death included that it should be like organ donation, that both
partner and parents should agree, and that parents and the partner of the deceased know
the deceased best, and what they would have wanted, and so should be able to decide.

Reasons to allow posthumous retrieval of gametes

Only 11 young people expressed the view that posthumous retrieval was acceptable.
Reasons given were: ‘when you're dead you're dead’, ‘the dead won’t know’, ‘if there’s
inferred consent’, ‘it’s their choice [of family or partner] if deceased didn’t state preference’
and ‘wishes of the living are more valuable than the dead’.

‘The rights of the deceased should not trump the desires of the living. ... If no-one
living will be negatively affected then there is no reason to not do it for the sake of
a dead person.’ (16-year-old male)

One person suggested the mechanism could be ‘follow the same rules as organ donation.
Gametes should not be treated differently to other cells in our body.” Another person said if



the deceased had not indicated their objection, then it should be the choice of relatives of
the deceased what they do with his or her body.

‘| believe that respect for the dead is up to the family and/or the partner so |
believe they should have the right to have [the] sperm harvested and used as that
would be how they deem they should honour the dead person.’ (17-year-old male)

Reasons given to not allow posthumous retrieval of gametes

Most young people said that unless there was prior explicit, written consent from the
deceased, it is unethical to take their gametes.

Many said it was a violation of the deceased. They used terms such as selfish, disrespectful,
unethical, immoral, unacceptable, strips away dignity, violating to harvest a person’s DNA,
against nature, unnatural — death is end of life, seems wrong, deceased are not ‘property’,
no choice by deceased, no right of others to take that choice (away from the deceased), it's
not another person’s decision, entering body of deceased is violation, a dead body is tapu,
and somewhere a line must be drawn.

‘It shouldn’t be the choice of the family or partner to decide if the deceased create
a child or potential child.” (16-year-old female)

They also pointed to impacts on children: ‘...there will only be unnecessary consequences
imposed on the child’ and ‘I don’t think that it's fair on the child’.

Some young people opposed all forms of posthumous reproduction (including use of
embryos after death of one partner) for other reasons such as impacts on the child, on the
deceased’s body, and because it represents an unhealthy mindset.

‘The practice... disrespects the [deceased’s] existence as an individual (with
dignity) and treating the body as just a resource. The body is the vessel for one’s
existence, and therefore is sacred, and should not be tampered with, unless
specifically instructed to.” (17-year-old male)

This young person also said that preservation of an embryo after death of one or both
contributing parties is pointless. ‘Having a child is a product of two people’s intimacy and a
representation of the companionship and love of two individuals. However, after the death
of one or both individuals, there is no more meaning in having that embryo become a child.’
He says preservation of the memory of the deceased (through having their child) is an
unhealthy mindset (see below under ‘Grieving’).



Those who were unsure...

Students who were unsure noted that different people have different beliefs, and many
struggled with the notion that it was okay ‘only with prior written consent’ — but realised that
was unlikely.

Concept of continual consent

Many said you can’t speak on behalf of the dead; the deceased has no chance to say
whether they would want their gametes used after their death. During discussion people
mentioned that someone could discuss having children in life, but that wasn’t the same as
being willing to have them after their death. The concept of ‘continual consent’ was also
discussed, and it was clear young people understood that taking gametes from the
deceased was a violation of their ability to give informed consent, and that they can’t
withdraw consent at that point.

‘Itis, in a sense, unethical to put a person’s body through that in order to force
them to genetically “parent” a baby when they have already passed on.... unless
the deceased person sees to it that their own child is born, they may always
change their mind about the process without having expressed so legally. ... It
strips away their dignity and they have no say.’ (18-year-old female)

Posthumous use of stored gametes

In the case of posthumous use of gametes that were stored, some young people said it is
not acceptable to use them after their death, because the eggs or sperm were ‘for their
personal use’, and ‘the sperm were stored in the hope/faith of the individual having a child
in the future’ (17-year-old female).

[This is a valuable perspective to inform policy on posthumous use of gametes collected
from minors before they undergo fertility-damaging treatments.]

In contrast, a few people noted the utility of stored gametes, saying if the partner doesn’t
want them, they can be donated, or that they are useful for research.

Other perspectives expressed included: “shouldn’t use gametes posthumously it’'s against
nature”; “if you need a surrogate it's a complication”; “concerns for child”; “embryos are
precious” — “can’t be used by another; it's ungodly”. Many couldn’t see the use, thinking it
is pointless: it's an unhealthy option to not move on when someone dies, and having
material in storage prevents the family from moving on. One said there are already too many

people in the world, and there are other options for family creation.

One said that if using gametes posthumously, then there needed to be explicit proof of
consent about who may use the eggs, including a named surrogate and father. They saw a
deceased person as an individual not a resource.



Some students expressed concern that a person who is dead would have no say in whether
their genetic material is passed down to offspring.

‘Forcing a person after they are dead to be a parent is unethical.’ (18-year-old
female)

Potential conditions of use of gametes or embryos posthumously

The kinds of suggestions people made about potential conditions of use were mainly about
the wellbeing of the intending parent and the child. One suggestion was testing first for
potential conditions harmful to the child. Many said that users should undergo counselling.

Some indicated there should be ethical review case by case looking at whether the partner’s
motives are ‘sound and moral’, their mental health, finances (eg, financial tests to show
someone can raise the child, presuming they will be a sole parent), whether the child will
have a loving home (‘vetting’ parents), and whether the parent can look after the child or
whether ‘they can commit to raising a child’. One said posthumous use of eggs should only
be with a social mother — ie, there should be no sole parents for the sake of the child.
Another said that opinions of family members of the deceased need to be considered. A
few suggested requiring a gap of one year after death before use.

Some said embryos or gametes could be used for research, as they are valuable. Others
who disagreed with posthumous retrieval did consider posthumous use to be acceptable
because of the ‘utility’ of gametes stored before death (but they still demanded clear consent
by the person stating what should happen to the gametes or embryo if they die).

Interestingly, the majority of those who thought posthumous retrieval was acceptable, even
without consent of the deceased, were still insistent that posthumous use of gametes stored
when someone was alive should utterly depend on informed, written consent.

The notion of informed consent was very strong among this group of young people.

Impacts on children

Some the young people involved in the youth engagement agreed that it is not in a child’s
best interest to be born from posthumous reproduction. One said it would denigrate the child
and have negative impacts on their sense of identity and personality, and could ‘shatter
their image’ if they were treated like something ‘of the deceased person.

‘It is anything but ethical. ... using [gametes] posthumously is really treating and
seeing a child as a memento.’ (18-year-old male)



One said sole parents should not be allowed to create children from deceased person’s
gametes, because of the welfare implications for the child. Others said the child bore the
consequences. For posthumous use of embryos (where both partners had died) one said
only with written consent and the child’s parents should be identified in advance. For
example, one young person said they only supported the use of stored gametes
posthumously when consent was given in writing, stating precisely what they wanted done
with the gametes if they die, and that they should not be able to leave it to a named family
member to decide, as that could lead to further complications such as the welfare of the
child, who would be the other contributing gamete donor and who would look after the child.

Many said you should not have children to be a ‘memory’ or legacy, while one person
thought having a child was a good chance for someone to have a legacy if their life was
unexpectedly cut short.

One said that if the child is for legacy reasons (maintaining a genetic lineage), expectations
will negatively impact the child’s wellbeing, possibly due to restriction of freedoms, and the
child becomes merely a ‘tool for the family’s aspirations’.

Some young people said that use of gametes should depend on whether the child would
have a loving, supportive environment. One said, in respect of use of eggs posthumously:

‘Only if the surrogate mother would be willing to be the social mother of the child
... or else it would be difficult for a child to be brought up alone.’ (17-year-old
female)

... and in respect of use of sperm posthumously:

‘The mental and emotional health ... and financial situation of the mother should
be checked to ensure she can bring up a child.’ (17-year-old female)

Grieving

Similar to other submissions, many young people said that people should have to undergo
counselling to ensure they were ‘of sound mind’ before being allowed to use gametes
posthumously. Some said ‘when you’re dead you’re dead’ and people should go through
the grieving process and ‘move on’, and that harvesting gametes or having them in storage
just aggravated the grieving process. As mentioned, a grieving period was recommended.

‘Not let [it] be used during the grieving period.’ (16-year-old female)

‘It is unhealthy to keep a part of the partner [after death] — it does not help with
their grieving.” (16-year-old female)



High level analysis of ACART’s stage
one consultation on posthumous
reproduction?t’

ACART’s stage one consultation received a total of 68 submissions via CitizenSpace or by post
or email. Some submitters did not fill out the survey but sent an email or letter. Six submitters
indicated on the feedback form that they would like to submit verbally to the Committee, and three
subsequently chose to make verbal submissions.

Consultation questions 1a and 1b

Do you agree that posthumous retrieval of sperm, eggs or ovarian tissue should only be
permitted with the prior written consent of the deceased from whom the gametes are to
be retrieved?

If you do not think explicit written consent is always required, do you agree that
posthumous retrieval of sperm, eggs or ovarian tissue should be permitted without
written consent from the deceased where:

« there is evidence that the deceased gave verbal consent?

« there is no evidence of consent from the deceased, but there is evidence that retrieval
is consistent with the deceased’s wishes, feelings and beliefs prior to death? (inferred
consent)

« there is no evidence of consent from the deceased, but there is no reason to think
retrieval is inconsistent with the deceased’s wishes, feelings and beliefs prior to death?
(no consent but no objection)

Submitters generally favour taking sperm or eggs after death if there is some evidence of consent.

In the unlikely event that someone has given written consent before their death then this should
be followed. Many people also thought that because of the unexpected nature of the death, written
consent should not be mandatory. Submitters expressed that some sort of evidence was vital,
and suggested many forms that verbal or inferred consent could take, such as discontinuing
contraception, or conversations with family or partner.

Meetings with fertility clinics supported the view that even though written consent is their gold
standard, in situations of posthumous retrieval or use, written consent does not exist. They
thought that evidence of verbal consent could be ethically acceptable. If the stage two consultation
resulted in draft guidelines, these would need to be very clear about what constitutes consent.

Most submitters felt that there should be no difference in rights between retrieving gametes from
male or females after death (given that they are currently treated differently in law).

17 Where a percentage has been used, this has originated from data that includes people who submitted through
CitizenSpace or who filled out a hard copy questionnaire that was able to be added to CitizenSpace.



Seventy-three percent of submitters strongly agree or agree that posthumous retrieval of sperm,
eggs or reproductive tissue should be permitted where there is evidence of verbal consent.

Opinions were split when it came to the acceptability of posthumous retrieval of sperm with
evidence of inferred consent — 60% thought it was ethically acceptable and 35% thought it was
not. The results were similar for the acceptability of posthumous retrieval of eggs or reproductive
tissue with evidence of inferred consent — 48% thought it was ethically acceptable and 38%
thought it was not.

On the question of whether the retrieval of gametes is ethically acceptable where there is no

consent but no objection, submitters’ answers were similar for both question 1a (the retrieval of
sperm) and question 1b (the retrieval of eggs).

Consultation question 2

Who should authorise the retrieval of gametes or reproductive tissue?
o The deceased’s partner

« A close relative of the deceased

o A nominee of the deceased

« ECART

« A coroner (where an individual is recently deceased)

o The Family Court

« The High Court

Should joint authorisation be required?

Four people indicated that it is ethically unacceptable for anyone to authorise retrieval from a
deceased person unless there is prior consent.

Regarding who should authorise the retrieval of gametes or reproductive tissue, submitters rated
their most to least preferred options as follows:

The deceased’s partner

A close relative of the deceased
A nominee of the deceased
ECART

A coroner

The Family Court

The High Court.

No o s~ w DN

The submissions show the most supported option for authorisation of retrieval is the partner of
the deceased, ideally in conjunction with the wishes of the family, so that any resulting children
are able to have a relationship with their whakapapa. This view is shown by the comments —
however, the Likert scales show that the majority of submitters disagree with joint authorisation.

Many submitters were more comfortable for a partner (if there is one) to authorise retrieval than
they were for family to authorise retrieval.



Submitters indicated that where the person is a minor or had no partner, decision making about
retrieval could fall to the family. Many people, including fertility clinics, expressed concern about
the family as decision makers, noting that family do not make reproductive choices for their
children while alive. Submitters also expressed concern about the family’s desire for a
replacement to assist the grieving process, which is a narrative referred to by families who had
material stored.

There was very little support for authorisation of retrieval by ECART, the Coroner, the Family
Court or the High Court. Submitter’s rationale for this was that these agencies are not best placed
to know the wishes of the individual.

There was a lot of discussion about what constitutes a partner, which loved ones should make
decisions, and many views about who had a legitimate interest in retrieval and use.

Consultation question 3

Should others be able to approve retrieval of gametes from a permanently incapacitated
person whose death is imminent, in the absence of prior consent by the person?

Opinions were almost exactly split down the middle on the question of whether others should be
able to approve the retrieval of gametes from a permanently incapacitated person who has not
previously consented.

Those who thought that others should have the right to approve the posthumous retrieval wanted it to
be limited to immediate family or a legal partner where a nominee is not specified.

Many submitters (approximately half) took the opportunity to express their views that retrieval
without consent is ethically unacceptable.

There was a bit of confusion about why parents are able to approve the retrieval of organs from

their children but are not able to consent to the retrieval of their gametes. ACART could explain
their rationale for why they think it is different in their final advice.

Consultation question 4

Do you agree that posthumous use of gametes taken or embryos created when the
deceased was alive and competent should only be permitted with the written consent of
the deceased?

If you do not think explicit written consent is always required, do you agree that
posthumous use of gametes or embryos should be permitted without written consent
from the deceased where:

« there is evidence that the deceased gave verbal consent?

« there is no evidence of consent from the deceased, but there is evidence that use is
consistent with his or her wishes, feelings and beliefs prior to death? (inferred consent)




« there is no evidence of consent from the deceased, but there is no reason to think use
is inconsistent with their wishes, feelings and beliefs prior to death? (no consent but no
objection)

When a person stores gametes while they are alive, they are asked what they want to have
happen to their gametes in the event of their death. Most submitters were familiar with the process
of storing gametes while alive for the purposes of fertility preservation and supported the written
consent option.

ACART heard from a few submitters that their now deceased children (who for a number of
reasons didn’t give consent for their gametes to be used after their death) would want their stored
gametes to be used. These submitters believed that the storage in itself signals an intent for it to
be used (in any way — not just by the child when they decide to have children).

A number of people stated in this section that they believe family know what the deceased would
have wanted, and to be able to use their gametes would be healing and therapeutic for them.

One submitter stated that ‘any health provider offering collection and storage of gametes should
be required to put in place legally robust processes that document their consent or dissent’.

Sixty percent of submitters supported posthumous use of stored gametes or embryos where there
was evidence of verbal consent. As with questions 1a and 1b, it could be that submitters did not
think the requirement for written consent is workable. There was also strong support for inferred
consent for this question (50%).

For females who consent to the use of their eggs after death, there should be evidence that they

have considered the implications of a necessary surrogacy arrangement (if she has a male
partner).

Consultation question 5

Do you agree that posthumous use of gametes or reproductive tissue taken from a
deceased or permanently incapacitated person should only be permitted with the
written consent of the deceased?

If you do not think explicit written consent is always required, do you agree that
posthumous use should be permitted without written consent from the deceased where:

« there is evidence that the deceased gave verbal consent?

« there is no evidence of consent from the deceased, but there is evidence that use is
consistent with his or her wishes, feelings, and beliefs prior to death? (inferred consent)

« there is no evidence of consent from the deceased, but there is no reason to think use
is inconsistent with his or her wishes, feelings, and beliefs prior to death? (no consent
but no objection)

Most people were uncomfortable with only written consent as a requirement and felt strongly that
other types of consent could be considered also.

Again, the majority were comfortable for posthumous use where there was evidence of verbal
consent (69%) or if there was evidence of inferred consent (57%).



Submitters were not supportive of the option for posthumous use where there was no consent but
no objection (33% agree and 62% disagree).

One submitter suggested that consent regarding use should meet a higher test than has been
met at the time of retrieval — especially if consent at the time of retrieval was less than clear.

Consultation question 6

Who should authorise the posthumous use of gametes, tissue or embryos?
e The deceased’s partner

« A close relative of the deceased

« A nominee of the deceased

o ECART

e The Family Court

e The High Court

Should joint authorisation be required?

Submitters were supportive (in the following order) of authorisation of use by the deceased’s
partner, a nominee, a close relative, or ECART, but less supportive of the Family Court and the
High Court.

There was a very strong theme in the comments that outside parties (eg, anyone who isn’'t a
partner, close family member or nominee) are not placed to make a decision about an individual’s
reproductive choices. There seemed to be a shared view that ECART or the Family or High Courts
should only be involved where an agreement cannot be reached.

Fertility clinics support authorisation for use by ECART as the body to review and authorise.

Fertility clinics also support joint authorisation between a partner or close relative and/or nominee
for retrieval and use.

Consultation question 7

Who should be permitted to use reproductive material from a deceased person?
o The deceased’s partner only

« Family members of the deceased as well as the deceased’s partner

e Anybody

Submitters’ answers were mixed for the first question of only the partner of the deceased being
able to use the reproductive material — 35% strongly agree or agree, 15% ambivalent, 39%
disagree or strongly disagree. Those who disagree could be a mix of those do not support
posthumous reproduction in any form and those who agree that a deceased person’s reproductive



material should be able to be used by their partner — but could perhaps be used by a sibling or
cousin also.

Fifty-two percent of submitters strongly agreed or agreed that posthumous reproductive material
should be able to be used by a family member and/or a partner. Some submitters noted they
chose this option for people that did not have a partner.

Only 5% of submitters supported the option of posthumous reproductive material to be used by
anybody.

Many people did not understand what was meant by ‘anybody’. No submitter supported this option
unless there was prior consent from the gamete provider that they were comfortable donating to
‘anybody’.

Interestingly, many people thought that family should be able to decide, as it was stated that the
family knows the person best.

A number of people gave the argument that when a loved one dies, those left behind grieve for
not just their life but what could have been their children and grandchildren, and concluded that
allowing their life to continue would make it easier for grieving families.

Some people stated that in some circumstances — for example, where a close friend or family
member was unable to have their own children — it could be acceptable for them to use the
gametes of the deceased person, if it can be agreed among parties that this is what they would
have wanted.

Fertility clinics generally supported use by the deceased partner or family with ethics review, and
do not support the option of gametes or reproductive tissue being able to be used by ‘anybody’.

Consultation question 8

Should all posthumous use of gametes or embryos be subject to ethics review?

Are there situations in which ethics review should not be required, such as where the
person’s partner wishes to use the gametes or embryos?

Interestingly, submitters did not support a requirement that all posthumous use of gametes and
embryos be subject to ethics review (46%), but they also did not feel that posthumous use should
never be subject to ethics review (60%). It seems as though submitters are looking for a medium
of oversight/approval, or a model that is dependent on the situation.

For example, the majority of submitters agreed that ethics review should not be required if the
donor’s partner wishes to use the gametes to create a full genetic sibling for an existing child
(54%). The existence of a child appeared to have more weight than if the donor’s partner wished
to use the gametes to create their first child (36% agree, 29% disagree) — but the results to this
were very mixed. The comments section might explain why there was no clear answer for ethics
review if the donor’s partner wishes to use the reproductive material.

The majority of submitters agreed that posthumous use should require ethics review if a third
party wishes to use them (55%).



There was a bit of confusion about whether ACART intended family to be included in the last
option of ‘a third party’. A significant number of submitters found this phrase distasteful.

As with all other answers, there was a consensus among submitters that if the deceased’s wishes
have been written down in a legally recognised document, this takes first priority.

ACART’s scenario in the consultation document referred to the deceased individual as ‘the donor’
and this confused a few people.

Consultation question 9

Considering your responses to the previous questions, would your responses be different
if the deceased was a minor?

Should the retrieval or use of gametes from a deceased minor under the age of 16 ever
be ethically or legally acceptable?

Should it ever be permissible to use gametes collected from a minor during the minor’'s
lifetime after the minor’s death?

Is your answer different if the minors in question are ‘mature minors’?

Should the provisions in s 12 of the HART Act apply when the individual concerned is
deceased?

Section 12 of the Human Assisted Reproductive Technology (HART) Act 2004 places restrictions
on obtaining gametes from minors. The Act states that no person may obtain a gamete from an
individual under 16 years of age, or use a gamete obtained from an individual under 16, unless
they intend to preserve the gamete for the individual’s use, or to bring about the birth of a child
likely to be brought up by the individual from whom the gamete was obtained.

Most people disagreed or strongly disagreed (67%) that it should be permissible to retrieve and
use gametes from a deceased minor, but opinions were about even on whether it should be
permissible to use gametes collected while the minor was alive and competent, after their death.

Forty-nine percent of submitters disagreed that the provisions in s 12 should apply to mature
minors.

A few people asked for classification of what a mature minor is, and who decides?

Some submitters and clinics also queried the practice of fertility preservation in minors before
undergoing treatment, if it is the case that they can’t be used after their death.

If the minor had given competent consent to specific uses of the gametes before their death, then
most people agreed that this should be honoured.

A number of people believed that minors should be protected from having their gametes retrieved
posthumously, and where they have not given consent. Repromed stated that this should still be
the case for minors who are judged to be ‘mature’.



Consultation question 10

Should ACART consider the regulation of permanently incapacitated individuals, whose
death is not imminent, in the future?

There was agreement (63%) that ACART should consider the need to regulate posthumous
retrieval from permanently incapacitated donors in the future. Five percent strongly disagreed.

Submitters who provided comments did not provide suggestions to ACART about how retrieval
from this group could be regulated. Rather, it was recognised that the current regulatory
framework has gaps and inconsistencies, and that decision makers need clear guidelines or
regulation to point to in the event that a request for retrieval — from someone who is permanently
incapacitated but whose death is not imminent — is made.
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Introduction

In 2018, the Advisory Committee on Assisted Reproductive Technology (ACART) consulted
the public on the ethics of posthumous reproduction. Responses from that consultation
informed ACART’s development of its Proposed Guidelines for the Posthumous Use of
Gametes, Reproductive Tissue and Stored Embryos. ACART then conducted a stage two
consultation. This publication summarises the submissions received in that consultation.

In the stage two consultation, ACART sought feedback from the interested public on the
proposed guidelines and important policy issues, including the consent requirements for the
use of gametes, reproductive tissue or stored embryos after someone has died.

In general, ACART has made no attempt to judge the merits of particular viewpoints or
arguments. ACART is considering all perspectives, alongside legal and ethical issues, and
the principles of the Human Assisted Reproductive Technologies Act 2004 (the HART Act),
as it continues to develop its updated guidelines.

ACART would like to thank the Secretariat at the Ministry of Health for its able support in
compiling this summary and running the consultation.

We especially thank all those who made submissions for their valuable input.

Nga mihi ki a koutou

Dr Kathleen Logan
Chair, Advisory Committee on Assisted Reproductive Technology
March 2021
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The consultation process

The stage two consultation document was published on 15 July 2020 on both the ACART
website and the Ministry of Health website, along with a press release prepared by the
Ministry’s communications team.

Submissions closed on 30 September 2020 after extending the consultation to allow for a
number of further submissions to be received.

ACART emailed the consultation document to its comprehensive stakeholder list, and to all
submitters who had engaged with the stage one consultation in 2018. ACART’s stakeholder
list includes all fertility clinics, the Ethics Committee on Assisted Reproductive Technology
(ECART) and other government departments, including the Ministry of Justice (which
administers the HART Act). It also includes religious and ethnic groups, and medical
associations. In total, ACART emailed the consultation document to approximately 300
people/groups. It encouraged stakeholders to forward the consultation on to their networks.

Submitters could have their say by following the link ACART provided to the online
consultation through Citizen Space, a digital platform for consultation, by completing the
Citizen Space link through ACART, or through the Ministry of Health’s website, or by
emailing a completed feedback form or comments to acart@moh.govt.nz.

ACART welcomed feedback from any individuals or groups, and the Secretariat invited
fertility clinics to forward the invitation to any of their patients that they considered to have
an interest in this topic.

ACART did not hold open public meetings for this consultation, because of the COVID-19
pandemic. Instead, it included in the consultation document a question asking submitters
whether they would like to submit verbally. Where submitters did wish to submit verbally,
ACART invited them to a Zoom meeting to do so.

ACART received a total of 37 submissions on the stage two consultation, via Citizen Space,
post or email. Some submitters did not fill out the feedback form but sent an email or letter
providing feedback. Where possible, ACART has manually added these submissions to
Citizen Space to enable quantitative analysis. Raw submissions used for this analysis are
available to view on ACART’s webpage. Personal details have been redacted where
submitters requested that their details were withheld before publishing, and some
submitters requested that their entire submissions were not made public.

ACART notes that this analysis does not purport to reflect the proportions of views in
society, but only of submitters.

Three meetings were held via Zoom with Auckland Repromed, Auckland Fertility Plus and
Fertility New Zealand in August 2020, to clarify the rationale for the proposed guidelines
and talk through their workability in practice. Each of these meetings was attended by a
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member of the ACART working group and a member of the Secretariat. These groups then
submitted formally following the meeting.

ACART’s feedback form asked for individual submitters to categorise their primary interest
in the topic, and to provide their age and ethnicity. The following three tables present total
submission numbers broken down by category, age group and ethnicity.

Category Total Percent
User of fertility services 9 25.71%
Health professional 12 34.29%
Researcher 0 0.00%
Member of the public 10 28.57%
Other 4 11.43%
Not answered 0 0.00%
Age group Total Percent
13-19 years 2 5.71%
20-24 years 2 5.71%
25-34 years 3 8.57%
35-44 years 7 20.00%
45-54 years 11 31.43%
55-64 years 5 14.29%
65—74 years 2 5.71%
75+ years 3 8.57%
Not answered 0 0.00%
Ethnicity Total Percent
NZ European 16 45.71%
Maori 5 14.29%
Pacific peoples 2 571%
Asian 5 14.29%
Other 13 37.14%
Not answered 0 0.00%
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High-level themes

High level themes from the stage two public consultation reflected issues raised in the stage
one consultation.

Consent is important

Submitters were generally supportive of retrieval and use of gametes or reproductive tissue
after death if there is some evidence of consent.

When a person stores gametes while they are alive, they are asked what they want to have
happen to their gametes in the event of their death. Most submitters were familiar with the
process of storing gametes while alive for the purposes of fertility preservation, and
supported the option of written consent for the use of gametes in this case.

As in the stage one consultation, the majority of submitters supported the posthumous use
of stored gametes or embryos where there was evidence of verbal consent. However, most
people were uncomfortable with the requirement being for written consent, and felt strongly
that other types of consent should be considered also. Many people thought that because
of the often unexpected nature of death, written consent should not be mandatory.
Submitters expressed that some sort of evidence was vital, and suggested many forms that
verbal or inferred consent could take, including an affidavit confirming conversations had
with family or a partner.

There was a strong theme that consent of some kind needed to be given for retrieval and
use of gametes after death, and many submitters requested clarification from ACART about
what acceptable consent for posthumous use might entail.

Not all cases of posthumous use need ethical approval from
ECART

In the stage one consultation, ACART found that there was not enough support for a
requirement that all posthumous use of gametes and embryos should be subject to ethics
review. Submitters seemed to be looking instead for a balance of ethical oversight/approval,
or a model that was dependent on the situation. Opinions were mixed, so ACART sought
clarification on this question in the stage two consultation.

In this consultation, most submitters and fertility services thought that ECART review should
not be required for all posthumous uses of gametes or reproductive tissue.
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The main situation in which submitters thought ethical review by ECART should not be
required, was where consent has clearly been given to the specific use of the gamete before
the death of the gamete provider and there has been a clear and robust counselling and
consent process. In this case, submitters thought that clinics could manage the ethical
complexity of posthumous reproduction.

Others noted situations that might meet the threshold of requiring ethical review; for
example, where gametes are retrieved posthumously and consent to their retrieval and use
is not clear, or where there are additional complex ethical issues to consider, such as
inheritance or parentage.

Consistently with the stage one consultation, there was a consensus among submitters that
where a deceased person’s wishes have been written down in a legally recognised
document, this takes first priority, and such cases should not necessarily require ethical
review by ECART.

Tikanga

One submitter noted that there should be further careful consideration given to the tikanga
and te ao Maori implications of posthumous retrieval of gametes and reproductive tissue in
any guidelines issued to ECART.

Who may seek posthumous retrieval and use?

In the stage one consultation, ACART asked submitters who should be permitted to use
reproductive material from a deceased person. ACART then proposed that the posthumous
retrieval of gametes or reproductive tissue can be requested by the person who intends to
use the gametes or reproductive tissue to become a parent, and that that person must be
the one specified by the deceased person in their consent. This is most likely to be a
surviving partner, but it could be another relative; for example, a sister or brother.

As in the stage one consultation, many submitters agreed with ACART’s proposed
approach and thought that posthumous reproductive material should only be able to be
used by a family member and/or a partner.

Who should authorise posthumous retrieval?

In this stage two consultation, ACART proposed that the posthumous retrieval of gametes
or reproductive tissue could be authorised by the High Court, or by ECART in very rare
circumstances. ACART proposed this because not specifying this authority might leave a
legal gap that ACART has a responsibility to fulfil under the HART Act.
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Two submitters noted that they strongly believed that the HART Act did not include any
legal mechanism for ECART to lawfully authorise the posthumous retrieval of gametes or
reproductive tissue, and that the only avenue for posthumous retrieval should be through
the High Court.

Grief, and a mandatory stand-down period

ACART proposed that there is already effectively a stand-down period for posthumous use
of gametes if people are undertaking ethical approval for this, and therefore the guidelines
did not need to stipulate such a period. Submitters agreed that the guidelines did not need
a mandatory stand-down period, and gave reasons for this that a set stand-down period
would be too inflexible; having a set stand-down period does not recognise different
people’s situations; and because they were confident that clinics were able to support
families through the grieving process and manage any complex situations in which people
wanted to use the stored gametes soon after their loved one has died.

Gametes and tissue should not be able to be retrieved from
deceased minors

Section 12 of the HART Act places restrictions on obtaining gametes from minors. The Act
states that no person may obtain a gamete from an individual under 16 years of age, or use
a gamete obtained from an individual under 16, unless they intend to preserve the gamete
for that individual’s use, or to bring about the birth of a child likely to be brought up by the
individual from whom the gamete was obtained.

In this stage two consultation, ACART proposed that gametes should not be able to be
retrieved from deceased minors. Although this question attracted a spectrum of opinions,
the majority of submitters agreed that the retrieval of gametes from minors after their death
was ethically unacceptable. Interestingly, some submitters thought such retrieval should be
allowed in the interests of ensuring an individual’s genealogy carries on, if the individual’s
family was in agreement that this was important.

Using gametes frozen by minors (for their own fertility
preservation) after their death

Many of the submissions on this issue appeared to be from parents or family of deceased
children who had frozen gametes when they were under the age of 16 for the purposes of
fertility preservation prior to undergoing medical treatment. Many of these submitters
strongly believed that they (as the whanau of the deceased individuals concerned) should
have the authority to authorise the use of that frozen material, even in situations where there
was not consent to specific use.
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Similarly, ACART heard from families of loved ones who had died, who firmly believed that
where a person had made the decision to preserve their fertility or store gametes prior to
their death, it could be understood that the deceased person would have wanted others to
use those gametes.

Additionally, some submitters argued that if a minor had given their competent consent to
specific uses of their gametes before their death, this should be honoured, even if the
person was under 16 at the time the gametes were frozen.

A number of submitters included their thoughts on people’s competence to make medical
decisions and seek sexual health services under the age of 16, and argued that aged 16 is
an arbitrary number for legal purposes that does not take into account people’s maturity,
life experience or competence when expressing their wishes for their gametes.

Alternatively, ECART and fertility providers strongly believed that minors should be
protected from having their gametes retrieved posthumously and used by others, and that
this should still be prohibited even in the case of minors judged to be ‘mature’.

Collective versus individual decision making

Some submitters noted that choices, decisions and rights for Maori (and in other cultures
and families) do not necessarily operate in an individualistic paradigm, but in one that
involves recognition of whanau, hapt and iwi relationships and potential impacts on those,
including on the whakapapa line (ancestors to descendants). Along this line of reasoning,
a number of submitters talked about the importance of the support of whanau in using
gametes posthumously and in carrying out the wishes of an individual following their death.

Stage Two Consultation: Submissions analysis
Proposed Guidelines for the Posthumous Use of Gametes, Reproductive Tissue and Stored Embryos



Submissions analysis'®

This section provides analysis of submissions on the stage two consultation, set out
according to the sections in the proposed guidelines (A—K) and their associated questions.

A. All posthumous use should be subject to ECART review

Question 1

Should ethical review by ECART be required for all posthumous uses of gametes or
reproductive tissue, even if consent to specific use was given while the deceased
person was alive?

There were 34 responses to this question.

Option Total Percent
Yes 15 42.86%
No 19 54.29%
Not answered 1 2.86%

The majority of submitters and fertility providers thought that ECART review should not be
required for all posthumous uses of gametes or reproductive tissue.

Two submitters thought that in cases where people have given consent to the posthumous
use of their gametes when they are not imminently dying, ethical review for the use should
be required due to the change of circumstances (which might affect the validity of that
person’s consent) that could have occurred in the intervening period.

Some submitters thought that ethical review should not be required because the use of
gametes is a personal or family matter and not something that requires review by an
external body.

18 Ppercentages that appear in this section reflect data received through Citizen Space and also through hard
copy questionnaires.
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Some submitters also argued that ethical review by ECART would be an unfair and
unjustifiable emotional and financial burden in cases where consent had been given to the
use of gametes stored while the individual was alive. A few fertility providers and experts
thought that there would be nothing more to gain by requiring ethical review in the case of
those people who had already undergone a robust consent process at the time of consent
and where written consent had been provided before death.

Some submitters agreed with ACART’s rationale for ethical review of all posthumous use:
that posthumous use is an ethically complex procedure. One submitter thought that ethical
review by ECART would be a valuable safeguard to check no coercion had been involved,
and would give all parties involved the option for counselling. One submitter and two fertility
providers noted that fertility provider counsellors are qualified to decide when a case should
be referred to ECART, but that, otherwise, the posthumous use of material that has been
stored during an individual’s life should be classed as an established procedure.

Question 2

Should ethical review by ECART always be required for the posthumous use of
stored embryos, even if consent to specific use was given while the deceased
person was alive?

There were 34 responses to this question.

Option Total Percent
Yes 14 40.00%
No 20 57.14%
Not answered 1 2.86%

Submitters answered this question similarly to question 1, which might indicate that those
who thought that a clear and robust consent process in deciding on the use of embryos
while a person was still alive might eliminate the need for ethical review by ECART.

Similarly, all fertility providers thought that ethical review by ECART was not needed for the
approval to use stored embryos after the death of one gamete provider unless that use
involved a third person (for example, where a surrogate would be needed to carry the
pregnancy).

Alternatively, ECART was of the view that all applications should come before ECART for
its consideration with the exception of the situation when a man is dying and gives specific
consent to the use of an embryo after his death to a specified person within a specified
timeframe. ECART noted that the guidelines should draw a distinction between this situation
and the situation in which a man makes such a decision and he is not imminently dying.

Advice to Minister of Health:
ACART is about to publish guidelines for guidelines the posthumous use of gametes, reproductive tissue and
stored embryos



10

Some submitters wished to note that even though they thought that ethical review should
not be mandatory, they agreed that in complex situations ECART review could be useful. A
few submitters reiterated that they thought ECART approval was needed in cases where
the specific use was not clearly agreed to in the original consent, or where situations had
drastically changed from when the consent was given.

One submitter said that even if the deceased had noted they wanted the embryos destroyed
in the event of their death, ECART should still consider their use so the embryos can be
given a chance at life.

A few submitters reiterated that use of embryos is a family matter, and ECART should not
be involved in ultimate decisions about it.

Question 3

Do you agree that ACART should recommend a change to the [Human Assisted
Reproductive Technology] Order 2005 to ensure all posthumous use is considered
by ECART?

There were 35 responses to this question.

Option Total Percent
Yes 22 62.86%
No 13 37.14%
Not answered 0 0.00%

Most people who said yes to questions 1 and 2 consistently said yes to question 3, and vice
versa.

Many submitters said that no change should be made to the Human Assisted Reproductive
Technology HART Order 2005 (the HART Order) because that would capture cases where
consent was given before death, and they did not agree that those cases required ethical
review.
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However, some of the commentary provided on this question indicated that a few submitters
did not understand the implications of the question. For example, some people who
answered no to questions 1 and 2 then answered yes to question 3. Taking into account
the reasons these submitters gave for answering inconsistently, it appears that some people
agreed that a change should be made, and thought this meant that making a change to the
HART Order would at least allow a chance for them to try and use their loved one’s gametes
(that were frozen for the child’s own fertility preservation) or embryo — even though these
same submitters had noted previously that they thought ECART should have no role in the
consideration of use, and that the issue was a family matter.

Question 4

Do you agree that the guidelines should allow for the posthumous use of clinic donor
sperm or eggs, if there is already a child from the person who donated those
gametes and the new child will be in the same family?

There were 33 responses to this question.

Option Total Percent
Yes 31 88.57%
No 2 5.71%
Not answered 2 5.71%

Most submitters agreed that this guideline should be carried over from the current guidelines
(written in 2000), and that ACART’s guidelines on this should be inclusive of eggs also.

A few submitters considered that there should not be an automatic approval without
checking that there was donor consent to the gametes being used after the death of the
person concerned.

One submitter and one fertility provider also suggested that the approval to use the gamete
should not hinge on the fact that there is an existing child who will be a full biological sibling.

ECART suggested that this provision be widened to include use of:

« embryos already created with donated gametes which have not been used where a child
does not yet exist

« sperm from a personal sperm donor who has consented to posthumous use but where
there are no offspring in the recipient family at the time the donor dies (that is, cases
where the donor has consented to be a personal sperm donor and says in his consent
form, signed after implications counselling, that he consents to the use of the sperm in
the event of his death).

Advice to Minister of Health:
ACART is about to publish guidelines for guidelines the posthumous use of gametes, reproductive tissue and
stored embryos

11



12

One submission from a fertility provider also suggested that this provision should include
embryos already created using the donor sperm or eggs but not yet used.

B. Consent must be to a specific use

Question 5

Do you agree that the deceased person must have consented to a specific use?

There were 34 responses to this question.

Option Total Percent
Yes 23 65.71%
No 11 31.43%
Not answered 1 2.86%

Most submitters agreed that it was important that an individual had consented to the use of
their gametes or indicated how they would like their gametes to be used after their death.

One submission from a fertility provider also suggested that, with the exception of donor
sperm, deceased individuals should have consented to use by a named person.

Those who thought that ethical approval by ECART for use should not be required seemed
to be more liberal in their answer to this question, saying that consent for use does not need
to be so specific.

Some submitters appeared to be of the view that if ethical review by ECART is not always
required, then it is more important that consent to use be specific.

Two individual submitters who have gametes stored on behalf of their now deceased
children suggested that the wording in this question was too restrictive, and both recalled
their relevant experiences, including that there had been no discussion with them or their
child about potential uses of the gametes/tissue at the time of freezing. Because
applications for use of gametes stored for a child’s own fertility preservation (prior to their
death) would not be able to be approved by ECART under the existing HART Act and
ACART’s proposed guidelines, these submitters suggested the wording be less restrictive
and more in line with the purpose of the HART Act: to ‘provide a robust and flexible
framework for regulating and guiding the performance of assisted reproductive procedures’.

A few submitters asked for clarity on what constitutes consent to specific use, and how to
prove that had been obtained. There were also concerns that in the absence of clear
guidelines for this, use might be unable to be approved by ECART or a review-type process.
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Question 6

Do you agree with ACART, that the definition of specific use should mean ‘consent
to use by a specific person/s’?

There were 33 responses to this question.

Option Total Percent
Yes 18 51.43%
No 15 42.86%
Not answered 2 5.71%

One submitter noted that it was important that a named person was stated, to avoid abuse
or misuse of gametes or embryos.

Two submitters noted they particularly disagreed with the idea that the specified person
must intend to parent the resulting child themselves.

One fertility provider agreed with ACART’s proposal, and reiterated that the specified
person should be the partner of the person who dies, and that that person should also intend
to parent any resulting child. The provider noted that this did not prohibit donating gametes
to another individual, but also commented that a robust consent process for donation should
take place before death, at the time of storage.

Feedback from other fertility providers was mixed; there was a general theme that the more
specific the individual who dies has been about their wishes in regard to the use of their
gametes after their death, the better.

Some submitters noted that the use of the word ‘must’ and the idea of naming a specific
individual and a specific use could not take into account all of the situations in which a
gamete or embryo might be used (for example, by a surrogate or a new partner). Some
submitters voiced their concerns that this would mean that their consent could be
invalidated by ECART.
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C.Consent to use must be proven

Question 7

Do you agree that the intending parent(s) must provide evidence of consent to
posthumous use in order to use gametes, reproductive tissue or stored embryos
from a deceased person?

There were 34 responses to this question.

Option Total Percent
Yes 26 74.29%
No 8 22.86%
Not answered 1 2.86%

While the majority of submitters agreed that evidence of consent was required, most people
noted that they were unclear about what that would actually entail, as written or oral consent
is unlikely for most cases of unexpected death. Further, two fertility groups suggested that
the guidelines should include guidance on what constitutes sufficient evidence from
someone who did not leave written consent.

One fertility provider agreed with the proposal and noted that, in its opinion, retrieval of
gametes or tissue after death could not meet the threshold of informed consent in almost
all cases, and noted its concerns that the guidelines would allow gametes retrieved after
death without explicit consent to be used to create a child without the deceased person’s
consent.

One submitter who agreed with this proposal also argued for the partner of the deceased
person to be the only one who could provide evidence of consent.

A few other submitters suggested that it will not always be the intending parent/partner
seeking to use the gametes, and accordingly ethical oversight is important.

Those who did not agree with this proposal gave reasons for not requiring evidence of
consent, stating that this would set the bar too high and would not allow parents and whanau
to have access to their deceased children’s stored gametes. They noted that the word ‘must’
should be removed from this section.

A few submissions noted that a distinction exists between situations where there is a
provision of consent at the time of storage and situations where a court authorises
posthumous retrieval. One submitter suggested that the guidelines should grant ECART
discretion to decide what constitutes sufficient evidence in either situation.
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D. The evidence of consent may be written or oral

Question 8

Do you agree that oral consent is acceptable?

There were 32 responses to this question.

Option Total Percent
Yes 24 68.57%
No 8 22.86%
Not answered 3 8.57%

Two fertility providers did not agree that oral consent for posthumous use of gametes or
tissue was acceptable, and thought that consent should always be in writing. Two other
fertility providers thought that oral consent could be acceptable, but along with a number of
other submitters reiterated the need for clearer guidance on what constitutes sufficient oral
consent.

Three submitters did not agree with this proposal for the reason that they did not believe
that oral consent can meet the requirements of informed consent, and said although oral
consent is allowed in other areas of health care, it is not appropriate for posthumous retrieval
and use of gametes and tissue.

A few submitters suggested that the guidelines should allow ECART to decide on this issue

on a case-by-case basis, stating that they did not want to see some individuals miss out
because in their cases there had not been time to obtain written consent.

Question 9

Do you agree that there must be evidence of oral consent for that consent to be
acceptable?

There were 29 responses to this question.

Option Total Percent
Yes 25 71.43%
No 4 11.43%
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Not answered 6 17.14%

Where submitters thought that oral consent was acceptable, they generally saw a need for
evidence of that consent; most submitters agreed that evidence of oral consent of some
kind was required. Some submitters reiterated that they found it difficult to answer the
guestion without clear proposals of what evidence of oral consent might entail.

ACART heard that evidence of the oral consent should be required for the consent to be
recognised as valid — otherwise that consent was simply ‘inferred’. A few submitters stated
that oral consent was inferred consent, rather than true and robust consent. One fertility
provider reiterated its concern that oral consent was not acceptable as it cannot be
informed, and two other fertility providers thought that there should be a level of formality to
oral consent, such as an affidavit or an independent witness.

Many people thought that family and friends should be able to vouch for the oral consent.
In particular, one submitter suggested the evidence could be informal, such as text or emalil
proof, or statements corroborated by someone who was close to the person. This line of
reasoning is in keeping with a theme that emerged in the stage one consultation, that ‘family
knows the person best. However, some submitters specifically noted that the evidence
needed to be from someone independent from the person who would benefit from using a
deceased person’s gametes, to allow objective proof of the consent, and to mitigate any
conflicts of interest.

ECART reiterated that the guidelines should provide it with the discretion to decide what
constitutes sufficient evidence for different situations.

E. In most cases, the deceased’s consent to retrieval can be
inferred from their consent to posthumous use

Question 10

Do you agree that consent to posthumous use of gametes or reproductive tissue
can be taken to imply consent to posthumous retrieval of the gametes or tissue?

There were 32 responses to this question.

Option Total Percent
Yes 19 54.29%
No 13 37.14%
Not answered 3 8.57%
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Opinions were mixed on this question, but submitters’ comments indicated that they were
mostly supportive of the proposal. Those that did not support the proposal commented
along the theme that it was wrong to remove someone’s tissue after their death without their
explicit consent to do so.

One submitter who agreed that consent for posthumous use would often imply a consent to
retrieval further argued that ECART should look for evidence of the individual’s cultural and
spiritual beliefs, to ensure that all relevant aspects of an individual’s value system were
taken into account.

One submitter who agreed with the proposal also noted that there should be a provision in
the guidelines for acceptable methods of retrieval that maintain the dignity of the deceased
body.

ECART thought that consent to use without having any frozen material cannot be taken to
infer proper informed consent, but noted that if retrieval has been authorised by the Court
then ECART could determine on a case-by-case basis whether consent could be inferred.

Two fertility providers thought that where an individual said that gametes could be used
after their death knowing that they did not yet have any stored was consent to posthumous
retrieval. Two other fertility providers did not share this view.

One fertility provider distinguished the ethical acceptability of the posthumous retrieval of

gametes, noting that it did not believe that consent to the use of stored embryos after a
person’s death implied consent to the posthumous retrieval of further gametes.

Question 11

Do you agree that there is no need to test whether the deceased person had a full
understanding of the method of retrieval of the gametes or tissue?

There were 32 responses to this question.

Option Total Percent
Yes 14 40.00%
No 18 51.43%
Not answered 3 8.57%

Opinions were mixed on this question. Submitters’ commentary generally indicated that
consent should ideally illustrate that the deceased person had an understanding of what
retrieval involves. One submitter noted that it depended on the situation.
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One submitter noted that because posthumous retrieval of gametes or tissue is invasive, it
should be demonstrated that the person had a good understanding of the method of
retrieval.

One fertility provider thought that consent to retrieval after death where a person knew that
they did not yet have any gametes or tissue stored inferred consent to whatever method of
retrieval was most appropriate for that person and their whanau.

One medical body noted that some people might object to retrieval without consent on the
basis of indignity, but said that this should be balanced against the indignity of not being
able to contribute to creating a child in situations where it could not be demonstrated that
the person fully understood the method of that retrieval.

F. ECART or the High Court will be able to authorise
retrieval of gametes or reproductive tissue from a
deceased person

Question 12

Do you agree that ACART should recommend a change to the HART Order 2005 so
that it is clear that posthumous retrieval is never an established procedure?

There were 33 responses to this question.

Option Total Percent
Yes 29 82.86%
No 4 11.43%
Not answered 2 5.71%

A strong majority of individual submitters, as well as ECART and all fertility providers,
agreed with this proposal.

Submitters who thought that posthumous retrieval should never be an established
procedure said that they felt this way because they believed that the legislation as it stood
represented the crossing of cultural boundaries, and that important ethical considerations
are overstepped if posthumous retrieval was a routine established procedure.

One submitter suggested that if a person had stored gametes while alive, there could be a
further option for them to consent to gametes being retrieved after their death also.
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A few submitters mentioned that whatever form the authorisation of retrieval took, it simply
needed to be clear for the courts and for those who wished to retrieve, due to the small
window of time available for viable posthumous retrieval.

Question 13

Do you agree that, subject to the change to the HART Order 2005, ECART could
authorise posthumous retrieval? (Note: This would seldom or never actually happen,
because retrieval cases would usually be decided by the High Court.)

There were 32 responses to this question.

Option Total Percent
Yes 23 65.71%
No 9 25.71%
Not answered 3 8.57%

A number of submitters thought that it was better to keep posthumous retrieval as a matter
for the High Court.

Two fertility providers thought that a single pathway through the High Court might make the
process clearer and faster; people would not to wait for ECART to convene and decide on
a case. They also noted that the cases that could be considered by ECART would be very
few.

One submitter suggested that authorisation of posthumous retrieval by ECART would not
be appropriate, as it could give people the impression that the use had been pre-emptively
approved.

A few submitters suggested that it did not matter which body did the authorising, as long as
authorisation was ethically consistent and decision making transparent.

ECART is strongly opposed to any suggestion that it could lawfully authorise the
posthumous retrieval of gametes. ECART does not believe that the HART Act gives it this
power. The New Zealand Law Society’s submission also argued that the relevant provisions
of the Act and Order indicate that ECART’s functions extend only to the posthumous use —
and not the posthumous retrieval — of gametes.
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G. Prohibiting retrieval from deceased minors

Question 14

Do you agree that the retrieval of gametes and reproductive tissue from deceased
minors, for reproduction, should be prohibited?

There were 32 responses to this question.

Option Total Percent
Yes 21 60.00%
No 11 31.43%
Not answered 3 8.57%

The majority of individual submitters, as well as ECART and all fertility providers, agreed
with this proposal.

Two different submitters, who both have the gametes of their tragically deceased children
in storage, noted that although they agreed that gametes should not be posthumously taken
from deceased minors, losing a child meant losing their future also. They expressed that
this can complicate the grief process.

One fertility provider made the point that this proposal was consistent with the law that
children under 16 are not legally able to have sex to create children. Alternatively, another
submitter noted that while the age of consent to sexual activity is 16, a minor of any age
can consent to sexual and reproductive health care services; for example, contraception
and abortion.

Similarly, a few submitters mentioned Gillick competence (a term used in medical law to
decide whether a person aged under 16 is able to consent to their own treatment). Some
noted that it would not seem fair for someone to miss out on being able to retrieve gametes
or tissue posthumously if a deceased individual was, for example, almost 16.

Question 15

Do you agree that if a minor freezes gametes or reproductive tissue and dies before
they can use those gametes or reproductive tissue (or can consent as an adult to
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another use), then the gametes or reproductive tissue are not able to be used by
anyone else?

There were 33 responses to this question.

Option Total Percent
Yes 18 51.43%
No 15 42.86%
Not answered 2 5.71%

Just over half of individual submitters, as well as ECART and all fertility providers, agreed
with this proposal.

A number of submitters noted that they thought it was ethically unacceptable to use gametes
previously stored by a minor where the original intention of storing the gametes of tissue is
for that person’s own future fertility preservation. A number of other submitters thought that
age did not matter here, and that minors could be mature enough to state their wishes for
their stored gametes in the event that they would not be able to use them themselves.

Some submitters thought that the gametes should be able to be used by someone else,
and one submitter said that the posthumous use of a deceased minor’s gametes should be
able to be used if their whanau were supportive.

Two submitters noted that if a minor wished for their gametes to be used by someone else
in the event of their death, or wished for a sibling in need to be able to use them, then that
would be “special for the remaining family members”.

A medical body, along with a number of other submitters, said that the ability of minors to
consent to sexual and reproductive health services could be consistent with their ability to
choose if they would like to donate their gametes to someone else in the event of their
death.
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H. One change to the HART Act to enable minors to choose
the use of their own gametes/tissue after they reach the
age of 16 years

Question 16

Do you agree that ACART should provide advice to the Minister to amend section
12 of the HART Act 2004 to enable people to choose the use of their own
gametes/tissue after they reach the age of 16 years?

There were 32 responses to this question.

Option Total Percent
Yes 30 85.71%
No 2 5.71%
Not answered 3 8.57%

A strong majority of submitters, as well as ECART and all fertility providers, agreed with this
proposal.

The majority of submitters agreed that minors who stored gametes as children for their own
fertility preservation and who then reach adulthood should be able to place the same
conditions for their stored gametes as other adults. One submitter thought that age 16 was
still too young to make the decision to donate, and, further, two fertility providers noted a
discrepancy with the age of donation, which is currently aged 20.
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|.  No requirement for a specific stand-down period

Question 17

Do you agree that there is no need for the guidelines to include a specific provision
about a stand-down period?

There were 32 responses to this question.

Option Total Percent
Yes 26 74.29%
No 6 17.14%
Not answered 3 8.57%

Overall, submitters seemed to think some sort of stand-down period was a good idea but
did not agree it should be mandated. Many noted that the grieving process was different for
everyone, and an enforced stand-down period would be inflexible and arbitrary.

One submitter thought that a stand-down period could be a useful safeguard during the
grieving process, but also noted that they were happy to leave these decisions to ECART.

ECART and two fertility providers thought that a stand-down period should not be
mandatory, but that ECART should consider it on a case-by-case basis. Some submitters
noted that the ECART meetings are infrequent and so there would be a default stand-down
period for those going through the process of applying to ECART for posthumous use of
gametes or embryos.

Some submissions indicated that they thought clinics could manage any period needed for
grief before allowing posthumous use of gametes or embryos.
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Question 18

Do you agree that the counselling provision (7.f), about allowing time for grieving, is
adequate for ensuring people make a well-considered decision?

There were 31 responses to this question.

Option Total Percent
Yes 23 65.71%
No 8 22.86%
Not answered 4 11.43%

For this proposal, submitters commented along similar lines to the previous question, and
many people noted that a stand-down period needed to be flexible so that where something
like age was a factor people did not miss out on the chance to have a child.

One fertility provider and a number of submitters thought that clinics should be able to make
the call to defer treatment if a person was not able to make a well-considered decision, or
if there was a division among family members about the posthumous use.

Some submitters noted that the notion of counselling is a Western concept that will not suit
everyone.

A few submitters said that the extent to which grief should impact on fertility treatment was
also a matter for case-by-case decisions that clinics could manage.

A few submitters argued that, because grief is not a linear process, it was insensitive to
suggest that there should be a ‘time limit’ on grieving, and that decisions on use should be
made case by case.
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K. The title of these guidelines

Question 19

Do you agree with the proposed title for the guidelines of Guidelines for the
Posthumous Use of Gametes, Reproductive Tissue and Stored Embryos?

There were 33 responses to this question.

Option Total Percent
Yes 29 82.86%
No 4 11.43%
Not answered 2 5.71%

A large majority of submitters thought the title of the guidelines was suitable; some
submitters suggested the title should include a reference to retrieval if the two-pronged
approach to authorisation of retrieval is confirmed in the final iteration of the guidelines.
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