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Welcome from the Organising Committee

Welcome to Brisbane for the 2006 combined ABA / ANZIHLE conference:  life, death and human nature – bioethics and biolaw in the twenty-first century.  This is the third time that the two organizations have combined their conferences, and as before, in Sydney in 2000 and 2004, we look forward to the rich exchange of ideas which the combined format will no doubt bring.

Our keynote speakers bring a rich mix of experience, scholarship and achievement in health, medicine, the arts, history and sociology, biological science, epidemiology and the law.  We are most grateful that they have agreed to share their knowledge and ideas.  The proferred papers cover a wide variety of concerns and topics, with a significant emphasis on the interfaces between science, ethics, law and human nature.

The conference coincides with the move of the Journal of Bioethical Inquiry, which was launched at the Sydney 2004 conference, to a new status as a Springer journal, with all that this implies for increased circulation and recognition of this interdisciplinary journal.

The ABA will award the Max Charlesworth prize for the second time, and ANZIHLE will also provide an award for a student essay.

We hope you enjoy every aspect of the conference, and the immediate surroundings and facilities of QUT and the city of Brisbane.

Malcolm Parker

Chair, Conference Organising Committee
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Jennifer Fleming

Gail Tulloch
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Wayne Hall

Garth Thomas 
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Welcome from ABA & ANZIHLE

The Australasian Bioethics Association (ABA) and the Australian and New Zealand Institute for Health, Law & Ethics (ANZIHLE) welcome you to the third combined conference of the organizations in Brisbane.
We are pleased that the conference occurs at the time that the Journal of Bioethical Inquiry, which is owned by the two organizations and the Otago Bioethics Centre, is undergoing transformation into a Springer journal.  This augurs well for the future of bioethics, biolaw and related disciplines in the Australasia-Asia-Pacific region, and the greater recognition of Australia’s and New Zealand’s high quality research and scholarship in the fields.

The issues with which the organizations grapple continue to grow and challenge us, and the conversations which we are able to facilitate, particularly at the conferences, are an important contribution to the community debates. We encourage those attending the conference, who are not yet members of either ABA or ANZIHLE, to consider joining one (or both!) organizations.

Professor Colin Thomson  (ANZIHLE President)

Professor Grant Gillett  (ABA President)
General Information

Venue

The conference venue is conveniently located at Queensland University of Technology, Gardens Point Campus in Brisbane.  Presentations will take place in B Block and the cocktail reception on Wednesday night at Gardens Point Theatre (opp Kidney Lawn).

[image: image1.emf]
Parking

Parking at QUT Gardens Point campus is extremely limited and we encourage you to consider public transportation to the venue.  Short term Pay and Display car park is located under the South East Freeway with an entrance off Gardens Point Road. This car park is strictly a 4P area – pay and display.
The conference venue is in close proximity to public car parks. You are encouraged to check with car park operators to determine the best deal available. 
South Bank car parks are a popular alternative with a short (and pleasant) walk across the Goodwill Bridge to campus. A number of inner city car parks also offer discounts for students, such as Myer Centre and Kings Parkade. 

Lunch & Refreshments

Morning Tea, Lunch and afternoon tea is supplied by Artisans and included in conference registration.   

Opening night Cocktail Reception is $35 which includes canapés and an assortment of beverages.

Phones

Public phones are situated in various locations around QUT (refer to map).  We would ask all delegates to respectfully switch their phones to silent mode whilst attending workshops and presentations.

Conference Dinner
The conference dinner will be held on Friday 7 July at River Canteen located in Southbank Parklands.  The evening should be a fantastic opportunity to take in the scenery of the Brisbane River and forget about your ethical quagmires.  The cost is $80 per head with last minute RSVP on conference registration desk by 5.30pm, Thursday 6 July. Payment to be made when registering. 
Restaurants 

Visit the following venues for a delicious meal and top it off with a glass of wine at a laid back Brisbane bar.

Southbank Parklands is just across the river from QUT.  There is a huge variety of cuisine including Greek, seafood, Indian and Australiana.  Two recommended:

· Café Dell’ugo (Italian cuisine) – Little Stanley Street

· Ahmet’s Turkish Restaurant – Little Stanley Street

Inner City and just a short walk away.

· Riverside Centre – award winners: Pier Nine, Michaels and Vino’s

· Queen Street Mall – small eateries and cafes

Fortitude Valley is a colourful precinct great for people watching.  Cafes and retro stores galore!

· China Town Mall – variety of Asian restaurants

· Emporium (1000 Ann Street, Valley) – Wagga mamma (Japanese), Mecca Bah (Turkish), Freestyle Tout (dessert bar).

Bars/ Nightlife

Several cosy bars can be found in the city centre:

· Platform Bar – Ann Street (opp Anzac Square and next to Central Train Station) catch the free city (red) loop bus and get off at Anzac Square.  

· Jorge – George Street (opp Casino)

· Belgian Beer Café Brussels – Cnr Edward & Mary Street, City

The Valley is Brisbane’s most popular night spot:  

· The Bowery – Ann Street (top of Brunswick St Mall, Valley)

· The Press Club – Brunswick Street, Valley

Other great destinations with several restaurants and bars to choose from:

· James Street, Valley

· Boundary Street, West End - Forest (Vegan) Restaurant

· Hardgrave Road, West End

Other Events & Places to Visit
If you have some time after the conference you should consider heading to the Valley fiesta which is held annually from 8 to 12 July and is Queensland’s largest free popular music festival.  Relax and catch some sunshine at the Riverside markets held every Sunday 7am – 4 pm or catch a City Cat up and down the Brisbane River for around $5.00 for an all day ticket.

Roma Street Parkland is a rainforest right in the heart of Brisbane City.  The world’s largest subtropical garden in a city centre, offers visitors a chance to relax in beautiful, lush green surroundings.  Just north of the Roma Street Transit Centre; open daily 24 hours. Facilities include free barbeques, walking tracks, a cafe and children’s playground. 

Mt. Coot-tha Forest Park (15 minutes west of Brisbane’s CBD) – for a fast escape from the city, Mt. Coot-tha, rising above the city fringe suburbs of Toowong and Indooroopilly, offers several bush walks ranging from 10 minutes to one hour in length. The Mt Coot-tha Aboriginal Art Trail (1.8 km return) takes about 45 minutes and features contemporary Australian Aboriginal art, including tree carvings, rock paintings and etchings and a dance pit. 
Day trips are a great way to explore south-east Queensland.  Moreton Island, Sunshine Coast and Gold Coast are beautiful costal areas, only 1 to 2 hours drive from Brisbane.  

Map of Brisbane
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Program

	Wednesday 5 July 2006

	1600 
	Registration in B block foyer (outside B117) 

	1800
	Opening by TBA (Room B117) 

	1810 
	Welcome - Malcolm Parker 

Introduction to Professor John Mattick - Malcolm Parker

	1815 

1900
	Public Lecture by Professor John Mattick 

Title: Ethics and ideologies in biology and medicine
Chair: Malcolm Parker

Questions and Discussion

	1915 
	Journal of Bioethical Inquiry announcement: 

Professors Thomson, Gillett, Evans

	1925
	Housekeeping 

	1930 
	Cocktail Reception at Gardens Point Theatre 

	2045 
	Nightowls: Brisbane City and Southbank venues 

	
	

	Thursday 6 July 2006

	0700 - 1715
	Registration in B block foyer (outside B117) 

	0700 
	Meeting of Editorial Board of Journal of Bioethical Inquiry 

Other Board/Council Meetings/Special Interest Groups/ATEAM, etc. as required

	0845 
	Welcome by Professor Grant Gillett, President ABA (Room B117) 

	0850 

0935
	Plenary: Professor Brian Hurwitz 

Title: The narrative nature of clinical cases – implications for bioethics case talk
Chair: Dr Lynn Gillam

Questions and discussion

	0950
	Housekeeping 

	1000 
	Concurrent morning sessions: Rooms B223, B224, B225, B226

	1000 -1100 
	223

Genetic Regulation
	224

Substitute Decision-Making I
	225

Children First
	226

Essay Winners

	
	State intervention: genetic technologies, sex selection and reproductive choices
Kerry Petersen 
	Confidentiality in guardianship proceedings

Ben White & Paula Rogers
	The management of child abuse and neglect: an exploration of the ethics underpinning participation by health professionals
Richard Roylance
	ANZIHLE winner

	
	Can indigenous worldviews advance the current impasse intrinsic to naturalistic objections to novel gene technologies?

Lucy Carter
	End of life decision-making and the role of guardianship tribunals
Cameron Stewart
	All codes are not created equal - addressing the legality of research involving minors
George Tomossy
	

	1100
	 Morning Tea 


	1130 
	Concurrent midday sessions

	1130 - 1300 
	223

Clinical Ethics I
	224

Advance Health Directives
	225

Methods of Ethics I

	
	Legal and ethical limitations surrounding consent to high risk medical procedures; a critical analysis

Camilla Scanlan
	What needs to be considered when proposing to combine advance directives for health, lifestyle and financial decision-making?

Jean Murray
	Community-oriented discourse analysis: a model to complement traditional bioethical research methods
Wendy Lipworth

	
	Bolam, irrationality and evidence-based medicine

Malcolm Parker
	Limitations on the operation of an advance health directive in Queensland

Lindy Willmott & Ben White
	Ethics and empirical evidence - finding the balance
Zelda Doyle

	
	Ethical decision-making in the real world of acute medicine: insights from research
Pam McGrath,H Henderson & H Holewa
	Advance care planning and the need for legal certainty

Colleen Cartwright
	Three roles that empirical work ought to play in philosophical medical ethics 

Rosalind McDougall

	1300
	 Lunch 

	1430 
	Concurrent afternoon sessions

	1430 - 1600
	223

Clinical Ethics II
	224

Limits to Science or Limits to Rights?
	225

IVF & Embryo Research

	
	Resource allocation in the pressure cooker: ethical issues in the use of critical care resources during influenza pandemic

Julie Letts
	Xenotransplantation and the fragility of human rights
Peta Cook
	Cloning and stem cell research: achieving more flexible regulation

Loane Skene

	
	The fraught role of the clinical ethicist: some personal reflections

Lynn Gillam
	Dialysis: an example of unchecked science?

Deirdre Fetherstonehaugh
	The Lockhart Review, empirical ethics and liberal democracy

Chris Gardiner

	
	Integrating complementary medicine in mainstream medical environments– some considerations

Joy Mendel
	Living Forever: What is the public’s understanding of anti-ageing medicine and life-extension?

Brad Partridge & Wayne Hall
	Comparing public discourses in stem cell policy debates

Tamra Lysaght

	1600 
	Afternoon Tea 

	1630

1715
	Plenary: Dr Ruth Richardson
Title: Medical ethics and the arts: a Georgian controversy
Chair: TBA 

Questions and discussion

	1730
	Close 

	1730 
	Meeting of Teachers of Medical Law to Medical Students: Convenor – Leanna Davall 

Other Board/Council Meetings/Special Interest Groups/ATEAM, etc. as required

	Evening 
	Free: Brisbane City and Southbank venues 


	Friday 7 July 2006

	0700 - 1700
	Registration in B block foyer (outside B117) 

	0700 
	Board/Council Meetings/Special Interest Groups/ATEAM etc 

	0815 
	Welcome by Professor Colin Thomson, President ANZIHLE (Room B117) 

	0820 

0905
	2006 ANZIHLE Kirby Oration: Public Lecture by Professor Fiona Stanley
Title: Health, law and ethics: when is consent bad practice?
Chair: Professor Colin Thomson 

Questions and Discussion

	0920
	 Housekeeping 

	0930 
	Concurrent morning sessions

	0930 - 1030 
	223

Defining Death
	224

Substitute Decision-Making II
	225

Narrative Workshop
	226

Stem Cells

	
	The human person, ethics and treatment decisions at the end of life

Norman Ford
	Principles for substituted decision-making about life-sustaining measures: a case for legislative reform

Michelle Howard
	Giving narrative ethics a go

Lynn Gillam and Marilys Guillemin
	Which bank? A guardian model or regulation of embryonic stem cell research in Australia

Alison McLennan

	
	Dead, or dead enough? Defining death in the noughties.

Peter Saul
	Ethico-legal substitute decision making for a man with locked in syndrome

Paula Scully
	
	Emerging ethical issues of umbilical cord blood banking

Gabrielle Samuel

	1030
	 Morning Tea 

	1100 
	Concurrent midday sessions

	1100 - 1230 
	223

Disability, Biotechnology & Discrimination
	224

Euthanasia
	225

Issues in Biolaw
	226

Morality, Rationality and Religiosity

	
	Disability, suffering and biotechnology

Gerard Goggin & Christopher Newell
	An ethic of regret and euthanasia law reform

Mark Sayers
	Clinical intuition: rational empiricism in action!

Malcolm Parker
	Post-mortem sperm harvesting, conception and the law: rationality or religiosity?

Marrett Leibof

	
	A fate worse than death:  where are the voices of people with disability in debates about end-of life issues?

Kevin Cocks & Lisa Bridle
	Voluntary euthanasia and freedom of expression

Gail Tulloch
	Values, health, and food regulation

Stephen Coleman
	Bioethics of life and death processes from a Hindu perspective

Shaheen Emmanuel Lakhan

	
	Communications: ethics and pandemic planning

Connal Lee
	Avoiding euthanasia: how to ‘not intend’

Charles Douglas
	Legalization of the sale of organs and tissues

Iqbal Jaffer
	Can social science tell us anything about what morality is?

Remo Ostini

	1230
	 Lunch 


	1400 
	Concurrent afternoon sessions

	1400 - 1530 
	223

Methods of Ethics II
	224

Clinical Ethics III

End of Life
	225

Issues of Tissue I
	226

Ending Lives: A Plurality of Views

	
	Biogovernance constructions of pleasure and addiction: the potential of happiness research, neuroscience and cognitive liberties to enhance our lives through a rereading of utilitarianism

Robin Mackenzie
	Models for understanding end-of-life ethical decision-making in haematology

Pam McGrath & H Holewa
	Identifiable genetic samples as personal information: comparative perspectives from Australia and the Netherlands

Myra Cheng
	Nothing about us without us:  the disability rights critique of prenatal diagnosis and people with intellectual disability  

Lisa Bridle

	
	Toward more legitimate bioethics policy: using the methods of ‘big picture bioethics’

Susan Dodds & Rachel Ankeny
	Recommendations for clinical care. Promoting discussions with patients about end-of-life care.

Joy Mendel, S Townsend, S Bowler, J Holmes & M Meldrum
	Stakeholder perspectives of ethical and legal challenges of tissue banks and human genetic research databases: implications for research and reform

Jennifer Fleming
	Comparing end-of-life decision-making in Australia and Europe

Colleen Cartwright, Gail Williams & Malcolm Parker

	
	Innovation: a fifth principle of bioethics?

Kellie Johnston & Thomas Faunce
	Involving people in their own end of life decisions. Empirical studies in Australia.

Peter Saul
	‘Savoir siblings’?: the distinction between PGD with HLA tissue typing and preimplantation HLA tissue typing

Crystal Liu
	

	1530
	 Afternoon Tea 

	1600

1645
	Plenary: Professor Derek Morgan
Title: Causing lives & saving deaths: sanctity, identity and technology in modern medical law & ethics 
Chair: A/Prof Lindy Willmott
Questions and discussion

	1700 
	Close & Housekeeping. Dinner details 

	1700 
	Board/Council Meetings/Special Interest Groups/ATEAM etc 

	1900
	ABA/ANZIHLE Conference Dinner: River Canteen, Southbank Boardwalk 

	
	

	Saturday 8 July 2006

	0700 - 1255
	Registration in B block foyer (outside B117) 

	0700 
	Board/Council Meetings/Special Interest Groups/ATEAM etc 

	0815 
	Welcome: A/Prof Lindy Willmott (B117) 

	0820 
	Biothetical
Title: TBA

Chair: A/Prof Cameron Stewart


	0930 
	Concurrent morning sessions

	0930 - 1100
	223

Autonomy
	224

Issues of Tissue II
	225

Confronting Harm

	
	Addiction and autonomy: what can neuroscience tell us?

Adrian Carter
	Examining the operability of consent in relation to human genetic databanks

Margaret Otlowski
	The rise and fall of Vioxx: a failure of the academic literature to deal with uncertainty.

Michael James

	
	A mild case of mania: testing theories of autonomy 

Merle Spriggs
	My hideous progeny: exploring the changing attitude of body ownership through the narrative device of the monster in Mary Shelley's ‘Frankenstein’, Kazuo Ishiguro's ‘Never Let Me Go’ and Jodi Picoult's ‘My Sister's Keeper’.

Evelyn Tsitas
	Would nicotine harm reduction permit a more ethical tobacco industry? 

Wayne Hall

	
	Me or us: decisions and attitudes about research participation

Judy Allen
	Legacy to the living – family follow-up from coronial autopsies in Victoria

Helen McKelvie, Natalie Morgan & Patricia O’Brien
	Complaints and quality: myth and reality in New Zealand

Ron Paterson

	1100
	Morning Tea 

	1130 

1210
	ABA Presidential Address: Professor Grant Gillett

Title: A sense of life

Chair: A/Prof Malcolm Parker

Questions and discussion

	1225 
	Presentation of Max Charlesworth Scholarship 2006 

	1235
	Presentation of ANZIHLE Essay Prize 2006 

	1245 
	ABA & ANZIHLE Conferences 2007/8 

	1255
	Disperse 


List of meetings
· ABA committee

· ABA AGM

· ANZIHLE board

· ANZIHLE AGM

· JBI editorial board

· ATEAM

· Meeting for teachers of medical law to medical students (Leanna Davall)

· SIGs eg Clinical ethics
Poster Presentations
· Pam McGrath: “Another Form to Fill In! Research Findings on the Ethical Implications of the Use of Questionnaires”
· Gervase Pearce, Peter Saul and Tracy Carthew: “Towards a Framework for Military Health Ethics: An issues paper examining possible health related ethical issues arising from military operations”
Abstract Presentations

Wednesday 5th July

Public Lecture

Ethics and ideologies in biology and medicine

Professor John S Mattick

Institute for Molecular Bioscience, University of Queensland, Australia
A decade ago the determination of a human genome sequence was considered by many to be a wastefully expensive, technically difficult, if not impossible, goal of dubious worth. They were wrong on all counts. Ten years on we are amazed by what has been found, and daunted by how much there is yet to learn and understand. Incredibly, it is now feasible to determine individual (i.e., yours and my) genome sequences on credit-card sized chips, which are already in use in advanced trials and should become a reality within 5 years. They will then become part of standard medical practice. This will, as always with new technologies, raise issues of equity of access, but these are not unique to this area. Whatever problems there may be, the capacity to generate individual genome sequences across the community will revolutionize genetic discovery, genetic diagnostics, therapeutics and personalized medicine.

The rapidly accelerating advances in genetic and cellular technologies, and the imminent reality of personal genomic information, has generated much discussion and speculation about the "ethical, legal and social issues" that may ensue, with differing views and differing levels of optimism or pessimism. While there are unquestionably (both new and old) legal and social issues associated with these technologies, the "ethical" issues are much more problematical. The main reason for this is the misappropriation of the word "ethics" by different groups to promote their particular ideology or theology, as exemplified by the stem cell debate. While there is clearly a relationship between ideology and ethics, we should be careful not to confuse the two. We should also encourage a better understanding of the science and technology involved, and have respect for people to make their own decisions within the increasing range of options available. Finally, we should also remember that it is easy to be ideological when the issues are theoretical, but that, when it comes to the crunch, health will almost always trump ideology, and within certain limits, will usually trump ethics. Perhaps when this is better appreciated, discussion of the opportunities and problems associated with new genetic and cellular technologies will become more realistic and more relevant.
	

	

	

	

	


Thursday 6th July

Plenary

The narrative nature of clinical cases – implications for bioethics case talk
Professor Brian Hurwitz

D’Oyly Carte Chair of Medicine and the Arts, King’s College, London, UK
This talk surveys the historical development of clinical case reports by focusing on their changing literary representation, logical form and narrative features. The evolution of case reports is usually discussed in terms of changing theories of health and disease in the light of advancing medical knowledge and technology. However, changing relationships between doctors and patients and altered weightings accorded subjective and objective factors in the medical assessment of illness are also manifest in the development of case construction over time.  

Continuities and differences between past and present case depiction will be delineated and commentary offered on the striking expressivity of physicians in their documentation and communication of clinical phenomena and clinical reasoning. The differing suasive effects of style on the sympathies and loyalties of readers of case reports will be discussed in the context of modern bioethical case construction and reasoning.
	

	

	

	

	

	

	

	

	

	

	

	

	

	


Morning Session: Genetic Regulation

State intervention: genetic technologies, sex selection and reproductive choices
Associate Professor Kerry Petersen 

Law School, La Trobe University, Melbourne, Vic, Australia

Since the 1990s, the concept of reproductive choice has taken on new dimensions as pre-implantation genetic diagnosis (PGD) enables clinicians to select embryos on the basis of genetic information obtained from biopsied embryonic cells. Using PGD to select an embryo which is unaffected by a genetic disease is becoming a more common medical procedure and PGD is generally accepted as ethical if used for the benefit of the born child. The House of Commons, Science and Technology Committee has recommended that the current evidence on sex selection for family balancing should be examined carefully and the onus placed on those who oppose sex selection for social reasons to demonstrate harm from its use. Sex selection for social reasons was available in some Australian states until 2004 but is now banned by the NHMRC Ethical Guidelines on the Use of Assisted Reproductive Technology in Clinical Practice and Research. The ban is justified on the ground that admission to life should not be conditional on a child being a particular sex. This presentation discussed the issue of sex selection from a reproductive choice perspective and explores ways of imposing justification and process requirements on informal regulation, particularly when it reproductive liberties and freedoms.  

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Can indigenous worldviews advance the current impasse intrinsic to naturalistic objections to novel gene technologies?

Lucy Carter

School of History, Philosophy, Religion and Classics

The University of Queensland, Australia

Several criticisms can be levelled at traditional formulations of naturalistic objections to novel gene technologies, such as those advocated by opponents of genetically modified (GM) crops. I contend that popular formulations of naturalistic objections are absolutist and paternalistic in nature. This has the (perhaps unintended) consequence of stifling ethical debate and doing little to articulate the perceived problem. In this paper I explore the plausibility of applying traditional knowledge based on Aboriginal and Torres Strait Islander as well as Maori values to make some sense of the issues involved. I put forward a number of reasons why I believe this undertaking provides better insight into some of the concerns expressed about GM technologies. I argue that indigenous worldviews can offer some guidance on various issues in the GM debate by offering a more tangible starting point for discussions particularly regarding potential risks associated with the use of GM plants.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Morning Session: Substitute Decision-Making I

Confidentiality in guardianship proceedings

Dr Ben White1 and Paula Rogers2
1Full-time Member, Queensland Law Reform Commission, Australia

2Legal Officer, Queensland Law Reform Commission, Australia

All of the adult guardianship regimes in Australia permit some level of confidentiality in relation to tribunal or board proceedings about adults with impaired decision-making capacity.  This confidentiality generally relates to the publication of what occurs during a proceeding.  Legislation often also empowers the guardianship tribunal or board to make orders about closed hearings, access to documents, and access to reasons for decisions.  This paper examines three competing considerations that inform the role of confidentiality in guardianship regimes: open justice, procedural fairness, and the nature of the guardianship jurisdiction.

Most legal systems value openness and transparency in judicial proceedings and so the role of confidentiality is usually very limited.  One of the principles underpinning this approach is open justice.  This principle requires that judicial proceedings be conducted in public.  The primary rationale for open justice is that the transparency of justice dispensed in public promotes accountability and consistency in decision-making.

Another reason for openness in judicial proceedings is procedural fairness.  One of the requirements of procedural fairness is that a person affected by a decision be apprised of the evidence upon which the decision-maker proposes to base its decision and an opportunity to comment on that evidence.  This militates against confidentiality in that it requires documents relied upon by decision-makers to be made available. 

However, neither the principle of open justice nor the requirements of procedural fairness are absolute.  In appropriate cases, those principles will be weighed against competing considerations that favour some level of confidentiality.  As mentioned above, this balancing exercise is one that arises in adult guardianship proceedings.  This is largely due to the protective nature of the guardianship jurisdiction with its focus on safeguarding the rights and interests of adults with impaired capacity. 

This paper examines how these considerations interrelate and inform decisions about confidentiality in guardianship proceedings.

	

	

	

	

	

	

	


End of life decision-making and the role of guardianship tribunals
Associate Professor Cameron Stewart

Law Division, Macquarie University, Sydney, NSW, Australia

In this paper I will discuss the growing Australian jurisprudence of end-of-life decision-making with a focus on the role of Guardianship Tribunals. The paper will examine decisions concerning treatments such as CPR, artificial hydration and nutrition, antibiotics and the use of not for resuscitation orders. It will also look at the recent controversy regarding the role of substitute decision-makers in refusing treatment, which recently has come to the fore with the decision of  WK  v Public Guardian (No 2) [2006] NSWADT 121. In this case the NSW Administrative Decision Tribunals questioned the power of the Public Guardian to consent to the withholding of treatment, namely withdrawal of dialysis, a no-CPR order and a decision to consent to palliative care.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Morning Session: Children First

The management of child abuse and neglect: an exploration of the ethics underpinning participation by health professionals
Associate Professor Richard Roylance

School of Medicine, Griffith University, Qld, Australia

Since the ‘re-discovery’ of child abuse and neglect (CAN) in the mid-20th century there has been an exponential growth in the involvement of health professionals in formal medicolegal processes to identify, investigate, treat and prevent CAN. 

The emergence of this ‘new pathology’ has raised ethical/medico-legal challenges for health providers - as practitioners attempt to balance conflicting imperatives arising from the complex interplay of rights and responsibilities between the State, the family and the individual child. 

This paper explores the ethics/motivations underpinning this involvement by health professionals from a cultural and historical perspective. Although the ‘best interests of the child’ is generally cited as the factor of primacy, what respective roles do moral indignation, religious sanction and community self interest take? 

Specifically, what is the role of evidence-based policy and practice is this complex equation?

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


All codes are not created equal - addressing the legality of research involving minors
George Tomossy

Division of Law, Macquarie University, Sydney, NSW, Australia

How ethical codes or guidelines address issues relating to research involving vulnerable populations provides the litmus test for their status - moral and legal.  While ethical codes or guidelines may illustrate a convergence of principles, being perhaps even indicative of their moral soundness, they nevertheless face constraints in terms of their capacity to legitimate conduct under the law.  This paper examines this issue in the context of research involving minors, including the argument to expand the application of the 'mature minor rule' to the research setting.
	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Midday Session: Clinical Ethics I

Legal and ethical limitations surrounding consent to high risk medical procedures; a critical analysis

Camilla Scanlan

PhD Candidate, Centre for Values, Ethics and the Law in Medicine

University of Sydney, NSW, Australia

The, now widely accepted, principle of respect for patient autonomy, stipulates that individuals have the right to make decisions about their own health care, and hence, their consent is required for the commencement or withdrawal of any intervention or treatment. This paper critically appraises the constructs of consent and autonomy within a high-risk medical context. We have chosen to investigate the consent process of patients with haematological malignancies who are considering undergoing a haematopoietic stem cell transplantation (allogeneic BMT) because this procedure is both potentially life-saving and life-threatening and because it is characterised by enormous medical, technical and psychosocial complexities. We revisit the basic elements of consent (competence, voluntariness, specificity, disclosure and understanding), analysing how attainable each element is in practice. In particular, we raise questions about how realistic the intellectual foundations of consent are when considering high-risk medical procedures. We also question whether there are other aspects that underpin consent, (eg trust, regret, vulnerability, responsibility, relationships) and are integral to the principle of beneficence that need to be given greater recognition in the consent process. Finally, we ask if beneficence and autonomy are indeed strange bed-fellows.

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Bolam, irrationality and evidence-based medicine

Malcolm Parker

Associate Professor of Medical Ethics

School of Medicine, University of Queensland, Australia

Civil Liability legislation in all Australian states has reinstated a Bolam-like standard of care for doctors (except in regard to disclosure).  A defendant practitioner will escape liability if the health care provided was “widely accepted in Australia by peer professional opinion as competent professional practice”.  Where this standard has been accepted, it is qualified by an “irrationality condition”, following the concern expressed by the Commonwealth’s Review of the Law of Negligence to the effect that, while returning to a Bolam-like standard would help redress the bias in negligence cases against doctors which became evident during the 1980s and 1990s, the court should retain the ability to intervene in those admittedly rare cases where peer opinion was clearly irrational.  Because the Civil Liability Acts do not define “irrational”, and because there has been no case law to test even the general standard, let alone the qualifying condition, we are not yet certain about what sort of opinions would be rejected by a court on the basis of being irrational.  Nevertheless, some earlier cases throw some light on the question.  Using these cases and a clinical example, I advance a plausible definition of the irrationality condition. There are both legal and medical grounds to think that the idea of evidence-based medicine must constitute the core of the definition.
	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Ethical decision-making in the real world of acute medicine: insights from research
Pam McGrath,1 H Henderson2 and H Holewa3
1NH&MRRC Senior Research Fellow, International Program for Psycho-Social Health Research, Central Queensland University, Australia

2Redland Hospital

3International Program for Psycho-Social Health Research, Central Queensland University, Australia

Introduction: In order to explore solutions to the complex ethical challenges in health care, the Bayside Health Services District Ethics Committee, Queensland, Australia, adopted a sociological perspective in a pilot study of clinical ethical decision-making in an acute medical ward at Redland Hospital. The findings are innovative for two reasons: firstly, the epistemological frame of reference is sociological rather than philosophical; and secondly, the data begins to build a picture of end-of-life ethical decision making from within the acute medicine, rather than from the palliative, system. 

Method: The qualitative methodology (descriptive phenomenology) used open-ended interviews with a health professionals (medicine, n=5; nursing, n=9; allied health, n=4; pastoral care, n=1) and consumers (patients and carers, n=7). The interviews were transcribed verbatim, and thematically analysed. 

Results: The subjects had a strong consensus that ‘patient centred care’ was central to clinical ethics. Despite the strong inter-professional consensus, all groups reported inter-professional conflict, which was focussed on perceived medico-centrism. The subjects identified professional strategies for ensuring the centrality of patient-care (multi-disciplinarily; effective communication) and mechanisms for coping with ethical challenges (engagement with patient and family; collegial consultation; professional confidence; accepting uncertainty and compromise; consultation with superiors; legal and ethics consultation). “End of life” was identified as the most ethically difficult situation.

Conclusion: The study affirms the sociological approach to the analysis of clinical ethics and asserts the importance of exploring end-of-life ethics from the acute as well as the palliative health care system.

	

	

	

	

	

	

	

	

	


Midday Session: Advance Health Directives

What needs to be considered when proposing to combine advance directives for health, lifestyle and financial decision-making?

Jean Murray  

Principal Consultant, Ethico-Legal Reform, South Australian Department of Health
Advance directives preserve the human right to determine one’s own health care, lifestyle and financial choices beyond the onset of incapacity by putting in place clear legal arrangements that will respect and protect personal decisions in the future.  

South Australia has four legislated advance directives in three Acts that each have different forms, different requirements and different appeals provisions.  The uptake of financial advance directives is high, but of health and lifestyle advance directives remains low.  Families are confused about how to access them, how to use them and where each of them apply.  Hospitals, aged care facilities and financial institutions need to be confident that they are complying correctly with legally completed advance directives.    

When a family member has lost the ability to make their own decisions, families find that the arrangements that they need to put in place do not present as discrete health, lifestyle and financial matters, but tend to be a combination of all of these at once.  South Australia is exploring whether a simpler system of advance directives that is devoid of internal inconsistencies, appropriate to all age groups, accessible by all families and understandable to all parties would better meet community and sector needs.  

Would a combined advance directive increase citizens’ capacity to direct how they want their finances managed, where and how they want to live and what treatment they want to be offered when they are unable to speak for themselves?  Is there a corresponding higher risk of abuse of powers by appointed agents?   What consideration should be given to the needs of ethnic and Aboriginal communities, registration of advance directives and appropriate witnessing requirements? And given that current advance directives apply both best interests and substituted judgement principles, on what ethical principles should combined legislation be based upon? 

	

	

	

	

	

	

	

	

	

	


Limitations on the operation of an advance health directive in Queensland

Associate Professor Lindy Willmott1 and Dr Ben White2
1Law Faculty, Queensland University of Technology, Australia

2Full-time Member, Queensland Law Reform Commission, Australia

The right to autonomy is a fundamental concept in health law.  A competent adult may refuse treatment, even if that treatment is necessary to save that person’s life. The legal position is more complex when an adult has lost the capacity to make a decision about his or her treatment.  The common law recognizes the ability of an adult to make a binding directive about medical treatment in advance of losing capacity.  In addition, legislation has been enacted in a number of Australian jurisdictions that facilitates a document being completed by an adult about future treatment.  In most of these statutory jurisdictions, the common law continues to operate alongside the statutory regime.

The position in Queensland is different.  The Powers of Attorney Act 1998 (Qld) facilitates the completion of an advance health directive by an adult who has the requisite capacity.  The legislation contemplates that an adult can give a directive to withhold life-sustaining medical treatment by completing an advance health directive.  However, probably due to a drafting error, the authors contend that the statutory regime in Queensland has excluded the operation of the common law regime, at least in relation to directions to withhold or withdraw life-sustaining medical treatment.  As a result, an adult in Queensland who wishes to give an advance directive regarding life-sustaining medical treatment must rely solely on the Powers of Attorney Act 1998.

Yet the statutory regime that operates in Queensland limits the circumstances in which an advance directive to withhold or withdraw treatment can operate.  This paper critiques those limitations and compares the statutory framework with the common law.  

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Advance care planning and the need for legal certainty

Professor Colleen Cartwright

Foundation Professor of Aged Services & Director of Aged Services Learning & Research Collaboration, Southern Cross University, Coffs Harbour, NSW, Australia

Most states and territories of Australia now have specific legislation to allow an individual to record their wishes for health care and personal decisions in an Advance Directive (AD) in case of future incapacity, and to appoint an agent or proxy under Enduring Guardianship (EG) or Enduring Power of Attorney (EPA) provisions to make such decisions. However, not all states/territories have legislative provision for both options (e.g. NSW, WA and Tasmania do not have specific legislation for AD; the NT and WA do not have specific legislation for EG/EPA).

This paper will argue that the gains in patient self-determination and autonomy that have occurred over the past 2 decades are under attack, and only by having good legislation in all states and territories will those gains be protected.

In addition, the law relating to Advance Care Planning (ACP) is not consistent across Australia and this inconsistency may be denying options to some citizens which are available to others.  

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Midday Session: Methods of Ethics I

Community-oriented discourse analysis: a model to complement traditional bioethical research methods
Wendy Lipworth

PhD Candidate, Centre for Values, Ethics and the Law in Medicine

University of Sydney, NSW, Australia

Most bioethical research takes the form of philosophical analysis or empirical analysis of specific attitudes and behaviour. In contrast, disciplines such as sociology, linguistics, and ethnology have developed frameworks for examining social processes in all of their ontological, epistemological and ethical complexity. One particularly fruitful approach to studying science and medicine has been to view these processes as “discourses” and to analyse them using various techniques of “discourse analysis.”

This paper describes a framework that has been developed for the empirical analysis of social processes in the biomedical sphere. This framework (“Community-Oriented Discourse Analysis”/ “CODA”) has much in common with other techniques of Discourse analysis, particularly Foucaultian analysis and cirtical discourse analysis. It has, however, several distinguishing characteristics:

1) CODA has, as its unit of analysis, the “Discourse Community,” which is a group of people who attach value to a particular set of goals and who share a set of paradigms for communicating internally (often through Community-specific terminology), for  carrying out their specialised tasks and for relating to other Communities. 

2) CODA does not require specialised training in disciplines such as microlinguistic analysis, ethnology, phenomenology, etc. 

3) CODA is compatible with other, more specialised, research disciplines. CFDA is thus truly multidisciplinary and encourages the use, where beneficial and epistemologically coherent, of “hybrid” methodologies.

CODA has been developed primarily to assist biomedical researchers who wish to study the activities of such diverse social groups (Discourse Communities) as peer reviewers for medical journals, patients undergoing high-risk medical procedures, clinicians treating patients with life-threatening allergies, etc. CFDA can be normative as well as descriptive and  can, therefore, be used to complement more traditional bioethical methods.

Relevant conference underpinning

What is empirical ethics, and what part can it play in confronting our challenges?
	

	

	

	

	

	


Ethics and empirical evidence - finding the balance
Zelda Doyle

PhD Candidate, University of Tasmania, Australia
The need for empirical evidence to support hypotheses walks a fine line with the need to undertake ethically viable research.  To stray too far in one direction or the other may compromise either the results obtained or the integrity of the research.  

Epidemiology, like many sciences, relies on empirical evidence to draw conclusions about populations.  However, ethical considerations can impact on how a study is designed and carried out.  In surveillance, this may impact on the amount of data from which conclusions can be reached.

Researchers historically were responsible for determining their own ethical standards. Thus making their own conscious decisions with regard to what they considered to be ethically carried out research. This responsibility in the last decade or so has been transferred to institutional ethics committees which while relieving the researcher of supposed responsibility has potentially affected the quest for reasonable empirical data. 

So who is responsible for finding the balance between the need for well thought out and obtained empirical evidence and ethically sound research?  Should researchers rely on ethics committees to guide them, and thus potentially lose some of the power of their study due to decreased sample sizes?  Or should the researcher proactively design their study taking into account the requirements to receive ethical approval?

The responsibility of finding the balance lies both with the researcher and the institutional ethics committee.  The researchers’ responsibility is to empirical research with considerations for the ethical implications of that research.  The institutional ethics committee’s responsibility is to the participants who may potentially partake in the research.  Between the two, it is to be hoped that research which is ethically sound and empirically viable can be carried out in a responsible manner.

	

	

	

	

	

	

	

	

	

	

	

	


Three roles that empirical work ought to play in philosophical medical ethics 

Rosalind McDougall

PhD Candidate, University of Melbourne, Vic, Australia
Empirical work has been an increasing presence in medical ethics literature since the 1980s.  Taking medical ethics to be a group of issues approached from various disciplinary perspectives, this paper suggests three roles that empirical data should play in specifically philosophical work on problems in medical ethics: agenda-setting, the introduction of facts relevant to the plausibility of an argument, and input into a theory’s practical viability.  I argue that using empirical data in each of these three ways is essential to enabling philosophical medical ethics to meet its own disciplinary goals.  The paper is in two sections.  The first section defines the way in which the concepts ‘medical ethics’ and ‘empirical data’ will be used, and posits some consensus aims for philosophical medical ethics (PME).  On the basis of these aims, the second section outlines three broad ways in which empirical data ought to be used in PME.  I argue that a good piece of PME will be informed by empirical data in each of the three ways described.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Afternoon Session: Clinical Ethics II

Resource allocation in the pressure cooker: ethical issues in the use of critical care resources during influenza pandemic

Julie Letts

Senior Analyst, Clinical Ethics in the Health Ethics Branch, NSW Health Department, Sydney, Australia
Pandemics have devastated humankind throughout history. This threat continues at the beginning of the 21st century and contingency planning is occurring in most countries. One consequence of an influenza pandemic may be that large sections of a population will develop severe, rapid onset respiratory failure, such that demand for intensive care unit (ICU) resources far outstrips what is currently available. This disturbing scenario presents a number of difficult ethical questions including:

· How should ICU resources be prioritised where presenting patient numbers become overwhelming? A first-come first-served basis is unlikely to be an effective use of such resources. Ultimately, unavoidable prioritisation decisions may mean that not all patients will be able to be treated as under normal conditions, and the need to accept altered standards of care might thus be inevitable. What then are the obligations to care for those patients refused ICU, and what can be reasonably offered when definitive treatment cannot?

· How should the interests of patients already in ICU who may be deteriorating, or failing to improve be balanced against those of presenting patients likely to die without ICU support? Ultimately, treatment withdrawal decisions may need to be made to allow admission of patients who are more likely to benefit, raising concerns about permissible harms, or the fraught process of quantifying and then weighing potential therapeutic benefit between individuals. 

· Is there any justification for implicit or explicit ‘social worth’ considerations when prioritising ICU, or indeed any, medical treatment in a pandemic? There is the potential, as the burden to ICU’s increases, that those of high office, socio-economic standing, celebrity status or professional position may receive preferential treatment. Alternately, others may be discriminated against should they present with life-threatening illness. 

· Do substitute decision-makers, such as family, have authority in ICU triage and treatment decisions during emergency pandemic conditions, especially where there is disagreement? 

· How can health professionals, who must act as both overt resource gatekeepers and individual patient advocates, be assisted in managing conflict of interests?

Policy and clinician decision-makers face significant challenges in planning for ethical and effective use of ICU resources during influenza pandemic.
	

	

	

	


The fraught role of the clinical ethicist: some personal reflections

Lynn Gillam

Lecturer in Health Ethics, University of Melbourne, Vic, Australia

Clinical Ethicist, Royal Children’s Hospital, Melbourne, Vic, Australia

Walking into a room full of clinicians who have requested a clinical ethics discussion of a case, bearing nothing but the label “Clinical Ethicist”, a bioethics PhD, and some good intentions, is a somewhat daunting task. With practice, it becomes less daunting, but more complicated – at least, that has been my experience. In this short paper, I will discuss some possible ways of understanding the role of clinical ethicists in case consultations. I will present a number of models of clinical ethics consultation, some drawn from the literature and some from my own experience, and examine the ethical and practical advantages and disadvantages of each. These models include the mediator model, the facilitator model, the counselling model, the judicial model, and the Socratic model. My thinking about these models has come out of my attempt to answer the rather blunt but entirely fair question put to me by one doctor on one of my many visits to departmental clinical meetings: “How would this case discussion be any different from all the other case conferences we have. What have you got to offer that is different?” 

I will particularly argue for the merits of the Socratic model, whilst acknowledging that others may be more appropriate for particular circumstances. Whatever model is adopted, there are some tensions inherent in the role of clinical ethicist that make it vital to be a reflexive and transparent as possible about what one’s role is, and how it might be seen by others.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Integrating complementary medicine in mainstream medical environments– some considerations

Joy Mendel

Hospital Ethicist, Mater Health Services, South Brisbane, Qld, Australia

The development of an ethical and practical framework for the integration of complementary and mainstream medicine may be timely.  This is especially the case given the interest in integrating complementary medicine in mainstream medical environments and the growing phenomenon of complementary medicine practice in retail pharmacies.    Dilemmas in integrative medicine include the use of therapies that have not been studied using scientific methodologies but may rely on a significant history of use that has given rise to anecdotal reports of treatment risk and benefit.  Because of this, much current information available about complementary medicine does not fit with the demands of contemporary medical practice, particularly in terms of the requirements of evidence based medicine.  The currently promoted ‘levels of evidence criteria’, for example, may reveal little about the benefits of complementary medicine.  Consumer demand for complementary medicine can be viewed, in a sense, as an expression of patient autonomy.  Health care providers must respond appropriately to such demands while ensuring the integrity of ethical concerns such as informed consent and confidentiality is maintained.  Several universities throughout Australia have risen to the challenge of responding to the consumer demand by developing degrees in complementary medicine.  Medicine, however, has lagged behind, with little more than a brief education about complementary medicine at undergraduate level. Sufficient training in approaches to diagnosis and treatment on the part of both doctors and complementary medicine professionals is essential to ensure adequate disclosure of information about treatment options to clients.   A potential conflict may arise between doctors, complementary medicine professionals and patients, due to misperceptions around the risks and benefits of complementary medicine and a lack of guidelines as to how to assess treatment risk and benefit.   A current lack of registration for many practitioners of complementary medicine in Australia and an associated failure to set minimal educational standards for the practitioners in this area is also problematic.  This paper presents considerations necessary in the development of a framework by which to appropriately evaluate the risk and benefit of complementary medicine in integrative medicine sites.  

	

	

	

	

	

	

	

	

	

	


Afternoon Session: Limits to Science or Limits to Rights?

Xenotransplantation and the fragility of human rights
Peta S Cook

Centre for Social Change Research, School of Humanities and Human Services Queensland University of Technology, Brisbane, Australia

By its exponents, xenotransplantation (animal-to-human transplantation) is advocated as a potential solution to various human health conditions, such as organ failure, type-1 diabetes, Parkinson’s disease and Huntington’s disease. Xenotransplantation, however, is by no means an easy response. For example, by intimately mixing human and animal living tissue together, xenotransplantation imparts the possibility of cross-species viral infection, known as zoonosis. The concern is not animal-to-human infectious transmission itself, but the subsequent possibility of human-to-human transmission. While the likelihood of a human epidemic is extremely low, the globalised affect of an infectious outbreak cannot be underestimated. Thus, in addition to medical and scientific hurdles, xenotransplantation presents complex socio-ethical and moral dilemmas.

These concerns have compelling currency with the advent of xenotourism in Mexico City. This commodification of xenotransplantation, which allows international patients to access xenotransplantation therapy at a price, challenges the regulatory frameworks of other nation-states. Namely, human clinical trials are not currently permitted in Australia, though an Australian citizen can travel to Mexico City, receive a xenotransplant, and return to Australia. While such practices are the right of the individual, as espoused by neo-liberal rhetoric of patient self-responsibility, such occurrences defy nation-state regulatory authority and communal welfare therein. At the same time, the nation-state has the right to create laws in the interests of its citizens en masse. With the potential dangers of xenotransplantation, this could involve the restriction of individual human rights. In other words, the union of globalisation and xenotransplantation renders the rights of the individual and the community, both locally and globally, as frail. This paper clarifies these tensions and suggests potential resolutions.

	

	

	

	

	

	

	

	

	

	


Dialysis: an example of unchecked science?

Deirdre Fetherstonehaugh

PhD Candidate, Centre for Health and Society

University of Melbourne, Vic, Australia

Forty years ago the life saving and life prolonging therapy of dialysis was rationed. It was extremely unlikely that people aged over 50 years would be offered treatment. Today, those aged over 65 years are the fastest growing group of patients on dialysis. In 2004, in Australia, people over 85 years commencing dialysis provided the largest increase in numbers amongst the age groups. Changing population demographics and referral patterns, the opening up of eligibility for dialysis to high risk individuals, refinement and developments in dialysis technology and its ‘success’ in keeping more patients alive for longer periods along with rising public expectation, are just some of the reasons behind this change in the age profile of those being currently treated for kidney failure.

The same mortality and morbidity outcomes are used to assess the effectiveness of dialysis as a treatment for older people, as are used for those younger. Is the provision of dialysis to older and older people an example of unchecked science and the technological imperative? Do older people facing decisions about dialysis feel that they actually have a choice or are they just swept along with the tide of public expectation? Dialysis treatment is provided using an acute care model focusing on molecular maintenance. Would things be any different if a more palliative, supportive model of care, encompassing a more holistic outlook was used? Are we trying too hard to keep people alive to survive to an older and older age? 

This paper will address these issues in light of a longitudinal study that followed a group of older people as they approached end-stage renal failure and the option of dialysis treatment.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Living forever: what is the public’s understanding of anti-ageing medicine and life-extension?
Brad Partridge1 and Professor Wayne D Hall2
1PhD Candidate, School of Population Health, University of Queensland, Brisbane, Australia

2School of Population Health, University of Queensland, Brisbane, Australia

There has been recent scientific interest in the possibility of significantly extending the human life span, and the development of interventions to directly influence the ageing process is suggested to be a foreseeable goal. But even within this atmosphere of optimism about potentially extending life span, many within the biogerontological community have been clear in their stance that there are no anti-ageing interventions currently available. This is contrary to the claims of the burgeoning “anti-ageing medicine” movement that already offers consumers purported anti-ageing products. 

There has been very little exploration about how life-extending interventions are, or will be, received by the public. Some researchers argue that any intervention to extend life or reduce ageing will be readily embraced, while others suggest that such advances will be met with repugnance. Neither claim appears to be empirically supported. Also untested are suggestions that public debate about life-extension will foster unrealistic public expectations - or that charlatans will use the opportunity to promote ineffective or harmful products. It is not yet clear what information the public uses in evaluating the claims of current anti-ageing products (argued to be ineffective by many biogerontological researchers) and what motivations are behind the interest in these products. The reasons for wanting to use anti-ageing or life-extending interventions have been speculated to include fear of death, the pursuit of health, and selfish vanity. Many ethical reasons for not pursuing life-extension and anti-ageing research have also been proposed but the role that ethical considerations play in the public’s attitude towards such research is poorly understood. 

Examination of public attitudes towards life-extension and anti-ageing has been neglected despite being vital to developing sensible public policy and developing appropriate regulatory procedures - the preliminary results of a program of research to redress this neglect are discussed.

	

	

	

	

	

	

	

	

	

	


Afternoon Session: IVF & Embryo Research

Cloning and stem cell research: achieving more flexible regulation

Loane Skene

Professor of Law, University of Melbourne, Vic, Australia
The legal regulation of scientific activities in an area of rapid development presents particular challenges for the law. The community, both international and domestic, typically calls for legislation to prohibit particular conduct (like reproductive cloning) and to impose restrictions on other types of research, such as permitting it only with a licence.  However there are numerous traps in drafting and administering legislation of this type. It is inevitably difficult to anticipate and to regulate in advance discoveries that will be made later.  

Many legislative provisions in Australia have been found almost immediately to be defective in regulating embryo research. Some activities are clearly covered by the legislation but for others it is uncertain whether they are covered or not. 

The recent federal Legislation Review Committee on cloning and stem cell research, chaired by the late Hon John Lockhart AO, made a novel suggestion to promote flexibility. It recommended that the Licensing Committee should be permitted to give 'rulings' on the interpretation of the legislation, with an obligation to report to Parliament immediately afterwards. People who act in good faith on the basis of the ruling should have statutory immunity. This paper will explain these recommendations in the context of other recommendations of the Legislation Review Committee.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


The Lockhart Review, empirical ethics and liberal democracy
Chris Gardiner

Chief Executive Officer

Police and Community Youth Clubs NSW, Hazelbrook, NSW, Australia

In December 2005, the report of the Legislation Review Committee on the Prohibition of Human Cloning Act 2002 and the Research Involving Human Embryos Act 2002 was released by the Hon John S Lockart AO QC, Chairperson of the Committee – the Lockhart Report.

Whilst recommending continued prohibitions in a number of areas, such as reproductive cloning, the report recommended continued permission for such practices as the use of excess ART embryos in research, and a number of changes such as human somatic cell transfer to create and use human embryo clones for research, including production of human embryonic stem cells under certain conditions, and hybrid fertilization of human eggs for research purposes, under certain conditions. The Australian Government is yet to respond to the report.

The report is significant not just for its recommendations but as an example of empirical ethics in a liberal democratic society. It is public discourse seeking to shape both bioethical and politico ethical opinion and decision making.

This paper will explore some of the explicit justifications given in the report for its recommendations and discuss two aspects of the reasoning internal to the report: empiricism and reflective equilibrium as a necessary process in trying to think publicly on behalf of a community characterized by irreducible pluralism, and virtue ethics as the reality in which consequentialist and deontological ethics are tapped for prudent decision making.

Key heuristics will be identified in this bio-politico ethical document and an argument made that the report provides a guide for politicians in terms of the processes for public education and lawmaking in a pluralistic, liberal society, operating under what is an essentially Millian consensus about the role of law in the area of morality.

	

	

	

	

	

	

	

	

	

	

	

	

	


Comparing public discourses in stem cell policy debates
Tamra Lysaght

PhD Candidate, University of Sydney, NSW, Australia
Public policy debates surrounding stem cell research are becoming increasingly more complex as governance considerations move beyond the moral status of human embryos. To better understand this complexity, it is argued that comparative examination of public policy debates in different, yet fundamentally similar contexts can provide valuable insights in to how these debates are shaped. This paper reflects on the public discourse surrounding a recent stem cell policy episode in California to discuss the likely shape and character of upcoming policy debates in Australia and beyond, and make recommendations for more inclusive and considered public debates in the future.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Plenary

Medical ethics and the arts: a Georgian controversy
Ruth Richardson

Fellow of the Royal Historical Society and independent scholar affiliated to the Department of History at the University of Hertfordshire and the Department of the History and Philosophy of Science, University of Cambridge, UK
This talk addresses an important historical puzzle: why is it that the modern discipline of medical ethics seems to have become sequestered to philosophers? Looking at a past ethical controversy – the transplantation of human teeth in the eighteenth century – it is evident that those who raised ethical concerns were not philosophers, but creative artists and doctors of conscience.

The talk focuses on a satirical print by Thomas Rowlandson, and describes the history of medical justification of the operation, along with its commercial exploitation by eighteenth century dentists, discusses its human impact, and examines contemporary ethical criticism.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Friday 7th July

Kirby Oration

Health, law and ethics: when is consent bad practice?
Professor Fiona Stanley

Founding Director of the Telethon Institute for Child Health Research, Perth, Western Australia; Executive Director, Australian Research Alliance for Children and Youth, Perth, Western Australia; Professor, School of Paediatrics and Child Health at the University of Western Australia
The power of linked population data to deliver significant benefits for the community will be illustrated using the findings from a number of Western Australian research studies on children’s health outcomes. De-identified data, provided to researchers without an individual’s consent but I accordance with National Health and Medical Research Council (NHMRC) Guidelines approved under Section 95A of the Privacy Act 1988, enable the conduct of high quality research in the public interest, with negligible risk to the individual’s right to privacy. 
Australia’s only large-scale linked data system for health research, the Western Australian Data Linkage System (WADLS), will be described. The WADLS uses innovative linkage procedures to ensure the de-identification and anonymous analysis of population data. The capacity of new technology and methods to conduct linkage as well as privacy legislation reduces the risk of identifying individuals or the misuse of information.

So why is this such and issue?

There are areas of ignorance and misperception amongst the general public about why researchers and planners want to link and use data. Even in ethics committees there appears a lack of awareness about how important this activity is and why it can override privacy concerns.

I will discuss the conundrum between the moral obligation to use record linked data on individuals for social good, compared with what people perceive as an invasion of their privacy.
	

	

	

	

	

	

	

	


Morning Session: Defining Death

The human person, ethics and treatment decisions at the end of life
Dr Norman Ford

Director, Caroline Chisholm Centre for Health Ethics, East Melbourne, Vic, Australia

Only persons have a rational nature that enables them to understand themselves and their relations to other persons, animals and creatures that live in the same world and environment. This explains their concern about morality and ethics.   How do we find out what is good or bad, right or wrong? The concept of person is central for ethics because the good is understood as good for person(s), and what is bad, is not good for person(s).  In the light of the person's dignity, human nature, integral human experience, and relationships to other persons, animals and the environment, reason is able to discern that some kinds of action objectively conflict with the true good of person(s).  There is a moral duty to have medical treatment that is reasonably required in the circumstances to restore health or to save life.  However, when the evidence on the proposed treatment’s balance of benefit over harm is not conclusive, subjective factors such as preferences, desires or spiritual beliefs may subconsciously influence a person’s sincere judgement of what is the morally good and right decision.  This would especially be so for treatment decisions at the end of life for the sick, the aged and some severely disabled newborn babies. For those who hold that every living human being with a rational nature is a human person with a morally inviolably right to life, treatment would only be withheld or withdrawn if it was justified.  On the other hand, contemporary philosophers like Professor Peter Singer believe that to be a person one must be a “rational and self-conscious being” who has interests.  With this definition as a guide, the prospects for lives of irreversibly unconscious elderly people and of unwanted newborn babies would not be bright.

	

	

	

	

	

	

	

	

	

	

	

	

	


Dead, or dead enough? Defining death in the noughties.

Dr Peter Saul

Senior Intensivist and Director, Clinical Unit in Ethics and Health Law, Intensive Care Unit, John Hunter Hospital, Newcastle, NSW, Australia

Fear of the incorrect diagnosis of death has a long history. Associated with the rise of post-Enlightenment medical progress, public suspicion of physicians’ inability to accurately diagnose death provoked a flurry of eponymic tests (Fellet’s Monteverde’s, Balfour’s and Cloqute’s to name but a few). The ultimate test was time – failure to revive and the onset of putrefaction satisfied most public fears – and this was the origin of the now-familiar mortuary (originally a “waiting mortuary”).

The early 1960’s saw the rapid spread of cardiopulmonary resuscitation, strongly promoted by President JF Kennedy, and this in turn led to the establishment of life-support units (ICU’s). Defining death acquired a new feature – “permanence” was insufficient, and the concept of “irreversibility” gained traction. This term subsequently found its way into all the Human Tissue Acts in Australia, but lacks an operational definition.

“Brain death” ensued in the late sixties, driven initially by a legal need to have an exact time of death in those apparently still alive on the new life-support machines, but subsequently by the increasing demand for high quality organs for donation. While it was clear that these patients were irretrievably damaged, the decision to call this state “death” has remained problematic.

The advent of resurgent interest in taking organs from those people who die in the conventional sense of lacking a heart beat has led to the release of guidelines from the NHMRC and some state bodies to provide a clear operational definition of death for these new circumstances. Unfortunately these august bodies have differing views as to what constitutes death philosophically, and thus very different operational definitions of death.

This paper explores death as a crucial medical, legal and philosophical fact in an era when the heady “lifeboat ethics” of the sixties are only a memory.

	

	

	

	

	

	

	

	

	

	

	


Morning Session: Substitute Decision-Making II

Principles for substituted decision-making about life-sustaining measures: a case for legislative reform
Michelle Howard

Public Advocate, Office of the Public Advocate, Brisbane, Qld, Australia

In Queensland, the Guardianship and Administration Act 2000 (Qld) (GAA) and the Powers of Attorney Act 1998 (Qld) (PAA) comprise a scheme to facilitate substitute decision-making for adults with impaired capacity,1 including decision-making to withdraw or withhold life-sustaining measures (WWLSM). 

A substitute decision-maker, who will most commonly be a family member or close friend, 2 making a decision about WWLSM must apply3 (if the decision is made under the GAA), or comply with4 (if the decision is made under the PAA), the General Principles (GPs) and the Health Care Principle (HCP). The factors in the GPs must be applied or complied with when a decision is made under the scheme, whether it is a decision about financial or personal (including health) matters. The HCP must be applied/complied with in relation to health decisions, and is non-specific to life-sustaining measures. 

This paper will analyse the requirements of the scheme for end-of-life decision-making under the legislative regime; analyse the decided cases about end-of-life decision-making under the regime; consider application of the principles by a family member or close friend; and provide analysis of whether the GPs and the HCP (collectively, the principles) are adequate to effectively guide decision-making about WWLSM. The paper will conclude that they are not adequate to guide decision-making, and highlight particular difficulties which are likely to commonly arise for substitute decision-makers, especially those who are family members or close friends of an adult, for whom a decision must be made either to consent to the commencement or continuation, or the withdrawing or withholding of life-sustaining measures.

	
 GAA s 7. 


2 GAA s 66; PAA ss 62, 63.

3 GAA s 11.

4 PAA s 76.
	


	

	

	

	

	

	

	

	


Ethico-legal substitute decision making for a man with locked in syndrome

Paula Scully

ex Adult Guardian

The Queensland Powers of Attorney Act 1998 and the Guardianship and Administration Act 2000 allow substitute decision makers such as statutory health attorneys, personal attorneys and guardians to make decisions to consent to the withdrawal or/and withholding of life sustaining measures from adults with impaired decision-making capacity. The Guardianship and Administration Tribunal also has the power to make these decisions.

The ex Adult Guardian of Queensland (who just completed her term on 27 April) will describe a recent case of making decisions for a client, Mr H, with locked in syndrome in the role of statutory health attorney of last resort which subsequently she sent to the Guardianship and Administration Tribunal for directions. This was the first time that the Adult Guardian changed her mind after consenting to withdrawal of artificial hydration, and agreed to reinstatement of artificial hydration. She will explain why she did so and why she subsequently applied to the Tribunal for directions.

The Tribunal declared that it was satisfied that the commencement and/or continuation of artificial nutrition and hydration “was inconsistent with good medical practice,” and so the Tribunal then consented to such withholding. The Tribunal recommended that the implementation of the decision would be facilitated by the Adult Guardian in consultation with Mr H’s health providers and support network. 

The case also involved concerns as to whether Mr H’s right to life was being removed, whether he had capacity to make his own decision expressed through blinking, his only form of communication, and what constituted good medical practice, when Mr H was not dying. 

Such complex interplay between law, medicine and ethics, and the balance of exercise power between a statutory body and a statutory officer is rare and worthy of discussion by practitioners and academics. It also has relevance for the Queensland Law Reform Commission’s review of these legislative provisions, which will be finalized in 2008.
	

	

	

	

	

	

	

	

	

	

	


Morning Session: Narrative Workshop

Giving narrative ethics a go

Lynn Gillam1 and Marilys Guillemin

1Lecturer in Health Ethics, University of Melbourne, Vic, Australia

Clinical Ethicist, Royal Children’s Hospital, Melbourne, Vic, Australia

To some (MG), narrative ethics is an attractive idea, and an obviously appropriate way to go about bioethics, especially clinical ethics. To others, narrative ethics looks suspiciously like a silly determination to avoid analytic thinking dressed up in warm and fuzzy feelings (LG). In this workshop, we will demonstrate what can happen when these two views get together and attempt to formulate a narrative approach to ethics that makes sense to both sides.

The workshop will begin with a brief presentation of the narrative approach to ethics that we have formulated.  We will explain how the approach is intended to work and its intended outcome, which is not an ethical judgement as such, but an increase in “ethical mindfulness”. Ethical mindfulness, we suggest, is the appropriate aim of education in ethics for health professionals. We will then give a detailed framework of the approach, with a set of investigative questions to ask of a narrative. We will argue that a narrative approach has something valuable to offer, but not to the exclusion of a philosophical/analytical approach. We will also suggest that, contrary to the impression given in the literature, narrative ethics is not the easy, accessible and anti-elitist alternative to principlism for clinicians. If done rigorously, it requires just as much cognitive effort; in fact, our postgraduate students find it harder to do than analysis using principles.

The main part of the workshop will spent on doing narrative ethics, rather than talking about it.  We will invite discussion of one or more real-life personal narratives which have been written for our use by health professionals. These are stories of everyday events in health care, but we have found that they make compelling reading.  They will be circulated prior to the workshop. In the discussion, we will put our proposed approach into practice, and will be hoping for engagement with it, and responses to it, both negative and positive.

	

	

	

	

	

	

	

	

	

	

	


Morning Session: Stem Cells

Which bank? A guardian model or regulation of embryonic stem cell research in Australia

Alison McLennan

Honours Candidate, Unit for History and Philosophy of Science

University of Sydney, NSW, Australia

The recent Report on the Prohibition of Human Cloning Act 2002 and the Research Involving Human Embryos Act 2002 recommended the establishment of an Australian stem cell bank.  However, little academic attention has been devoted to issues surrounding embryonic stem cell banking.  This paper aims to address the lack of discussion by suggesting answers to the questions of whether Australia should establish a stem cell bank and what its underlying philosophy and functions should be.  Answers are developed through an analysis of regulatory, scientific and intellectual property issues relating to embryonic stem cell research in the UK, US and Australia.  This includes a detailed analysis of the recently established UK Stem Cell Bank.  I argue that an Australian Guardian-style bank should be established to take a role in reducing patent barriers to research, improving regulation of this ethically controversial biotechnology and addressing the practical needs of scientists.  This Guardian model would aim to promote the maximum public benefit from hESC research by providing careful regulatory oversight and addressing ethical issues, while also facilitating research.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Emerging ethical issues of umbilical cord blood banking
Gabrielle Samuel

Researcher, Centre for Values, Ethics and the Law in Medicine

University of Sydney, NSW, Australia

Bone marrow transplantation (BMT) is curative therapy for many malignant and non-malignant conditions affecting adults and children. However, transplant is only an option if there is a matched donor, and many patients, particularly those from indigenous and ethnic minority communities, are not candidates for transplant simply because a suitable donor cannot be found. In recent years, umbilical cord blood (UCB) has been increasingly used as an alternative source of stem cells for patients who do not otherwise have a matched donor. The success of UCB transplantation has been made possible by the establishment of UCB banks. 

The Australia Federal government has invested nearly $20 million into 3 public UCB banks (including 11 collection centres nationwide), which store blood for public access. There are also 3 'for-profit' private UCB banks in Australia, which will, for a fee, store a child's UCB for personal use. 

Cord blood banking raises a number of important epistemic, social, ethical and legal concerns, including concerns relating to; the ownership of cord blood, the processes for obtaining consent for collection and storage, confidentiality and privacy, the rationale for private/commercial banking, and social justice issues relating to equity of access and equity of care. Many of these concerns have been widely discussed in North America and Europe and many appear to have been effectively managed.  However, a decade since the establishment of UCB banks newer, and perhaps more difficult questions regarding UCB banking have to be faced. These include whether the investment in UCB banks has led to a significant health benefit (in terms of its’ opportunity cost), whether it has increased the likelihood of finding a suitable match for Australian patients, and whether this increased likelihood extends to indigenous Australians and members of ethnic minorities? 

	

	

	

	

	

	

	

	

	

	

	

	

	


Midday Session: Disability, Biotechnology & Discrimination

Disability, suffering and biotechnology

Gerard Goggin1 and Christopher Newell2
1PhD Candidate, University of Sydney, NSW, Australia
2PhD Candidate, University of Tasmania, Australia
Suffering is a central aspect of how many societies view disability. Ideas about suffering have long histories in religion, ethics, and health care, especially in the conception and goal of living the good life. A key aspect to the narration of biomedical science as it emerged in the post-Enlightenment period, coupled with the rise of biotechnology as pre-eminent industrial policy, was and is the elimination of suffering. In contemporary debates disability has became the epitome of suffering, an exemplary tragedy located within the individual, even a form of living death. Accordingly, biotechnology becomes a highly desirable, sanitary way of dealing with fear of disability, and in turn, of suffering. 

To understand this, we turn, firstly, to the genetic revolution premised upon the idea, that as individuals and citizens, humanity should be delivered from disability. We look at how disability, and its correlate suffering, figures in the shaping of genetics, and the re-emergence of eugenics rebadged as the therapeutic. Here we consider the intersection of critique of disability scholars and activists concerning genetics with those advanced by indigenous and feminist thinkers.

From genetics we move, secondly, to debates regarding stem cells and the cures these techniques promise. We examine Australian and New Zealand 2002 and 2005 debates, noting the centrality of disability to this, as well as its paradoxical marginality.

Thirdly, we look at the emerging field of nanotechnology, which is hoped to radically deepen the reach and scope of genetics and therapies for disability, including the extension of our notions of prosthetics. Again, as in other biotechnologies, there are two associated discourses at work: suffering and therapy. Central to all of these is disability as the antithesis of freedom. People with disabilities become the enemy of women, society, and one’s self. A key assumption in these discourses is that biotechnology will deliver us from the suffering found in disability. Is this really a desirable —and attainable — goal? And if so, for whom?

Reflecting upon this, we suggest there been an avoidance of the exploration of contradictions between the goals of health care, disability policy, and biotechnology, and a failure to imagine the ways these might interlink. Accordingly it is time for a fundamental rethinking of biotechnology and disability in terms of the good life.  

	

	

	

	

	

	


A fate worse than death:  where are the voices of people with disability in debates about end-of life issues?
Kevin Cocks and Dr Lisa Bridle
Queensland Advocacy Inc, Brisbane, Australia

In recent decades, public support for legal access to voluntary euthanasia or medically assisted death has grown steadily.  Over this same time frame, international disability rights activism has emerged in opposition to the assisted suicide and euthanasia movement, but these alternate voices are only rarely heard in the media and public debate.  Instead, as was evident in the Terri Schiavo case in the United States, the opposition case is often constructed as emerging solely from the conservative, religious right and pro-life movements.

Since 1994, Queensland Advocacy Inc. has monitored the threats to the lives of people with disability within biomedicine, observing that many of the arguments in favour of voluntary euthanasia are informed by negative assumptions about the lives of people with disability.  Arguably, there is presently far greater public enthusiasm for people with disability being given assistance to die than there is for providing them with adequate assistance to live.  While this is the case, people with disability remain possible targets for non-voluntary euthanasia.  

While there is a great fear amongst ordinary people of “lingering in pain”, living with “dependency” and “indignity”, and indeed of acquiring significant impairment, the disability rights movement believes that the stories of those who have faced what many consider a “fate worse than death” must be more widely heard in public debate.  This paper will draw upon the lived experience of people with disability to demonstrate why many fear legalized euthanasia would only further institutionalise medical neglect due to a social consensus that their very lives are burdensome, undignified, and inconsistent with a “good quality of life”.  The paper will challenge the philosophical underpinnings and proposals of the “right to die” movement, including the over-reliance on concepts of autonomy and initiatives such as “advance health directives”. 

	

	

	

	

	

	

	

	

	

	

	

	


Communications: ethics and pandemic planning

Connal Lee

Researcher, Flinders University, South Australia

This paper will look at the ethics and role of communications in effective pandemic planning. The purpose of this enquiry is to begin to develop an account of what an ethical communications strategy might look like and how it can contribute to, and play a central role in, successful) implementation of pandemic plans.

A pandemic has the potential to greatly disrupt normal life. In the event of a pandemic outbreak restrictions on individual and collective liberty will be required in order to prevent the spread of disease. For example, individuals are unlikely to enjoy the freedom of mobility afforded to them under normal conditions with the need for quarantines and travel limitations.

It will be pivotal to define the information needs of society in the event of pandemic. If people are unaware of what is to be expected and how to respond appropriately then there is the likelihood that hard choices (such as quarantine) will be compounded by a lack of cooperation from the public. An account of communicative ethics in pandemic planning must define what the information needs of society will be and as such develop a practical framework for disseminating appropriate information.

There will be an ethical imperative to recognise and address inequalities in communications. Inequalities in communications and media ownership have the potential to undermine the fair representation of disadvantaged groups. Without measures to ensure that the interests of disadvantaged groups are represented equitably in the public forum there is greater likelihood that vulnerable groups who spread disease will be stigmatised and misrepresented through the media. Likewise pandemic plans may be seen to lack legitimacy by those who are unrepresented leading to non-compliance.

By addressing inequalities I think it is possible to begin structuring an effective communications strategy aimed at an ethical approach to implementing pandemic plans.

	

	

	

	

	

	

	

	

	

	

	

	


Midday Session: Euthanasia

An ethic of regret and euthanasia law reform
Dr Mark Sayers 

Honorary Research Fellow, St Paul’s Theological College, Banyo, Qld, Australia

Barrister, Brisbane, Qld, Australia

Whilst it is trite to observe that reform of tort law relevant to medical negligence and proper professional health care would go a long way towards reforming the law on euthanasia, most practical recommendations made in that regard are ostensibly based on legal considerations rather than ethical theory: see Willmott & White Rethinking Life-Sustaining Measures: Questions for Queensland (2005).

This paper assumes that ethics is a virtue or art that, in some circumstances of which euthanasia is often an example, the prudence and virtue or otherwise of the relevant action is best known after the event rather than beforehand.  In this respect, ethics is a species of knowledge that is sui generis inasmuch as individual or collective prior experience does not always provide the basis for a confident prediction of what an ethically prudent or virtuous decision would be in a given situation.

It is submitted that when a stakeholder raises concerns that a euthanasia-event has occurred in Queensland which offends the principles or provisions of the Powers of Attorney Act (PAA) or Guardianship and Administration Act (GAA) then the best tribunal of fact to address those concerns is a coronial court assisted by a specially empanelled jury comprising both health professionals and lay people.  

The paper identifies the ways in which such a tribunal reflects aspects of classical virtue theory, respects the rule of law, would embody the multicultural and pluralist demographic of our polity, and is a means of implementing changes in the view that a society may develop over time in respect of euthanasia.  Such a tribunal would focus on the bona fides of the decision-maker understood as their commitment or adherence to the criteria for identifying and serving the best interests of a patient (such criteria, at least for now, being as spelt out in the Schedules to the PAA and GAA).

	

	

	

	

	

	

	

	

	

	


Voluntary euthanasia and freedom of expression
Gail Tulloch

Director, Biomedical Ethics and Regulation Research Programme, Griffith University

Postgraduate Coordinator, Key Centre for Ethics, Law, Justice and Governance, Griffith University, Queensland, Australia

2006 is a significant year in relation to voluntary euthanasia in Australia. It is the 10th anniversary of the passage of the Rights of the Terminally Ill Act (ROTI) in the Northern Territory, which was the world’s first voluntary euthanasia law. It became law on 1 July 1996, and was overturned by Federal Parliament on 26 March 1997.

It is also the year in which the Suicide Related Materials Offences Act came into effect, on 6 January 2006. This Act makes it a crime to use a telephone, fax, email or the internet to discuss or research assisted suicide, and gives police the power to tap phones to obtain evidence of such activities.

This paper addresses the always contentious issue of voluntary euthanasia in this context. First it discusses the concept of euthanasia itself, and the various terms and key arguments that have been deployed. It then turns to examine John Stuart Mill’s classic argument for freedom of expression – what this entails and why it must be such a priority in a liberal democratic society.

It concludes by comparing the Australian situation with recent developments in other countries.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Avoiding euthanasia: how to ‘not intend’

Dr Charles Douglas

Lecturer, Clinical Ethics and Health Law, University of Newcastle, NSW, Australia
Morality is about ‘intentional’ action.  In non-consequentialist theories of morality, an action may be considered unacceptable ‘in itself’, even if the overall outcome seems to be good.  ‘Killing’ is often deemed to be such an ‘action’.  But this complete divorce of action and outcome cannot actually be achieved, because ‘killing’ is not a primitive action (a set of coordinated muscle movements).  To call an action a killing presumes at least one specific outcome (death) and that the agent intended or ‘aimed at’ that particular outcome.

This paper explores what it means to intend or ‘aim at’ an outcome.  This includes a consideration of the nature of beliefs and desires and how the biological counterparts of these concepts influence behaviour.  Clearly an agent’s decision to act may be influenced by beliefs about all the foreseeable outcomes of a primitive action, and these beliefs are likely to fluctuate and interact in a highly complex way.  A simple artificial intelligence model is used to illustrate this complexity.  It is argued that many outcomes cannot meaningfully or helpfully be denoted ‘intended’ or ‘not intended’, even by the agent.

End-of-life decision making is examined in light of this discussion.  Given that ‘intentional’ killing is proscribed both legally and morally, what are the psychological implications for a health professional who sees the death of the patient as acceptable or even desirable? Is it possible to manage death in a way that does not prevent it, while self-consciously ‘not intending’ it?  Some early data from interviews with physicians will be used to illustrate this problem.
	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Midday Session: Issues in Biolaw

Clinical intuition: rational empiricism in action!
Malcolm Parker

Associate Professor of Medical Ethics

School of Medicine, University of Queensland, Australia
Intuition is the act or faculty of knowing or sensing without the use of rational processes; it is a kind of immediate cognition.  Intuition is often linked to humanistic qualities and ideas such as wisdom, experience and the art of medicine, and contrasted with rationality and with evidence-based medicine, in attempts to resist the perceived over-colonization of medicine by science.  Intuition is said to better tap into non-linear systems and the uncertainty which are characteristic of medical knowledge and practice.  However, the unexamined allegiance to clinical intuition is a dangerous thing.  I argue that, like dignity, the concept of clinical intuition should be discarded, or at least more rigorously defined in terms of its nature and purposes, each time it is put to work.  I describe the characteristics which any serious claimant to membership of the category must demonstrate.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Values, health, and food regulation

Dr Stephen Coleman
Lecturer in Ethics, School of Humanities and Social Sciences, University of NSW at the Australian Defence Force Academy, Canberra, ACT, Australia

In recent years, public concerns about genetic modification of crops such as canola, as well as scares such as BSE and the like, have raised the profile of the issue of food safety. These issues, as well as questions about the health effects of additives and the rise of so-called “functional foods” (which are intended to be consumed as part of a normal diet, but modified to serve physiological roles beyond simple nutrition, such as margarine designed to reduce the absorption of cholesterol) have led to calls for more stringent controls over the production and sale of foodstuffs. This paper discusses the appropriate role of liberal democratic governments, like those in Australia and New Zealand, in the regulation of the sale and advertising of foods, with particular emphasis on the role that values, in contrast to observable scientific fact, ought to play in such a process.
	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Legalization of the sale of organs and tissues
Iqbal H Jaffer

University of Queensland, Australia

With the ever-increasing demand for organs and tissues, it is becoming more and more prevalent for desperate people to seek organs that are for sale in less than favourable situations. This has led to the development of a significant black market with brokers that trade in organs and tissues. This could not have been envisioned by the founders of organ donation or by the lawmakers that prohibited the sale of organs and tissues in Canada, Australia, and the USA. This paper argues that the prohibition against acquiring money for organs and tissues is a fundamental violation of the autonomy of any person that is willing to sell his/her organs. Furthermore, it goes on to argue that by lifting this prohibition, legitimate organ procurement would increase thereby helping to alleviate the current shortage. Lastly, it proposes refined suggestions as to how to organize and coordinate the transfer of money from buyer to seller in a legitimate organ sale transaction. The main ethical focus of this paper is the principle of autonomy that is viewed as fundamental above all other rights within Western medicine and ethics. A case study of the current program in Iran is presented as a contrast to Western nations.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Midday Session: Morality, Rationality and Religiosity
Post-mortem sperm harvesting, conception and the law: rationality or religiosity?

Marrett Leibof

Senior Lecturer, Law School, Queensland University of Technology, Australia

Many members of the Australian community have generally met the attempt by widows to obtain, and subsequently use, sperm from the body of her husband post-mortem, with a sense of disgust and revulsion.  For a short period of time post-mortem, there is some chance that living sperm can be harvested; even though the man is not living, these cells may remain viable. 

Attempts by widows to access sperm for this purpose have met a mixed response in a small number of Australian cases, all of which have been decided by single judges.  In Re Gray [2001] 2 Qd R, and Baker v Queensland [2003] QSC 2, access to sperm was refused.  In AB v Attorney-General (Vic) [2005] VSC 180, Hargrave J refused the application to use of sperm previously harvested: AB v Attorney-General (Vic) (unreported). These cases raise questions about the character of the applications, including concerns about the removal of tissue from the body, and the associated intrusion on the corpse, the rationality of the widow and her state of mind in making the request, and the consequences for any child who has to live with the knowledge of the circumstances of their conception. However, in Re Denman [2004] 2 Qd R 595, and the recent decision in YZ v Infertility Treatment Authority (General) [2005] VCAT 2655, adopt very different forms of reasoning about the actions of the woman, and the consequences for any child born as a result of this procedure

These cases throw out conflicting positions in the 21st century about the actions of a woman who would ‘violate’ the body of her deceased spouse in order to achieve a pregnancy. In doing so, they raise questions about the assumptions brought to bear in framing the reasoning and rationality of the legal foundation behind these decisions.

	

	

	

	

	

	

	

	

	

	

	


Bioethics of life and death processes from a Hindu perspective

Shaheen Emmanuel Lakhan

Executive Director
Global Neuroscience Initiative Foundation, Los Angeles, CA, USA

Background: There is a great void in scholarly literature concerning the bioethics of Hinduism.  The Hindu approach to the interdisciplinary subject of moral dimensions -- consisting of moral image, decisions, behavior, and policies of the natural sciences and medical care -- has been reticent.  The instruction of bioethics from a specific faith perspective must begin with the foundations of the religion's fundamentals of thought.  Hinduism, both a religion and culture, is defined by the journey of its followers to seek absolute truth and higher consciousness.  Life is ultimately a goal of re-uniting the individual soul (atman) and eternal God (Brahman) through cycles of rebirth, misery, and death.

Discussion: Hinduism encompasses traditional religious, cultural, and health doctrines to divine order.  Basic doctrines of the caste system, purity and auspiciousness, and the Law of Karma were consulted.  Health is defined as soundness of body, mind, and family.  Disturbances in karmic profile accumulated from current and past existences dictate physical and mental illness.  Ancient Hindu scripture attribute consciousness instantaneously at conception and thus abortion entails karmic burden.  Suicide is elaborated into distinct intentions for seeking death.  Self-destructive intention encumbers karmic punishment, whereas seeking death for spiritual enlightenment is permissible (i.e. self-willed death by fasting or prayopavesha for ascetics, brahmins, and kings).  Organ donation is not explicitly forbidden and entails donation virtue and merit; however, incomplete bodies are thought to deliver the soul in a dreadful state of animation.

Summary: The division of Hindus in a caste system not only permits limitations in scripture accessibility and occupation, it signifies and allocates a gradient of inner purity and karmic potentials.  The common thread of Hindu thought is that one's current and past existences shape his physical and mental condition.  When confronted with complex ethical dilemmas especially with modern treatments, Hindu scripture consultation involves active interpretation of multiple themes.
	

	

	

	

	

	

	

	

	

	

	


Can social science tell us anything about what morality is?

Remo Ostini

School of Psychology, University of Queensland, Brisbane, Australia

Structured interviews were conducted to identify people’s everyday conceptions of morality. Statements made in these interviews were collated into questionnaires. Responses to the questionnaires were analysed using multivariate statistical methods to identify common themes.  These common themes can be interpreted as dimensions which describe conceptions of morality that people use in their everyday thinking.  Some of these dimensions correspond to the types of conceptions typically associated with morality in moral philosophy and psychology (e.g., relativism, responsibility). The primary concept identified (moral identity) seems however, to be a valence dimension, rather than a descriptive dimension. The meaning and utility of these dimensions as well as their relationship to other psychological constructs is also discussed. This work has the potential to reconceptualize moral psychology in terms of how people actually think, rather than in terms of how they are expected to think about morality.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Afternoon Session: Methods of Ethics II

Biogovernance constructions of pleasure and addiction: the potential of happiness research, neuroscience and cognitive liberties to enhance our lives through a rereading of utilitarianism

Robin Mackenzie

Director of Medical Law and Ethics

Kent Law School, University of Kent, Canterbury, United Kingdom

Echoes of Bentham’s view of humans as seeking to maximise happiness may be found in neuroscience demonstrations that we spend much of our daily lives seeking to feel good, and that specific activities and beliefs are associated with this. Together with social science and economics, this enables the rereading of utilitarianism underpinning happiness research. This is proving increasingly influential over policy-making in neo-liberal societies, impacting upon governance strategies seeking to construct, frame and influence the choices exercised by citizens in consumer societies. Our decisions are to be encouraged towards rational choices aimed at securing long-term happiness as opposed to the sub-optimal choice of short-term pleasures.

Biogovernance must construct and categorise our pleasures to ensure that we are motivated to micro-manage our consumption in ways which shore up neo-liberal society. The trope of addiction has been deployed strategically to sustain a cycle of consumption moving from restraint to excess, before returning to restraint via treatment. The rhetoric of freedom of choice is sustained while allowing some release from the constraints of responsiblisation: many of us define ourselves as addicted to shopping, sex or sugar as well as to lawful and unlawful intoxicants. Thus the contradictions inherent in the categorisation of pleasures and addictions are maintained by, and sustain, biogovernance.

This paper considers the way in which biogovernance categorisations of how we feel good (pleasure, well being and happiness) map onto specific substances and activities. Strategic proselytisation, permission or prohibition of these are explored in relation to the neurogenetics of addiction. How far happiness research, taken together with the arguments made by supporters of cognitive liberty and human enhancement, may impact upon biogovernance policies is assessed. Public health policies which seek to influence our choice of pleasures and how these relate to the law form the focus of this inquiry.

	

	

	

	

	

	

	

	


Toward more legitimate bioethics policy: using the methods of ‘big picture bioethics’
Professor Susan Dodds1 and Rachel A. Ankeny2
1Philosophy Program Convenor, University of Wollongong, NSW, Australia
2Senior Lecturer, Unit for History & Philosophy of Science, University of Sydney, NSW, Australia

This paper describes the development and use of a novel approach to the ethical and political analysis of health policy generation in ethically-contentious domains. This method draws on concepts and tools from political/social philosophy and bioethics, integrated with methods from other disciplines including history and sociology, to assess relationships between political values and policy development.  We have termed this richly informed approach ‘big picture bioethics,’ as it considers bioethics to be a normative practice that situates bioethical debates within a broader social, political, and scientific framework than typical approaches in the bioethics literature. We outline progress on three case studies focused on different policy processes (with Australia examined in comparison to Canada, which it is argued forms a revealing comparison due to political and social similarities between the countries): human subjects research, establishment of novel diagnoses, and embryonic and stem cell research.  We critically examine these key health/medical research policy processes to evaluate the ways in which they evidence liberal democratic ideals of governance including neutrality or impartiality about the good or avoiding the imposition of a particular set of values on a diverse society; democratic decision-making understood as deliberative and participatory democracy; and respect for cultural difference, commitment to removal of oppression, and concern for disadvantaged members of a society.  We argue that this integrated, critical approach to health and bioethics policymaking has considerable potential for promoting policies and guidelines that better reflect Australia’s espoused democratic and pluralistic values, and make recommendations regarding the optimal conditions for deliberative participation in bioethics policymaking. 

	

	

	

	

	

	

	

	

	

	

	

	


Innovation: a fifth principle of bioethics?
Kellie Johnston and Thomas A Faunce

Globalisation and Health Project, ANU College of Law and Regulatory Institutions Network, Australian National University, Acton, Australian Capital Territory

Normative systems are the mechanism by which a society evaluates its conduct.  It is therefore critical that society has proper methods for evaluating its normative systems.  The normative system of modern bioethics has centred on the four principles of beneficence, non-maleficence, respect for autonomy and justice.  Although principlism has been the subject of criticism in recent years, it has undeniably formed the ethical framework within which modern health care, medical education, medical research and health policy have operated.  Each of the four principles has been given legitimacy by the history of vigorous ethical and legal debate that ultimately led to acceptance of each principle on an international level.  Recently, in addition to the four recognised principles of bioethics, the rhetoric of ‘innovation’ has been used to drive global health policy and its message is simple; innovation in health care must be rewarded.  This untested ‘principle’ must now be rigorously scrutinised to determine its relevance and role in the normative framework of bioethics. ‘Innovation’ is an inherently ambiguous concept.  Some have defined ‘innovation’ on the basis of research and resource input while others consider ‘innovation’ as referring to the output of research and resource usage, including advancements in novelty, quality, affordability of and access to health care.  Input-based ‘innovation’ is a principle of commercial trade policy, not health policy and has not been subjected to the vigorous international debate, nor is it backed by the historical antecedent, which characterises the existing four principles and gives them legitimacy.  The need to encourage output-based ‘innovation’ is already encompassed by the principle of justice, which incorporates societal and resource allocation considerations.  Neither input-based nor output-based ‘innovation’ has been embraced by the common morality so that it may stand alone as a discrete and independent norm.  ‘Innovation’ is not the fifth principle of bioethics.

	

	

	

	

	

	

	

	

	

	

	

	


Afternoon Session: Clinical Ethics III and End of Life

Models for understanding end-of-life ethical decision-making in haematology
Pam McGrath1 and H Holewa2
1NH&MRRC Senior Research Fellow, International Program for Psycho-Social Health Research, Central Queensland University, Australia

2International Program for Psycho-Social Health Research, Central Queensland University, Australia

Introduction/Background: Research indicates that end-of-life care in haematology is most likely situated in the curative system, without appropriate referral to palliative care and associated with the distress of escalating technology. A two year study, funded by the National Health and Medical Research Council (NH & MRC), begins to address the ethical problems associated with end-of-life care in haematology through the development of model for integrating palliative care.  

Methods and Material: The phenomenological descriptive methodology used open-ended interviews, audio-taped, transcribed verbatim and thematically analysed. The multi-site data collection (Queensland, Western Australia and Victoria) from a range of public and private hospitals, represents a multi-disciplinary sample (medicine, nursing, allied health, pastoral care) of haematology professionals throughout Australia.  The findings from the national sample of health professionals are set within the context of positive case studies from consumers. The three stage process for model development is based on the National Cancer Control Initiative’s methodology for Optimising Cancer Care in Australia. 

Results: Preliminary findings indicate that there are three distinct models in end-of-life care in haematology in Australia – A. The functional model B. The Evolving Model C. The Refractory Model. The presentation details the characteristics of each model of service delivery from the perspective of the consumer and each disciplinary group within the multi-disciplinary team of health professionals who provide the care. The model development embraces notions of the continuum of care, quality of life, and informed consent.  

Conclusion: The outcome is the initiation of a dialogue for palliative care in haematology informed by a trilogy of models developed from the findings from a national research project. As practical research informed by both consumers and health professionals at the coalface of services provision, the work begins to explore strategies to ensure that haematology patients receive best practice end-of-life care.

	

	

	

	

	

	

	


Recommendations for clinical care. Promoting discussions with patients about end-of-life care.

Joy Mendel, 1 S Townsend, S Bowler, J Holmes and M Meldrum

1Hospital Ethicist, Mater Health Services, South Brisbane, Qld, Australia

Reluctance among clinicians to initiate end-of-life discussions with patients has often been reported in medical literature.   Communication difficulties, lack of time and a fear of removing a patient’s hope have been cited as reasons for this.  Good medical practice, however, requires that discussions are held with patients regarding recommended approaches to end-of-life care in a timely manner and the content and resolutions reached reported in the patient’s medical record. Acknowledgment of a gap in this practice led to the development, after an extensive consultation process, of the Recommendations for Clinical Care form (RCC).  A pilot trial of the form occurred during 2005 in a medical ward of the Mater Adult Hospital, Brisbane.  The RCC is ideally completed during discussions between a competent patient and his or her treating Consultant Medical Officer.  In the case of an incompetent patient, the RCC may also be completed via discussion between a surrogate decision-maker, such as a next of kin, and the treating Consultant.  Use of the form is particularly promoted where a patient’s medical condition has taken a significant turn for the worse, prompting the consideration of the use of aggressive therapies in the near future.  The form provides a succinct, accessible, summary containing clinical assessment and recommendations for care. The RCC is not a health care directive and therefore does not have the significance of an Advance Health Care Directive.  Rather, the form is designed as a clinical communication tool.  It details information that should also be transferred to the main body of the patient’s medical record.  Feedback to date, indicates clinicians have found the tool useful in circumstances where it is necessary to promptly identify the recommendations of senior treating clinicians regarding a patient’s clinical treatment, including recommendations regarding resuscitation.

	

	

	

	

	

	

	

	

	

	

	

	

	


Involving people in their own end of life decisions. Empirical studies in Australia.

Dr Peter Saul

Director, Respecting Patient Choices Program, NSW, Australia

Senior Intensivist and Director, Clinical Unit in Ethics and Health Law, Intensive Care Unit, John Hunter Hospital, Newcastle, NSW, Australia

Respect for patient autonomy has enjoyed a quarter century of ethical and legal support, but has had essentially no practical effects. This is particularly disappointing when patients burdened by chronic illness face their last few journeys through the acute health care system. Empirical data show that more real or imagined control over this phase increases well being, but at the same time that such control, even imagined, is vanishingly rare.

There are many possible social, cultural, philosophical and practical reasons for the failure of advance care planning to achieve its stated goals. There is abundant theorising in the literature, and some overseas empirical data, that provide some insight into which, if any, of these obstacles may be superable. But data from an Australasian setting has, until recently, been scarce and largely restricted to attitudinal surveys.

This paper reports the experience from the Respecting Patient Choices Program in Australia. With more than $4million of funding from the Commonwealth government, this project has attempted to introduce advance care planning first into pilot acute care settings in all states and territories in Australia, and subsequently into residential aged care facilities and the broader community. The program has been evaluated in all settings both quantitatively and qualitatively by a group from LaTrobe University. The data is not, however, currently published in any peer-reviewed journal.

This paper attempts a summary of the outcomes of this project, and makes the claim that this expensive empirical study provides two major lessons: how to fund and conduct “big ticket” ethical research in Australia, and how powerful language and culture remain in providing resistance to change.

	

	

	

	

	

	

	

	

	

	

	

	


Afternoon Session: Issues of Tissue I

Identifiable genetic samples as personal information: comparative perspectives from Australia and the Netherlands
Myra Cheng

Research Assistant, Faculty of Law, University of Sydney, NSW, Australia

This paper compares and contrasts two regulatory proposals based on the metaphor of the body as information or data from Australia and the Netherlands. In the Essentially Yours report, the Australian Genetics Inquiry concluded that genetic samples required comprehensive privacy protection given the availability of genetic technologies (ALRC & AHEC, 2003). In particular, the Inquiry argued that genetic samples were analogous to a “virtual medical record” or “a computer disk or database, which are already covered by the Privacy Act.” The Inquiry claimed that such reforms offer consistency with the proposed recommendations for the regulation of genetic information under information and health privacy laws. Hence, the Inquiry recommended: (i) the amendment of key definitions under the Privacy Act 1988 (Cth) and (ii) the development of enforceable privacy standards for the collection, storage, use and transfer of genetic samples. An example of the possible application of such reforms includes the regulation of the handling of newborn screening cards. Similarly to the Australian recommendations, Hoedemakkers and Dekkers advocated the regulation of genetic samples under data protection laws since genetic samples are analogous to the “biological file self” (Hoedemakkers and Dekkers, 2002). Through a comparison of the Australian and Dutch proposals, this paper examines the limitations of the analogical arguments underpinning the proposed information privacy and data protection reforms. Moreover, the paper argues that traditional approaches to legal reasoning by analogy will not address the complex challenges presented by the convergence of molecular biology and information technology in genetic research. 

	

	

	

	

	

	

	

	

	

	

	

	


Stakeholder perspectives of ethical and legal challenges of tissue banks and human genetic research databases: implications for research and reform
Jennifer Fleming

Research Scholar

Institute for Molecular Biosciences, University of Queensland, Australia 

The international emergence of human genetic research databases (HGRDs) offers unprecedented research opportunities along with regulatory and ethical challenges. HGRDs provide large scale collections of biological specimens, human DNA samples, cell lines and other tissue, linked with medical information. They promise to advance genetic research, bioinformatics and population health; to provide new knowledge of the ways in which our genes interact with the environment to produce disease; and advances in diagnostic and treatment regimes via pharmacogenomics. 

The sustainability and future contribution of HGRDs and related research requires a revitalised debate on numerous ethical, legal and regulatory challenges. There has been a paucity of empirical research, to date, on the perspectives of stakeholders, including the public as potential donors and professionals engaged in tissue banks and HGRD activities, on these challenges. Such research offers a vital contribution to this debate.

This presentation provides an overview of preliminary findings from the speaker’s PhD work in Australia, drawing on comparative findings from recent international studies. Overseas studies to date suggest that the public has a more liberal attitude than generally believed toward the ethical debates related to human genetic research databases, including the use of archival tissue samples, linkage of clinical, personal and genetic information, informed consent for unspecified future research, and commercialisation. This research offers an important contribution to a renewed public health policy debate from which may emerge ethical and legal frameworks that support the translation of new genetic knowledge to clinical applications and further scientific advances.

	

	

	

	

	

	

	

	

	

	

	

	

	


‘Savoir siblings’?: the distinction between PGD with HLA tissue typing and preimplantation HLA tissue typing
Crystal Liu

Postgraduate Scholar

Australian-American Fulbright Commission, Brunswick, Vic, Australia

One of the more controversial uses of preimplantation genetic diagnosis (PGD) involves selecting embryos with a specific tissue type so that the child to be born can act as a haematopoietic stem cell (HSC) donor to an already existing sibling. PGD with HLA tissue typing is used to select embryos that are free of a familial genetic disease and also a tissue match for an existing sibling who requires a HSC transplant. On the other hand, preimplantation HLA tissue typing is when parents wish to select embryos (who are not at risk for a familial genetic disease) to be a match for an existing sibling who requires a HSC transplant. In Victoria, applications to use PGD with HLA tissue typing are reviewed by the Infertility Treatment Authority on a case by case basis. In contrast, preimplantation HLA tissue typing is prohibited prima facie because unlike the prior example, the embryo to be tested would not be at risk for a genetic abnormality or disease. 

I will be arguing that the distinction made between these two types of PGD/HLA tissue typing is inconsistent, both from an ethical and comparative policy perspective. I will contend that from an ethical perspective, there is little difference between PGD with HLA and Preimplantation HLA; in order to be consistent from an ethical standpoint, one must object to both or neither of these uses. In regards to a comparative policy standpoint, I will take a twofold approach. First, I will draw on the experiences of the UK in which the HFEA revised their PGD/HLA tissue typing policy to remove this distinction. Secondly, I will argue that this distinction is incompatible with other approved uses of PGD.

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Afternoon Session: Ending Lives - A Plurality of Views

Nothing about us without us:  the disability rights critique of prenatal diagnosis and people with intellectual disability  
Dr Lisa Bridle

Bioethics Systems Advocate, Queensland Advocacy Inc, Brisbane, Australia

Prenatal diagnosis is commonly constructed as expanding reproductive choice and as a benign form of disability prevention.  Nevertheless, strong critiques of prenatal diagnosis have emerged from both feminists and disability rights activists.   “Nothing About Us Without Us” has been adopted as a key demand of the disability rights movement but seldom are the voices of people with disability heard in discussions of the ethics of prenatal diagnosis.  In relation to people with intellectual disability, this “voicelessness” is particularly pronounced and in many cases they have been presumed to lack equal moral standing.   Thus, while Down syndrome, for example, is a prime target of testing, people living with Down syndrome are not recognized as having a valuable perspective to offer in these debates.

This paper will be co-presented by a person with Down syndrome and by a family member.   This paper will present disability critiques of the practice of prenatal diagnosis, including the claim that prenatal diagnosis is an institutionalised practice which reinvests in oppressive attitudes towards people with disability.  The paper will argue that currently prenatal diagnosis is offered without adequate attempts to ensure that women’s choices do not rest on unhelpful social prejudices and stereotypes.  

It will also suggest that better moral judgments in relation to genetic testing are likely to come when people with disability are “morally considerable”, when they are not disqualified from the moral community through abstract arguments about personhood, and when there is widespread community knowledge about their lives.  

	

	

	

	

	

	

	

	

	

	

	

	


Comparing end-of-life decision-making in Australia and Europe

Colleen Cartwright, 1 Gail Williams and Malcolm Parker2
1Foundation Professor of Aged Services & Director of Aged Services Learning & Research Collaboration, Southern Cross University, Coffs Harbour, NSW, Australia

2Associate Professor of Medical Ethics, School of Medicine, University of Queensland, Australia

Background: Comparison of medical end-of-life decisions (MDELs) between different countries have been difficult because of differences in study populations and the way questions are formulated.  To address this, researchers in Australia and 6 European countries used a standard questionnaire with a sample of medical practitioners drawn from the same specialty groups to investigate attitudes and practices relating to MDELs.

Methodology: A structured questionnaire was sent to medical practitioners most often involved with MDELs in the 7 countries.  Topics covered included medical decisions relating to four hypothetical cases; statements reflecting attitudes to MDELs; experience with making MDELs; and communication with terminally ill patients and relatives.

Results: Response rates ranged from 39% to 68% (N=10,139).  The majority of medical practitioners in all 7 countries would withhold further chemotherapy, increase medication to relieve pain even if that risked hastening a patient’s death or provide terminal sedation, if asked to do so by a competent patient.  They were less likely to do so if asked by relatives of a non-competent patient.  Medical practitioners in the Netherlands and Belgium were most likely to say that they would provide drugs to intentionally hasten the end of the patient’s life if requested to do so by a competent patient (43% -59%) or by the relatives of a non-competent patient (59% - 60%); (Australian medical practitioners were far less likely to do so in either case.   Other findings included that Australian medical practitioners were the most supportive of appointment of proxies/ surrogates but were among the least likely to discuss patient-related topics with relatives without first informing the patient, while Italian medical practitioners were most likely to have such discussions with relatives.

Conclusion: the study identified significant cross-national differences and these remained strong when physician characteristics were controlled for. 

	

	

	

	

	

	

	

	

	

	


Plenary

Causing lives & starving deaths: sanctity, identity and technology in modern medical law & ethics
Professor Derek Morgan

Professor of Health Law and Biomedical Innovation, Queensland University of Technology, Brisbane, Australia
Developments in law's responses to technological change over the past 50 years or so have wrought changes to the ethical dimensions of the beginnings and endings of life issues (the plurals are intentional).  I argue that we have lost or abandoned a singular notion of the beginning and the ending of life and that we have, through law, put in place multiple meanings of both which have implications for the two core issues that I want to address; namely identity and sanctity, and that these questions arise both at beginnings and perhaps more challengingly endings of life.
	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Saturday 8th July

Morning Session: Autonomy

Addiction and autonomy: what can neuroscience tell us?

Adrian Carter 

PhD Candidate

Queensland Brain Institute and University Of Queensland, Brisbane, Australia

Addiction is characterised by a loss of control or compulsive behaviour. For many, addiction by definition calls into question the ability of those suffering from it to make free and informed decisions.  Some bioethicists have used the results of neuroscientific research to justify claims that addicts lack the necessary autonomy to consent to research or treatment that involves taking their drug of addiction.  Recent neuroimaging studies have depicted neurophysiological changes in the brains of addicted individuals in regions associated with the ability to make decisions, in particular the ability to weigh up the consequences of actions and to control impulses.  To some this research demonstrates how addictive drugs “hijack” the brains of addicts, making it impossible for them to make autonomous decisions with regard to drug use.  In this paper I will argue that this is an oversimplification of neuroscience research of addiction that fails to acknowledge the limits of what these studies are able to tell us.  While imaging studies demonstrate how addiction makes some decisions, such as abstinence, more difficult, addiction does not eliminate the ability to make these decisions.  This paper will provide a platform for thinking about how neuroscience may impact on our understanding of an autonomous self; the ability to act of one’s own volition and to take responsibility for those actions.

	

	

	

	

	

	

	

	

	

	

	

	

	


A mild case of mania: testing theories of autonomy 
Dr Merle Spriggs

Postdoctoral Research Fellow, Ethics Unit, Murdoch Childrens Research Institute, Royal Childrens Hospital, Melbourne, Vic, Australia &
Honorary Fellow, Centre for the Study of Health and Society, University of Melbourne, Vic, Australia

I am defending the principle of autonomy.  I have previously identified four main notions of autonomy that are referred to in contemporary discussions.  I assessed these – i.e. what I refer to as the ‘metaphysical’, ‘descriptive psychological’, ‘procedural’ and ‘evaluative’ notions of autonomy and found that the ‘descriptive psychological’ account to be the most applicable in the clinical setting.  ‘Descriptive psychological’ accounts of autonomy can be described as giving us a clear picture of what it is to be an autonomous person, what it takes to make an autonomous decision or what counts as an autonomous decision.  I categorized these accounts of autonomy as mainly hierarchical, life-plan and authentic self accounts.  I then tested these with some realistic but challenging cases in order to decide which is the most defensible.  In this paper I am presenting one of those cases – the case of Mr M as discussed by Tony Hope in ‘Personality Identity and Psychiatric Illness’.1  Mr M is a man who is mildly manic and acts differently in important ways from when he is not manic. He is not cognitively impaired in any significant way and when manic he is not incompetent. His manic state is considered abnormal only because of the existence of an alternative state.  I use this case to provide an illustrative sketch of how the hierarchical, life-plan and authentic self accounts of autonomy would handle this case.  Obviously, this case alone does not determine which account of autonomy is the most defensible.  It does, however, show some the limitations of these accounts and it helps us to see that, depending on how it is construed, autonomy is a useful concept in the clinical context.

	
 Tony Hope, “Personal Identity and Psychiatric Illness,” in Philosophy, Psychology and Psychiatry, ed. A. Phillips Griffiths (New York: Cambridge University Press, 1994), 131-143.



	

	

	

	

	

	

	

	

	

	

	


Me or us: decisions and attitudes about research participation
Judy Allen

Lecturer, Law School, University of Western Australia

Privacy Officer, Western Australian Department of Health

The model of decision making assumed in the legal and ethical regulation of research is one of an independent and rational act of self determination.  Respect for autonomy has been the dominant underpinning in the development of the law on consent requirements and the duty to provide information. The principles applied in ethics review reflect the same preoccupation. Human research ethics committees focus considerable effort on ensuring the optimum conditions for participants to exercise their individual will and make a free and informed decision whether or not to participate in research.  

This paper will report on two recent qualitative studies that explored the decision making process adopted by the participants and their attitudes to participation in medical research. The first study involved voluntary participants in a medical research project.  By contrast, the second examined attitudes to the mandatory collection of health information and its use for research purposes.  In both studies there was evidence that participants adopted a communitarian approach in their responses that challenges the individualistic approach reflected in the current regulatory model.
	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Morning Session: Issues of Tissue II

Examining the operability of consent in relation to human genetic databanks
Professor Margaret Otlowski

Faculty of Law and Deputy Director, Centre for Law and Genetics, University of Tasmania, Australia

Well established principles with regard to consent are coming under increasing strain in the context of human genetic databanks involving long term studies where future research projects cannot be specified at the time that the genetic samples and information is collected. This paper explores developments in relation to consent by examining national and international statements including revisions currently underway of the NHMRC National Statement on Ethical Conduct in Research Involving Humans. Following a review of the key values underlying the concept of consent, the paper argues that core values underlying this concept need not be compromised through participation in human genetic databanks, even though the precise nature of future research may be unknown. This paper seeks to make the case that reconsent should not be routinely required with regard to databank related research. It argues that broad consent should be regarded as adequate in circumstances where there is appropriate ethical review and open lines of communication between participants and researchers which ensures active and continuing consent. There is some empirical data to suggest research participants support this interpretation of consent provided appropriate safeguards are in place, but further research is needed to more clearly define the parameters of what is and is not perceived as acceptable.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


My hideous progeny: exploring the changing attitude of body ownership through the narrative device of the monster in Mary Shelley's Frankenstein, Kazuo Ishiguro's Never Let Me Go and Jodi Picoult's My Sister's Keeper.

Evelyn Tsitas

Master of Arts by Research (Creative Writing)

RMIT University, Canterbury, Vic, Australia

Mary Shelley's 1871 novel Frankenstein or The Modern Prometheus established a new strand of gothic horror genre that uses the human body as the site of power and control. Shelley captured the zeitgeist of the early 19th century, when scientific discovery gave rise to the fear that we play God with nature at our own peril. 

The themes embedded in Frankenstein still resonate. Can I own myself? Can I be bought, sold, traded or even created to serve someone else's purpose? Can I sell my organs or can they be forcibly taken from me? Indeed, who owns my body after I die?

I will examine how Shelley's story is retold in the early 21st century in two important novels: Kazuo Ishiguro's Booker-shortlisted Never Let Me Go and Jodi Picoult's best seller My Sister's Keeper. All three novels I will argue concern issues of personal autonomy and the ownership and location of the soul. 

We now live in a time when the monstrosity Shelley conjured has come back to haunt us. As modern science has allowed us to both create life through IVF and cheat death through organ donation, I contend that this has seen a shift in the role of the monster in the gothic horror genre.

Ishiguro and Picoult cast society rather than the scientist as the force that drives the demand for life at all costs. In their novels, the creator, rather than the creation, has become the real monster and their "hideous progeny" have no chance of escape. I argue that their fate is fiction's klaxon call to humanity.

	

	

	

	

	

	

	

	

	

	

	

	

	


Legacy to the living – family follow-up from coronial autopsies in Victoria

Helen McKelvie1, Natalie Morgan and Patricia O’Brien

1Manager, Medico-legal Policy Projects, Victorian Institute of Forensic Medicine, Southbank, Vic, Australia; Transplant and Family Liaison Coordinator, Liaison Officer, Victorian Institute of Forensic Medicine, Southbank, Vic, Australia

The primary purpose of autopsies performed on behalf of the coroner is to elucidate the cause and circumstances of individual ‘reportable’ deaths.  In some cases this medico-legal death investigation can reveal health information that may have little bearing on the questions of interest to the coroner, but which can have significant implications for the health and well-being of surviving family members.  The communication of this information, in some instances, can be life-saving, but also raises a number of questions:

What duty, legal or ethical, do the forensic pathologists have to the family of the deceased whose autopsy they have performed?  About which genetic conditions and other diseases should information be communicated? Do the family members have a right to know? Is communicating health information that may be distressing an invasion of their privacy?  How and to whom should the information be communicated?  In 2004 the Victorian Institute of Forensic Medicine undertook a pilot program to explore the practicalities of providing a service to families of deceased whose coronial autopsies had revealed information relevant to their future health.   This paper describes the outcomes of the pilot program and considers some of the questions it resolved and raised.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Morning Session: Confronting Harm

The rise and fall of Vioxx: a failure of the academic literature to deal with uncertainty.

Michael J James

Chief Medical Scientist

Rheumatology Unit, Royal Adelaide Hospital, South Australia

COX-2 inhibitors, represented by Celebrex and Vioxx and launched in 1999-2000, purported to comprise a new class of anti-inflammatory drug. 

The market strength of these drugs became unassailable to the extent that when the VIGOR study indicated an increased risk of heart attack with Vioxx, sales continued unabated.  In VIGOR, participants with rheumatoid arthritis were randomly allocated to use Vioxx or naproxen, a traditional anti-inflammatory drug.  When the results indicated a 4-fold increase in myocardial infarction (MI) in the Vioxx group, this outcome was presented as a 4-fold decrease in MI in the naproxen group.  There was no biochemical  basis to suggest the latter, but there was a biochemical basis for suggesting an increase in MI in the Vioxx group.  Merck, the owners of Vioxx, conducted another study, this time for the treatment of colorectal polyps. It was stopped early due to increased MI in the Vioxx group and Merck withdrew the drug worldwide in Oct 2004.

Throughout the years that Vioxx was marketed, medical journal articles continued an academic debate about cardiovascular risk with Vioxx, which centred typically on statistics. This provided no clarity for prescribers, but it did maintain an aura of uncertainty which served perfectly to maintain Vioxx sales.  A Research Ethics Committee would readily have dealt with this ‘uncertainty’ by simply informing research participants about the trial results.  Also, the legal standard set by Rogers v Whitaker would have required patients to be told the trial results because they would have been material in most patients’ decision making.  Referral to ethical and legal standards would have been a superior way to deal with this uncertainty than devotion to the academic path of evidence-based medicine.

A cursory analysis suggests many failures, both ethical and legal, along the chain from Merck to prescriber.
	

	

	

	

	

	

	

	

	


Would nicotine harm reduction permit a more ethical tobacco industry? 

Professor Wayne D Hall

Professor of Public Health Policy, School of Population Health, University of Queensland, Brisbane, Australia

Tobacco smoking is a major global cause of premature death and disability. Developed countries that have implemented tobacco control policies have substantially reduce smoking rates but a substantial minority of the population continues to smoke.  Some public health professionals have advocated even more restrictive tobacco control policies (such as tobacco prohibition and a government tobacco monopoly). An even more controversial policy suggestion has been “nicotine harm reduction. This would involve adopting policies that encourage smokers who are unable or unwilling to quit smoking to use much less harmful forms of tobacco such as nicotine gum or oral snuff. In this paper, I discuss the ethical pros and cons of nicotine harm reduction. I also consider whether a nicotine harm reduction policy could be implemented in a way that would enable the tobacco industry to operate in a much more ethical way than is presently the case.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Complaints and quality: myth and reality in New Zealand

Ron Paterson

Health and Disability Commissioner, Auckland, New Zealand

Several claims are commonly made about complaints and quality:

1. Complaints are generally illegitimate and often made in bad faith.

2. There is a high evidence of complaints.

3. Women and older patients are more likely to make complaints.

4. Complaints lead to defensive medicine and are harmful to patient care.

This paper will examine the basis for these claims.  In a review of 6,579 hospital patients’ records New Zealand public hospital patients in 1998, the Quality of Healthcare Study found 850 adverse events (12.9% admissions); 30-40% of these were preventable. A review of 398 Health and Disability Commissioner (HDC) complaints relating to care delivered in public hospitals in 1998 found:

1. Only 3 of the 850 adverse events (1 in 200) surfaced in a complaint to HDC.

2. 64% of the complaints involved an adverse event; 51% of these were preventable.

3. Elderly, poor and Pacific patients were less likely to complain.

4. The probability of complaint increases steeply with severity of injury (1 in 25 serious and preventable injuries lead to a complaint to HDC).

This research supports the claim that complaints offer a valuable window of opportunity to improve healthcare quality.
	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


ABA Presidential Address

A sense of life
Professor Grant Gillett

Neurosurgeon and Professor of Medical Ethics, Dunedin Hospital and Otago Bioethics Centre, University of Otago Medical School, Dunedin, New Zealand

Martha Nussbaum in her work Love’s knowledge has made famous the phrase “a sense of life”. But what is meant by this? The link to sanctity of life is clear but problematic and Nussbaum links it to a quasi-objective sense of a good life which raises issues of quality of life and not mere prolonging of life. I settle on a reading in terms of subjectivity and the nature of the other (as encountered in the work of Levinas) such that ethics becomes the staring point of philosophical inquiry. This then gives a sense in which the life of a human being is sacred but not in a way that favours its continuance in all circumstances.

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	


Conference Presenters

Rachel A. ANKENY is Senior Lecturer in the Unit for History and Philosophy of Science, Honorary Associate of the Centre for Values, Ethics and the Law in Medicine, and Acting Coordinator of the Sydney Bioethics Program, University of Sydney. Her research interests include ethical issues in genetics, transplantation, stem cell research, and emerging diagnostic categories, and feminist approaches to bioethics. Her major research project is Big Picture Bioethics, a four-year study funded by the ARC, which focuses on bioethics policymaking and its public legitimization. She serves on the editorial board and as associate editor for feminist approaches to bioethics for the Journal of Bioethical Inquiry.

Lisa BRIDLE is a social worker and QAI’s bioethics advocacy project worker.  Lisa’s doctoral research examined the ethics of prenatal diagnosis.  Other research interests include medical experiences of people with disability (including sterilisation and end-of-life decisionmaking) and the exclusion of people with disability from ordinary community life.

Lucy CARTER is currently completing her doctoral studies exploring ethical issues associated with the development and use of genetically modified (GM) food. She has research interests in various topics in applied philosophy particularly medical ethics and the ethics of novel biotechnologies. She is an active member of the Behavioural and Social Sciences Ethical Review Committee at the University of Queensland.

Tracy CARTHEW is a Registered Nurse who commenced her hospital based training in SA in 1976. In 1996 Tracy completed her Bachelor of Nursing at the Australian Catholic University, Brisbane.  Tracy has been involved in Clinical Research and Clinical trials within the community and academic environs working for Queensland Health and the University of Queensland as a Clinical Research Coordinator for the past ten years. She is currently serving with the rank of Captain in the Royal Australian Army Nursing Corps RAANC (Reserve), and was posted to the SO2 Nursing Health Service Reserve Agency-QLD (HSRA-Q) position in February 2006.  Tracy’s particular area of interest in research is ethics particularly research ethics involving human participants. Tracy commenced at the Centre for Military and Veterans’ Health in April 2005 and she has been the Think Tank Project Coordinator since September 2005. 

Colleen CARTWRIGHT is Foundation Professor of Aged Services at Southern Cross University, Coffs Harbour.  She has extensive teaching and research experience in ageing, ethics and medical decisions at the end of life, at national and international levels, with publications in major journals and a number of book chapters.   Professor Cartwright designed the Advance Health Directive and Enduring Power of Attorney forms that are part of Qld Powers of Attorney Act (1998).  She recently led the Australian component of an International study to compare medical decisions at the end of life in 6 European countries and Australia.

Myra CHENG is a research assistant and postgraduate student at the Faculty of Law, University of Sydney.
Kevin COCKS is the Director of Queensland Advocacy Incorporated, a community based systems advocacy organisation for people with disabilities.  QAI aims to give people with disability a voice in bioethics discussions by holding gatherings, undertaking well-grounded research, and advocating for appropriate legislation and policies to better protect the rights and interests of people with disability.  Kevin has a Masters of Social Welfare & Administration & Planning from the University of Queensland and an Associate Diploma in Social Science from QUT. He was previously the Director of Consumers’ Health Advocacy.  In 2005, he was awarded the Human Rights Medal for his lifelong dedication to disability rights and social justice issues.

Stephen COLEMAN is a Lecturer in Ethics, University of NSW at the Australian Defence Force Academy (UNSW@ADFA) and a Senior Research Fellow with the Centre for Applied Philosophy and Public Ethics. He is the author of The Ethics of Artificial Uteruses: Implications for Reproduction and Abortion (Ashgate, 2004) as well as papers in a number of edited collections and various journals including Criminal Justice Ethics, Australian Journal of Professional and Applied Ethics, Ethics and Information Technology, Business and Professional Ethics Journal, Journal of Professional Ethics, Philosophical Studies and Sophia. He currently works in the areas of Medical Ethics, Police Ethics, Military Ethics, and the practical application of human rights.

Peta COOK is a sociologist at the Centre for Social Change Research, Queensland University of Technology. Her research interests include sociology of health, illness, medicine, science, technology and the body. Her present research examines the xenotransplantation (animal-to-human transplantation) debate and network in Australia.

Susan DODDS is the Philosophy Program Convenor at the University of Wollongong, NSW, Australia. Her teaching is primarily in the areas of health ethics, political philosophy, feminism and philosophy of law. Susan's research interests address some issues in political and social philosophy, philosophy of feminism, philosophy of law and bioethics. In particular, she is engaged in an examination of key concepts of modern political theory. 
Charles DOUGLAS is a lecturer in Clinical Ethics and Health Law at the University of Newcastle, NSW, and a practising breast cancer surgeon. Charles did undergraduate training in Mathematics and Science at Adelaide University, and Medicine at the University of Newcastle and he is currently undertaking a PhD on end-of-life decision making, through the Centre for Value, Ethics and the Law in Medicine at the University of Sydney.

Zelda DOYLE is currently a first year PhD student at the University of Tasmania being supervised by Assoc Prof. Christopher Newell and Dr. Kristen Hynes.  Her PhD is looking at how surveillance and monitoring program methodologies have been affected by ethics, using the ongoing Tasmanian Iodine Monitoring Program as a model.  She has a Science degree with Honours from the University of Queensland and a Masters degree in Epidemiology from the London School of Hygiene and Tropical Medicine.

Tom FAUNCE is a senior lecturer at the ANU College of Law and the Medical School at the Australian National University.  He is the director of the Globalisation and Health Project researching the impact of international trade agreements on medicines policy in Australia under an Australian Research Council grant.

Deirdre FETHERSTONHAUGH is in the final six months of her PhD at the University of Melbourne. Her PhD project is a longitudinal study that explores decision-making and informed consent about dialysis among a group of older people with end-stage renal disease (ESRD). Deirdre also works at La Trobe University as a research officer in the School of Gerontic Nursing where she is involved clinical practice improvement research in areas such as unmet need behaviours, family/staff relationships, pain assessment in dementia and medication management. Deirdre also works as a dialysis nurse.
Chris GARDINER (BA, MA, M Prof Ethics, FAIM) has appointments to the NSW Health’s laypersons’ panel for Professional Standards Committees, to the Sydney West Area Health Service Advisory Council, and to the Commonwealth Aged Care Complaints Resolution Scheme. He is CEO of Police and Community Youth Clubs (PCYC) NSW. Chris has previous executive leadership experience in hospital, health and aged care services, and has served as Vice President of the Australian Association for Professional & Applied Ethics.

Grant GILLETT is a professor of medical ethics at the University of Otago. He is also a practising neurosurgeon. He qualified in medicine at the Auckland Medical School in New Zealand and while at Auckland University also completed a Masters degree in Psychology and was, for some years while completing his own studies, a lecturer in physiological psychology. He qualified as a neurosurgeon and took up a post as overseas fellow in Neurosurgery at The Radcliffe Infirmary in Oxford. He then enrolled for a D Phil in philosophy at Oxford University and was appointed to a fellowship at Magdalen College in 1985. From there he moved to the University of Otago and Dunedin Hospital. He works as a neurosurgeon, and teaches in medical ethics. He is author of Representation, Meaning and Thought (Oxford UP), Reasonable Care (Bristol) and is co-author of The Discursive Mind (Sage) and Medical Ethics (OUP). His latest book is The Mind and its Discontents (OUP). He has also edited several books and published widely in the areas of philosophy and medical ethics.

Wayne HALL is Professor of Public Health Policy in the School of Population Health at the University of Queensland. He was formerly Director of the Office of Public Policy and Ethics at the Institute for Molecular Bioscience (2001-2005) and Director of the National Drug and Alcohol Research Centre at the University of NSW (1994-2001).  He is currently researching the policy and ethical implications of: research on the neurobiology of nicotine dependence, biological interventions that purport to extend human life expectancy, and pharmacological treatments of mental and behavioural disorders.

Michelle HOWARD is the Public Advocate, Queensland. She holds a Bachelor of Laws (QIT)(1986); and a Master of Laws (Public Law) (QUT) (2006). She is admitted as a solicitor of the Supreme Court of Queensland and the High Court of Australia. She was a Member of the Guardianship and Administration Tribunal from 2000-2006 (until her current appointment); and the Mental Health Review Tribunal (2002-2005). She is a Member of the Children Services Tribunal (2005-2006) (but currently on leave). Michelle has worked as a lawyer in private practice, and public service. She has lectured as a sessional academic at QUT in Medico-legal Issues. 

Brian HURWITZ holds the D’Oyly Carte Chair of Medicine and the Arts at King’s College, London. A clinician and general practitioner by background – he’s practised in the same London general practice for over 20 years - his research interests encompass clinical medicine and narrative studies in relation to medical practice, ethics and law, and he’s published widely across these areas in international medical journals. Together with Neil Vickers of KCL, he has set up the UK’s first MA programme in Literature and Medicine (http://www.kcl.ac.uk/english/litmed.html) for students with either a literary or health care studies background. His books include: Clinical Guidelines and the Law (1998), Narrative-Based Medicine: Dialogue and Discourse in Clinical Practice (with P Greenhalgh 1998) which has appeared in Italian, German and Japanese editions, and Narrative Research In Health and Illness (with P Greenhalgh and V Skultans 2004), which is currently being translated into Japanese. He is Series Editor of a trio of novels by Hazel McHaffie, Medical Ethics – A Living Literature (2005).
Iqbal JAFFER is from Toronto, Canada and is in Brisbane studying first year medicine at UQ. Iqbal’s previous degree is a B.A.Hons. in Religious Studies with his thesis being entitled “Comparative Religious Medical Ethics between Orthodox Judaism and Shia Islam” with a focus on Organ Donation, Palliative Care, and Autopsy. Iqbal’s main research interest is in comparative ethics.

Michael JAMES is Chief Medical Scientist in the Rheumatology Unit, Royal Adelaide Hospital (RAH) and an Associate Professor in the Dept of Medicine, University of Adelaide. He is also Chairman of the Human Research Ethics Committees at the RAH and at the Cancer Council of SA. He is a Board member of ANZIHLE.  His research interests in inflammatory and cardiovascular disorders encompass studies on the health benefits of omega-3 fats and the adverse effects of anti-inflammatory drugs that are COX-2 inhibitors, including Vioxx. Along with his colleague, Prof Les Cleland, he sounded early warnings about cardiovascular risk with these drugs.

Kellie JOHNSTON is an honours graduate in both Science and Law from the Australian National University.  She has worked with Professor Chris Parish at the John Curtin School of Medical Research, identifying novel therapeutic compounds for the treatment of tumorous cancer, research which has resulted in a provisional patent.  She is presently a research associate with the Globalisation and Health Project at the ANU College of Law researching the impact of international trade agreements on medicines policy in Australia.  She is also assisting with the construction of the UNESCO Global Ethics Observatory database of health law and bioethics.

Mitchell LAWLOR has a background in economics and arts, and graduated from Medicine at the University of Newcastle. He has worked clinically at John Hunter Hospital and is currently working as a Senior Resident Medical Officer at Sydney Eye Hospital. He holds the Claffy Research Fellowship in Ophthalmology at the Save Sight Institute in Sydney, and is affiliated with the Centre for Values, Ethics and the Law in Medicine. His PhD is investigating issues surrounding Eye Banking and corneal transplantation, including empirical research looking at why individuals are more reluctant to donate their eyes in comparison with other organs.  

Connal LEE is a recent honours graduate in Philosophy from Flinders University of South Australia. He has also studied and worked as a photographer. Connal’s main areas of interest are journalism/ documentary ethics, political philosophy and public health. He is currently researching pandemic ethics with the assistance of Dr. Wendy Rogers from the Flinders Medical School. 

Marett LEIBOFF is a Senior Lecturer in the Law School, QUT.  She researches in the areas of law, aesthetics, arts and culture, and legal theory.  Among other areas, she has recently considered the legal and cultural considerations relating to the legalities of body preservation by plastination.

Julie LETTS is a Senior Analyst of Clinical Ethics in the Health Ethics Branch, NSW Health Department. Julie has substantial experience in policy development with state health departments in Victoria and NSW. .She has a master’s degree in bioethics and was responsible for development of the best practice advice for health professionals on use of advance care directives and for the revision of the NSW Dying with Dignity guidelines.

Wendy LIPWORTH is a PhD candidate at the Centre for Values, Ethics and the Law in Medicine, University of Sydney. Her interests include peer review processes in medical publishing, discourse theory and analysis and the ethics of tissue banking research (which was the subject of her MSc). Wendy’s PhD will involve development of a novel model of discourse analysis (to be presented at ABA) and an empirical study of peer review processes at The Lancet.

Tamra LYSAGHT is a Doctor of Philosophy candidate at the University of Sydney, studying under the supervision of Dr Rachel Ankeny from the Unit for the History and Philosophy of Science and A/Prof Ian Kerridge from the Centre for Values, Ethics and Law in Medicine. Her research will examine public understandings of stem cell research and its relationship with the public discourse surrounding stem cell policy issues in Australia from between 2002 and 2005. 

Rosalind MCDOUGALL is a PhD candidate at the University of Melbourne, jointly enrolled at the Centre for Health and Society and the Centre for Applied Philosophy and Public Ethics.  She completed a B.Sc./B.A.(Hons.) at the University of Melbourne, majoring in philosophy and in genetics, then undertook the B.Phil. at the University of Oxford, focusing on reproductive ethics.  Her current research investigates the ethical challenges faced by junior doctors.  

Alison MCLENNAN is an Honours student in the Unit for the History and Philosophy of Science, University of Sydney. Her current research investigates on the impact of regulatory regimes on research scientists. Alison recently completed degrees in Science and Law (Hons) at the ANU. Her Science studies focused on molecular and cell biology, genetics and biotechnology, while her Law Honours thesis related to embryonic stem cell banking. Alison is interested in issues surrounding biotechnology and biomedical research, particularly regulation of biotechnology, intellectual property and bioethics. She also has interests in public understanding of science and science journalism.

Joy MENDEL is the Hospital Ethicist for Mater Health Services, Brisbane working in the areas of clinical and research ethics.  She is also currently engaged in a project that aims to successfully integrate Traditional Chinese Medicine and orthodox treatment in cancer care. Joy has a background in bioethics, complementary and alternative medicine, business and the social sciences and has published in peer-review journals on the philosophy of complementary and alternative medicine, Asperger’s Syndrome and evidence based medicine.  Her current academic engagements are in the areas of doctor communication with patients about end-of-life care, models of informed consent and the philosophy and ethics of integrative medicine.  

Derek MORGAN is Professor of Health Law and Biomedical Innovation at the Queensland University of Technology.  He is a lawyer, ethicist, bioengineering legal expert and author who was a member of the Expert Advisory Group of the Chief Medical Officer in the UK that looked at these issues in 2000.  Its report led directly to the amendment of the UK law to allow somatic cell nuclear transfer (SCNT). He is a recognised leader in research into the legal regulation of embryonic stem cell technologies and possible treatments and therapies that might develop from their use.  He is an author of eight books and over 100 articles and was a member of the British Medical Association’s Medical Ethics Committee (1995­2005). His research areas include assisted reproductive technologies, human cloning, so­ called "designer babies", and legal responses to end­of­life decision making.

Christopher NEWELL is Associate Professor in Medical Ethics within the Medical Education Unit, School of Medicine, University of Tasmania. He is co-ordinator of the "Personal and Professional Development " theme of the Tasmanian medical course, one of five themes in the Medical School's new integrated undergraduate curriculum. He has recently been appointed as a member of the NHMRC and is a member of the NHMRC Licensing Committee. He also a member of the Australian Commission for Safety and Quality in Health Care.

Remo OSTINI’s (BA, GradDipPsy, PhD) early work in psychology at the University of Southern Queensland and the Australian National University led him to believe that thinking of morality in individual difference terms was a useful complement to the more common cognitive and socially oriented approaches. It also highlighted the challenge of measuring morality, which prompted postgraduate research in psychological measurement at the University of Minnesota. The doctoral work in psychometrics was perfectly complemented by an excellent graduate minor in bioethics. Postdoctoral work at the University of Queensland has focussed on identifying and measuring people’s common conceptions of morality.

Margaret OTLOWSKI is Professor of Law at University of Tasmania and Deputy Director of the Centre for Law and Genetics. She has longstanding experience in health law and bioethics, having published extensively in the field and has been engaged by Commonwealth and State governments and agencies as consultant and member for various committees, working parties and Tribunals.  She has been involved with a number of ARC funded collaborative research projects through the Centre for Law and Genetics where her work has focussed on issues of regulation, privacy and discrimination including a current project on regulation and facilitation of human genetic databanks.

Malcolm PARKER is Associate Professor of Medical Ethics at UQ, and teaches ethics, law & professional issues in the MBBS program. He has been in general practice for thirty years. He is a board member of the ABA and AINZHLE. He chairs UQ’s Human Experimentation Ethical Review Committee. He has published nationally and internationally in philosophy of medicine, bioethics, medical ethics, health law, and medical education. He became an academic against the financial advice of Peter Singer, because he knew the pay would be better than in general practice, in which he continues to work part-time to augment his academic salary.

Brad PARTRIDGE completed a Bachelor of Psychology with Honours from The University of New England in 2002 and subsequently worked in road safety research at the Centre for Accident Research and Road Safety-Queensland (CARRS-Q). He has also studied philosophy as part of a Graduate Certificate in Arts in 2004 (also from UNE). He is currently a PhD student at the University of Queensland investigating public knowledge and attitudes about life-extension technologies.

Ruth RICHARDSON is an interdisciplinary historian with a background in literature, whose specialism is in the history of medicine. She has just produced Vintage Papers from The Lancet (Elsevier 2006), classic contributions to medical literature from the pages of The Lancet, 1823-2005. She has written and lectured widely on the history of medicine and medical humanities, delivering keynote lectures at the Institute of Historical Research, the Royal College of Physicians, and the Society of Apothecaries, London, the Institutes of Medicine, Washington, and Universities of Yale, California at Berkley and Syracuse, New York. Dr Richardson is a Fellow of the Royal Historical Society and independent scholar affiliated to the Department of History at the University of Hertfordshire and the Department of the History and Philosophy of Science, University of Cambridge. A new edition of her book, Death, Dissection & the Destitute (first published by Routledge and then Penguin in the 1980s) has recently been published by Chicago University Press. Dr Richardson authored the historical introduction to the latest edition of Gray’s Anatomy (Elsevier 2005) and has co-edited two essay collections: Medical Humanities: an Introduction (2000) and The Healing Environment (2003) both for the Royal College of Physicians of London. She has refereed for scientific journals including The Lancet, the BMJ and Nature. Her longstanding interest in illustration - medical, public health and urban - is attested by her massive The Builder Illustrations Index 1843-1883 (1994), co-authored with Thorne, which won the Wheatley Gold Medal.

Paula ROGERS is a legal practitioner of the Supreme Court of Queensland and a legal officer of the Queensland Law Reform Commission.  She commenced work at the Commission in 2005 and during 2006 has worked predominantly on the Commission’s Guardianship Review. Prior to her role at the Commission, Paula worked as an associate in the Supreme Court and as an articled clerk at Allens Arthur Robinson.  She also contributed to the development of a course on law and older people that is taught at the Griffith University Law School.

Wendy ROGERS is the Interim Joint Director of the Ethics Centre of South Australia. She is also Associate Professor of Medical Ethics and Health Law Department of Medical Education with an interest in public health ethics.

Mark SAYERS has been a barrister in private practice since 1998, specializing in both family and succession law with a particular focus on child protection issues.  As well, Mark is an honorary research fellow at St Paul’s College which is the Roman Catholic participant in the greater Brisbane College of Theology.    Following on from his doctoral thesis in the area of natural law and human rights, Mark’s research focus is on the possibility of ethical discourse in democratic, secular, pluralist societies.

Camilla SCANLAN originally trained as a Medical Technologist, later moving into research management (NSW Cancer Council) and then general business management (Kolling Institute of Medical Research). Camilla holds an MBA (2000) from Australian Graduate School of Management (UNSW) and a Master of Health Law (2004) from USyd.  Camilla commenced her doctoral studies in 2006 at VELiM bringing together her passion for medical law and her long term interest in haematology and infectious diseases: her research concerns the legal and ethical limitations surrounding consent to high-risk medical procedures, specifically in patients diagnosed with malignant haematological disease. 

Paula SCULLY is a lawyer with a Bachelor of Civil Law, Masters in Arbitration and Dispute Resolution and Diplomas in Counselling and Social Studies. Paula spent 14 years in Hong Kong, working in the Law Reform Commission, Department of Justice and chairing the Guardianship Board. Paula was Queensland’s Adult Guardian from 2003 to 27 April 2006. She is currently seeking employment that will fulfil her personal mission to use law for the healing of systems and individuals. She has written articles and taught professionals on advance health directives, capacity, abuse, consent, and end of life.

Loane SKENE is a Professor of Law in the Law and Medical Faculties at the University of Melbourne. She is President of the Academic Board and a Pro Vice-Chancellor of the University. She has served on many federal and state medico-legal committees; written two books and numerous chapters and articles. The second edition of her book, Law and Medical Practice was published in 2004. She is Associate Editor of the Journal of Medical Ethics (UK) and was a Scholar in Residence at the Australian Law Reform Commission in its project on Genetic Privacy.   She is Deputy Director of the Centre of Law and Genetics (University of Tasmania and University of Melbourne) and Program Director, Medical Ethics, at the Centre for Applied Philosophy and Public Ethics (CAPPE) (Charles Sturt University and University of Melbourne). In 2003, she was awarded a Centenary Medal for ‘Service to Australian Society through the Exploration of Legal and Ethical Issues of Health Care’.

Fiona STANLEY is the Founding Director of the Telethon Institute for Child Health Research; Executive Director of the Australian Research Alliance for Children and Youth; and Professor, School of Paediatrics and Child Health at the University of Western Australia. Trained in maternal and child health epidemiology and public health, Prof. Stanley has spent her career researching the causes of major childhood illnesses and birth defects. Her research includes the gathering and analysis of population data for epidemiological and public health research; the causes and prevention of birth defects and major neurological disorders, particularly the cerebral palsies and spina bifida; patterns of maternal and child health in Aboriginal and Caucasian populations; various ways of determining the developmental origins of health and disease; collaborations to link research, policy and practice; and strategies to enhance health and well-being in populations. She sits on the Prime Minister’s Science, Engineering and Innovation Council as well as the Australian Statistics Advisory Council. For her research on behalf of Australia's children, she was named Australian of the Year in 2003.
Evelyn TSITAS is a Melbourne writer studying for her Master of Arts by Research in Creative Writing at RMIT University. She also holds a Graduate Diploma in Media, Communications and Information Technology Law from the University of Melbourne and a Bachelor of Education from the University of Melbourne. Evelyn was a senior journalist at the Herald Sun until 2000, after which she worked as a freelance writer. Her children’s operas Software and Bookworm were performed by the Victoria State Opera and Opera Australia. She is currently writing a high risk pregnancy book and a horror novel about reincarnation and body ownership.

Gail TULLOCH is Director of the research programme in Biomedical Ethics and Regulation, and postgraduate coordinator in the Key Centre for Ethics, Law, Justice and Governance at Griffith University. She is also an adjunct fellow in the Quality of Life Research Unit in the Centre for Public Culture and Ideas. She is a philosopher whose current research interests are in bioethics and animal ethics. She has published a book on John Stuart Mill - ‘Mill and Sexual Equality’ - and, in 2005, on euthanasia – ‘Euthanasia - Choice and Death’. She is working on a research project “Learning to Care: Education for Compassion”, funded by the Voiceless Foundation. She is a member of the Queensland Health Ethics Advisory Committee, Griffith University Research Ethics Committee, and Griffith University Animal Ethics Committee.

Ben WHITE graduated with first class honours and a University Medal in law from the Queensland University of Technology. He then won a Rhodes Scholarship to complete a DPhil at Oxford University on law reform. He has worked as an associate at the Supreme Court, at Legal Aid Queensland and as a lecturer at the QUT Law Faculty. Ben is now the Full-time Member of the Queensland Law Reform Commission and has the carriage of the Guardianship Review on behalf of the Commission. His particular research interests are health law and guardianship and he has written a number of articles in these areas.

Lindy WILLMOTT is an Associate Professor with the Faculty of Law at QUT.  Lindy has a Commerce/Law Degree from the University of Queensland, and a Masters Degree in Law from Cambridge University.  She teaches and researches in the area of health law, particularly end of life issues.  Lindy is a part-time member of the Guardianship and Administration Tribunal, a member of the Royal Brisbane and Womens District Health Council and formerly a member of the Queensland Law Reform Commission.  Lindy is the co-author of many text books in a range of areas including de facto relationships law, contract law and mortgages law.  More recently she has published in the area of legal issues arising at the end of life, and recently co-authored an Issues Paper: “Rethinking Life-Sustaining Measures, Questions for Queensland” which reviewed the current Queensland legislation that governs the withholding and withdrawing life-sustaining medical treatment.
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