WOMEN’S AUTONOMY AND REPRODUCTIVE RESPONSIBILITIES
DURING THE COURSE OF ASSISTED REPRODUCTIVE TECHNOLOGY

AN ANALYSIS USING THREE HYPOTHETICAL SCENARIOS THAT HAVE RESULTED
IN THE BIRTH OF A DISABLED CHILD

Isabelle Faber

A THESIS SUBMITTED IN FULFILMENT OF THE REQUIREMENTS FOR THE DEGREE OF
MASTER OF LAWS RESEARCH

FACULTY OF LAW
UNIVERSITY OF TECHNOLOGY SYDNEY

2016



CERTIFICATE OF ORIGINAL AUTHORSHIP

| certify that the work in this thesis has not previously been submitted for a degree nor
has it been submitted as part of requirements for a degree except as fully

acknowledged within the text.

| also certify that the thesis has been written by me. Any help that | have received in
my research work and the preparation of the thesis itself has been acknowledged. In
addition, | certify that all information sources and literature used are indicated in the

thesis.

29 of February 2016



ACKNOWLEDGMENTS

Hereby | would like to express my sincerest thanks to my Supervisors, Professor Isabel
Karpin and Doctor Karen O’Connell, for their ongoing support, patience and
encouragement throughout this research journey. Without fail they believed in this
project and showed me that passion for your work and perseverance can get you
there. | would also like to thank Professor Jenni Millbank for her help as my Alternate
Supervisor. Each of you in your own cordial way has taught me the ropes of research. A
warm thank you to Professor Emeritus Daniel Guggenheim and Professor Emeritus
Pierre-Alain Recordon from the University of Geneva whose courses piqued my

interest in research.

The spirit among my fellow research students and work colleagues made this a
valuable experience. So thank you very much to Anthea, Carol, David, Helen, Karena,
Lip Li, Lucy, Meredith, Starla and Yan Li for your friendship, your help and advice.
Thank you also to Claire, Novi, Martin and Rene who made sure that the journey went

smoothly on the administrative and IT side and to Peter for proofreading this thesis.

Zu gudder laescht well ech ménger Mamm a méngem Papp villmols Merci soen, well si
méch émmerzou ennerstétzt hun an dem André ee grousse Merci, deen ni opgehalen

huet u mech ze gleewen an deem séng Prdsenz onendlech vill wart ass.



TABLE OF CONTENTS

L1 CHAPTER OINE ittt e e s a e e e e s eeee e e 1
1.1 INTRODUCTION ettt et e e s s s e e e e e e s e sbaaa e e e e e s seeeeeaas 1
1.2 METHODOLOGY ...ttt sttt sttt s sba e s ara e e e s aba e e e sanaeaee s 3
1.2.1 IMPORTANCE OF THE SCENARIOS ....ooiiiiiiii ittt 5
1.2.2 DESCRIPTION AND CHALLENGES OF THE SCENARIOS.......cccciiviiiiiiiiiiiiiiiciiccinecs 8
2. CHAPTER TWO KEY CONCEPTS FOR WOMAN’S DECISION MAKING IN ART .....eevvvvrvirieeiens 13
2.1 DEFINITIONS OF AUTONOMY ...ooiiiiiiiiiiiiiiie ettt e s 13
2. 1.1 AUTONOMY ettt ettt e s st e s s e e s s et e e s smaee e s ans snnees 13
2.1.2 REPRODUCTIVE AUTONOMY ...coiiiiiiiiiiiiiiiiiiiiiiin e 14
2.1.3 RELATIONAL AUTONOMY ...ootiiiiiiiiiiiiiiiie ittt 17
2.2 RELATIONAL REPRODUCTIVE AUTONOMY IN THE ART CONTEXT ...oevviirireeereeee e 18

NOT-YET CONCEIVED CHILD....ccoiiiiieeiiiiee ettt e e s 21
2.4 ART LEGISLATION AND WOMAN’S AUTONOMY ...c.ceiriiiiieieenieeniee sttt 24
2.5 CHOICE ...ttt e 31
2.5.1 NEW REPRODUCTIVE TECHNOLOGIES AND THE MEANING OF CHOICE.........cccecveeeennnen. 31
2.5.2 THE LANGUAGE OF ART BUSINESS AND ITS IMPACT ON A WOMAN’S CHOICE................. 33
2.6 DISABILITY ettt ettt e e 37
2.6.1 DEFINITION, REPORTS AND MODELS OF DISABILITY ceeviiiiiiiieiiieicereee e 37
2.6.2 DISABILITY, DECISION MAKING AND ETHICAL CONSIDERATIONS ......cocoviiiiiiiiiiiiiiiennee, 40
2.6.2.1 MODELS OF DISABILITY AND THEIR IMPACT ON ART ...ccoviiiiiiiiiiiiiiiiciiic i, 40
2.6.2.2 DECISION MAKING IN ART BY PEOPLE WITH DISABILITIES ...ccccvviiiiiiieiiieeceeeeeee, 42
2.6.2.3 THE ROLE OF HEALTH PROFESSIONALS IN DECISIONS ABOUT DISABILITY ...covrviveririiienenne

.................................................................................................................. 43
2.6.2.4 DISABILITY AND DECISIONS ABOUT ABORTION......ccoviiiiiiiiiiiiiiiiiic i 45



A ©0o Y o Vol [V L o ] o HR N 46

3. CHAPTER THREE .ottt s ettt e e e e e e e e et s e e e e e e eaebaaaaeseeaseeenssn senennen 48
3.1 Story of the first SCENAMIO....iiiiiie it e e e e abe e e e es s 48
3.2 Decision-making points of the first SCENArio .......ccovviiieeiiiii e, 51

3.3 Ethical and legal considerations of the decision-making point: disclosure of the inheritable

[olo] 2T I {1 TSN 52

3.3.1 Legal considerations of disclosure treated in the NSW legislation, the NHMRC ART

Guidelines and the Code of Practice of the Fertility Society of Australia (FSA)........ccceccvueeeunenn. 52
I T A o [l = o o o T o T Y - Yo PRSP 55
3.3.3 Stigma associated with genetic condition .........ccccuviiiiiiiie i 58
3.3.4 Preserving autonomous decision Making .........cccoouieiiiiiiiei e 59
3.3.5 Reasons in favour of diSCIOSUIE ........ccviiiiiiiiiiiiieeeeeeeee e 60

3.4 Ethical and legal considerations of the decision-making point: refusal of pre-implantation

testing of the remaining embryo with the genetic condition.........ccceeiieiiiiiiiiiii e, 61
3.4.1 Legal aspect of having an affected embryo implanted.........c.ccoeeeiieeiiiiiei e, 61
3.4.2 Could a woman be sued if she chooses to have her affected embryo implanted?........... 62

3.4.3 The woman’s potential loss of her embryo via PGD or prenatal testing and its effect on

Y=Y TSR 63

3.4.4 Nell’s decision and the interests of her future child and the seriousness of the condition..

............................................................................................................................. 63
3.5 CONCIUSION ..ttt ettt ettt et ettt et e bt e s bt e e bt e e sabeesabeeebeeesabeesabeesbeeesabeesabe nbeeennseenns 66
A, CHAPTER FOUR ...ttt ettt ettt sttt ettt et e sb e she e sae e st e st e eneenbeeeenneens 68
4.1 Story of the SECON SCENANIO.......uiiiiciiie ettt e e e e stae e e e e baeeeeentaeeesanreaes 68
4.2 Decision-making points of the second SCENANIO .....ccuviveiriiiiiiiiie e 71

4.3 Ethical and legal considerations of the decision-making point: non-disclosure of the genetic

CONAITION 1.ttt ettt s bt e ettt e b ee e s bt e e bt e e s ab e e sabeesbeeesabeeeabeeeabeeesabeessesabeeaneeenns 72
4.3.1 Legal considerations of ART and Al for this scenario........ccccccceeeeeiieeieciiee e, 72
4.3.2 Autonomy of the woman and the interest of the future child..........ccccceeieiiirinenie 74
e T B T4 o 1A o 3 V7 [ oV APPSR 81



4.3.4 Fear that her own genetic condition will lead to denial of access to ART.........ccceccvveeennes 84

4.3.5 Is a genetic condition more acceptable if own gametes are used compared to donor

AT ES i e e e et e e e et tea et e e e re e e e e e e e e eaa e e e e s 85

4.4 Ethical and legal considerations of the decision-making point: decision not to undergo PGD,

other prenatal testing or t0 USE dONOI @S .....uiiiiiiiieeiiiieecieee et e e e e e e earee e e 88

4.4.1 The legal situation in Victoria as to whether a woman must proceed with PGD or donor

= ] =] X~ PP 89
4.4.2 Impacts of Skyla’s decision on autonomy and responsibility ........ccocceeeeeeeiiciiieeereeeeeens 90
4.4.3 Interest of the future child and potential [aWSUit........ccceviviiiiiiiiiiie e, 92

4.4.4 |s the refusal of testing unethical because there may be an expectation to avoid the birth

Of @ disabled Child ..o s e 94
4.5 CONCIUSION ..ttt ettt b e bt e s bt e sht e e it e et e e bt e b e e sbeesbeesbee e enteenneans 96
5. CHAPTER FIVE. ...ttt ettt et b ettt sb et b e e bttt b e e st eae e she e e 98
5.1 Story of the third SCENAMIO ...cocuiii i s 98

5.2 The ethical and legal implications of Alva’s decision to decline the clinic’'s offer of

PrecoNCePtioN tESTING .ccvi i 102
5.2.1 Decision to decline testing and its legal considerations..........cccccceeeeecciiiieeee e, 103
5.2.2 Right to privacy and interests of the future child..........ccccoooiiiiiiiii e, 107
5.2.3 Refusal to consider an egg donation .........ccceiieiiiiiicciiie e 109
5.2.4 Decision to decline testing and its ethical implications..........ccccvveeeeiiiciiiieee e, 111
5.2.5 ART websites and their potential influence on a woman’s decision making .................. 115
5.3 CONCIUSION ..ttt ettt et b e bt e b e s beesbeesaeees saneenneeas 118
6. CHAPTER SIX CONCLUSION ...ttt sttt s s s s 120
6.1 INTRODUGCTION ...ttt e e et e et s et e st ee et eeeeeeeeeeeeaeaeeeeeeeeeeeeeeeeanann 120
6.2 MAIN FINDINGS OF THE THESIS ...t eeenneees 121
6.2.1 THE ABSENCE OF THE WOMAN IN THE LEGISLATION AND REGULATIONS .......cccccueennene 122
6.2.2 PROLIFERATION OF DECISION-MAKING POINTS....cccutiitiiieiienieeie ettt 125



6.3 CONCLUSION

7. BIBLIOGRAPHY

Vi



LIST OF ABBREVIATIONS

ABS
AHEC
AHRA
Al
ALRC
AMA
APPs
ART
AT 3
DNA
FSA
ICMART

HTLV
ICF

IVF

mtDNA

MM

MPNST

nDNA

NF1

NF2

NHMRC

NHMRC ART Guidelines

NSW
NSW ART Act
PGD

Australian Bureau of Statistics

Australian Health Ethics Committee

Assisted Human Reproduction Act (in Canada)

Artificial Insemination

Australian Law Reform Commission

Australian Medical Association

Australian Privacy Principles

Assisted Reproductive Technology

Anti-thrombin 3

Deoxyribonucleic Acid

Fertility Society of Australia

International Committee for Monitoring Assisted
Reproductive Technologies

Human T-cell Lymphotrophic Virus

International Classification of Functioning, Disability and
Health

In Vitro Fertilisation

mitochondrial genome DNA

Mitochondrial myopathy

Malignant peripheral nerve sheath tumour

Nuclear DNA

Neurofibromatosis type 1

Neurofibromatosis type 2

National Health and Medical Research Council

Ethical guidelines on the use of assisted reproductive
technology in clinical practice and research

New South Wales

NSW Assisted Reproductive Technology Act 2007

Preimplantation Genetic Diagnosis

Vii



PGS

PND

PNS

RTAC
RANZCOG

SA

SOGC

SMA

UN

VARTA

VIC

VIC ART Act
VIC ART Regulations
WB

WL

WHO

Preimplantation Genetic Screening

Prenatal Diagnosis

Prenatal Screening

Reproductive Technology Accreditation Committee
Royal Australian and New Zealand College
Obstetricians and Gynaecologists

South Australia

Society of Obstetricians and Gynaecologists of Canada
Spinal Muscular Atrophy

United Nations

Victorian Assisted Reproductive Treatment Authority
Victoria

VIC Assisted Reproductive Treatment Act 2008

VIC Assisted Reproductive Treatment Regulations 2009
Wrongful Birth

Wrongful Life

World Health Organisation

viii



ABSTRACT

This thesis examines, whether it is appropriate to hold a woman ethically or legally
responsible for decisions made by her during assisted reproductive technology (ART)

treatment that result in disability in the child born subsequently.

This question is explored through three hypothetical scenarios that are fictional
narrations of potentially real-life clinical situations that could occur within an ART
procedure. They are used to illustrate the ethical and legal issues that may arise and

involve the following different circumstances:

The first scenario involves a single woman using donor sperm in New South Wales
(NSW). The second scenario concerns a couple using their own gametes in Victoria
(VIC), where the woman has an undisclosed genetic condition. In the third scenario, a
NSW couple uses their own gametes and, after the birth, they discover that the

woman and the child have a genetic condition.

As a non-lawyer, my aim is to apply a feminist bioethical lens to selected laws that
regulate this area, rather than to provide a comprehensive account and critique of
those laws. Prior to undertaking this thesis | completed a Master of Science at the
University of Geneva, focusing on how medical responsibility was assigned to the
health professionals involved in six Swiss court cases where there was an unwanted
birth (including both an able bodied and a disabled child).! In this project | build on my
previous Master’s research along with my professional expertise as a midwife, to
develop a thesis which focuses on the legal and ethical rights and responsibilities of
women. | draw on feminist, disability and bioethics scholarship and examine selected

points of ART legislation and regulation in Australia.

! Title of the Master of Science thesis: La responsabilité médicale lors d’une naissance non voulue d’un
enfant non-handicapé ou handicapé. (The medical responsibility on the occasion of an unwanted birth
of an able bodied or a disabled child). The thesis is a comparative analysis of six Swiss court cases
conducted under the supervision of Professor Pierre-Alain Recordon, Emeritus Professor, Faculty of
Economics and Social Sciences, University of Geneva.
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This thesis establishes that the new challenges posed by ART, the increased
opportunities for decision-making throughout ART processes, and the involvement of
multiple decision-makers, have raised novel considerations about health risks and
ethical responsibilities that have a major impact on a woman’s reproductive

autonomy.

The majority of the legislation, regulations and guidelines | analyse are silent about the
woman and her legal rights and responsibilities, instead focussing on the
responsibilities of the clinics. | argue that, though it is sometimes beneficial for women
to be absent from the law, ultimately the law should directly address a woman’s rights
and responsibilities in order to grant her the rightful place she deserves as central to
reproduction and also to protect and guarantee her rights and interests. In the
documents consulted here, the woman, who is a key player and decision-maker in the

reproduction process, is conspicuously absent.

The thesis demonstrates that holding a woman ethically responsible at every decision-
making point in ART will result in an unfair, onerous increase in her responsibility and
transgress her reproductive autonomy. The thesis argues that a complex balance is
needed between the interests and rights of the woman, the interests of the future
child, concerns based on the rights and interests of people living with a disability and
the more general values of non-discrimination and diversity of life. All these factors are
essential considerations as they have an impact on a woman’s decision-making

processes within ART.
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