Thursday 24th – Saturday 26th November 2016
Rydges on Swanston – Melbourne

Welcome
On behalf of the organising committee
it is my pleasure to welcome you to the
Australasian Association of Bioethics
and Health Law (AABHL) conference at
Rydges on Swanston in Melbourne.
The intersections of health, bioethics
and law raise challenging questions.
Advances in medical science and
technology, increasingly sophisticated
diagnostic and therapeutic
interventions and changing social
circumstances reveal new ethical
dilemmas. How do we go about
making sound decisions in the face of
these challenges?
How do patients decide on their
treatment or on participation in
research? How do substitute decisions
makers make decisions? How do
clinicians decide on the treatment to
offer? How do governments make
decisions on health policy and funding
priorities? Who makes decisions about
the allocation of scarce resources?
How do we protect the rights of the
vulnerable? How do courts exercise
their power to protect vulnerable
people in health care settings?
We look forward to welcoming you
to the vibrant and colourful city of
Melbourne to discuss debate and
reflect on these issues and many more.
Lynn Gillam
AABHL 2016 Convenor
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The Australasian Association of Bioethics and Health Law (AABHL) was formed
in 2009.
It encourages open discussion and debate on a range of bioethical issues,
providing a place where people can ask difficult questions about ideas and
practices associated with health and illness, biomedical research and human
values.
The AABHL seeks to foster a distinctive Australasian voice in bioethics, and
provide opportunities for international engagement through its membership,
journal and conferences.
Members come from all the contributing humanities, social science and science
disciplines that make up contemporary bioethics.
Many members have cross-disciplinary interests and all seek to broaden the
dialogues in which all members of the wider community ultimately have an
interest.

Michelle Taylor-Sands

The AABHL is a supportive, creative and challenging community that provides a
rich source of continuing academic refreshment and renewal.

Laura Thomas
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Invited Speakers
KIRBY ORATION
Professor John Tobin
John Tobin is a Professor in the Melbourne Law
School at the University of Melbourne. He has a
combined commerce/law degree with honours and a
PhD from the University of Melbourne. He also has an
LLM with distinction from the University of London.
He has designed and taught several subjects in areas
of international law, human rights, children’s rights
and public interest lawyering. He also coordinates
the legal internship subject across the LLB, JD and
Masters programs in the Melbourne Law School and coordinates the MLS Human
Rights Alumni Network. In 2010 he was awarded the Barbara Falk Award for
Teaching Excellence by the University of Melbourne and in 2011 he was awarded
a national citation for outstanding contribution to student learning in the area of
human rights. In 2006 he was a Visiting Professor at both the American Academy
of Human Rights and Humanitarian Law, Washington College of Law, American
University and in the Law School at New York University. In 2011 he was the
Senior Scholar in Residence at the Center for Human Rights and Global Justice at
NYU Law School.

Professor Wendy Rogers
Wendy Rogers works across a range of topics in
clinical, research and philosophical bioethics. Her
current research interests include the definition of
disease and the ethics of overdiagnosis, the ethics of
surgical innovation and research, and vulnerability.
Her interest in bioethics advocacy stems her
grounding in feminist ethics, and includes concerns
about conflicts of interest in medical research and
clinical care, and more recently, organ harvesting.
Professor Angus Dawson
Angus is Professor of Bioethics and Director of VELiM
at the University of Sydney. He is joint-Editor-in-Chief
of the journal ‘Public Health Ethics’ and is convenor of
the AABLE Public Health Ethics theme.

PLENARY SPEAKERS
Dr Jon Merz
Jon Merz is an Associate Professor in the Department
of Medical Ethics & Health Policy in the Perelman
School of Medicine at the University of Pennsylvania.
Dr. Merz holds a BS in Nuclear Engineering from
Rensselaer Polytechnic Institute, MBA from the
University of North Florida, JD from Duquesne
University School of Law, and PhD in Engineering &
Public Policy from Carnegie Mellon University. Dr.
Merz has taught research ethics in the Penn Masters
of Bioethics program since 1997; he has served on 3 IRBs over the last 25 years,
and has moderated the IRB Forum [http://www.irbforum.org] since 2003.
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Professor Belinda Bennett
Belinda Bennett is Professor of Health Law and New
Technologies in the Australian Centre for Health Law
Research (ACHLR) in the School of Law at Queensland
University of Technology (QUT). Her research explores
issues related to health law and globalisation.
Her research also focuses on the development of
regulatory responses to new technologies in health
care and the interface between social change,
scientific developments and legal regulation.
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Program
WEDNESDAY 23RD NOVEMBER

RYDGES ON SWANSTON
Skyline Lounge, Level 4

0800

Clinical Ethics Workshop Registration

1000-1600

Clinical Ethics Workshop
Vista, Level 4
This workshop is designed for those involved in the provision of clinical ethics
support within organisations (such as clinical ethics committee members,
clinical ethicists and clinicians). Sessions will explore various aspects of
clinical ethics support including advocacy, resource allocation, and the skills of
conducting effective case consultations.

THURSDAY 24TH NOVEMBER

Skyline Lounge, Level 4
Panorama, Level 4
Skyline Lounge, Level 4
Skyline, Level 4

Afternoon Tea
CONCURRENT SESSION A
EUTHANASIA
BIOETHICS

Skyline Lounge, Level 4

1500-1520

1525-1545
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Chair: Belinda Bennett
Horizon, Level 4
Suffering, euthanasia and
professional expertise
Xavier Symons

Chair: Ben White
Vista, Level 4
Bioethics in awe of
technology: A proposal
for addressing this bias
A/Prof Paul Macneill

Two decades of
euthanasia law reform
attempts in Australia: Are
there any lessons to be
learnt?
Prof Lindy Willmott

Bioethics in the
Antipodes: A historical
perspective from
Australia and New
Zealand
Dr Christopher Mayes

AABHL 2016 CONFERENCE

1615-1635

RYDGES ON SWANSTON

Pre-Conference Workshop Registration Open
Postgraduate Student Group
AABHL Conference Registration Open
Opening Plenary
Chair: Lynn Gillam
1300-1315 Welcome to Country
President’s Welcome
1315-1430 Kirby Oration: Professor John Tobin
Bioethics and human rights: Merger or acquisition?

0800
0900-1230
1100

1430-1500
1500-1755

1550-1610

1635-1645

1645-1705

AUTONOMY, CHOICE &
RESPONSIBILITY
Chair: Mal Parker
Panorama, Level 4
Making every sleep a safe
sleep: Ethics, law and the
hardening of child health
advice
Dr Monique Jonas
Patient autonomy:
Beyond informed consent
Dr Lisa Dive

The Voluntary Euthanasia
Bill 2016 (SA) and undue
influence – inadequate
protection of a voluntary
decision?
Michaela Okninski
Legalised physician
assisted death in the
Australasian context: At
the intersection between
ethics, law and end of
life care
Dr Linda Sheahan
Changeover Break
ARTs
Chair: Ryan Tonkens
Horizon, Level 4
The scope of reproductive
responsibility and
reproductive duties
A/Prof Vera Lúcia Raposo

Exploitation, coercion
and domination – the
conceptual tool we have
been missing?
A/Prof David Hunter

Screening technology,
citizens’ autonomy and
public health
A/Prof Stacy Carter

Beyond fair benefits:
Reconsidering
exploitation arguments
Julian J. Koplin

Arguing for a value of
place in bioethics
Dr Fiona McDonald

CLINICAL ETHICS

DOCTORS, PATIENTS,
CONSUMERS
Chair: Clare Delany
Panorama, Level 4
Institutional values and
patient rights
Dr Nicole Gerrand

Chair: Ben Gray
Vista, Level 4
“The angel intern would
do all of it”: Junior
doctors, ethics and role
conflict
Dr Rosalind McDougall
Conflicts and confusions confounding
compassionate care: A
compassion café account
of the experiences of
critical care nurses
Dr Jenny Jones
Doctors and hospital
infection prevention – is
medical professionalism
the solution or the
problem?
Prof Lyn Gilbert

Patients vs. consumers:
1710-1730 Self-regarding/motherWhat’s in a name?
regarding? Female
autonomy and maternal
Oliver Kim
obligations during
pregnancy
A/Prof. Adrian Walsh,
Bridie Walsh
Developing an
1735-1755 Applicant, patient or
empirically-informed
customer? How should
virtue ethics policy
we view individuals
approach to medical
seeking IVF treatment?
practice
(and what your answer
reveals about you)
A/Prof Justin Oakley
Georgina Hall
1800-1900 Welcome Reception
Skyline Lounge & Pooldeck, Level 4
The Welcome Drinks is the first social function of the conference. The ‘IceBreaker’. Don’t miss this opportunity to catch up with colleagues and meet other
delegates, speakers and committee members.
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FRIDAY 25TH NOVEMBER
0800
0900-1105

0900-0920

0925-0945

Registration Open
Concurrent Session B
PUBLIC
RESEARCH
HEALTH
ETHICS
Chair: Andrew Chair:
Crowden
Angus Dawson
Horizon,
Vista,
Level 4
Level 4
PUBLIC
RESEARCH
HEALTH
ETHICS
STREAM
STREAM
MEETING
MEETING

“Without legal
commitment”:
Compensation
for injured
participants
in clinical
research in
New Zealand
Prof Joanna
Manning

Fair research
and free
riders: Do
patients have
an ethical
obligation
to provide
health data for
research?
Dr Angela
Ballantyne

1010-1020

Changeover Break

AABHL 2016 CONFERENCE

RESEARCH
ETHICS
Chair:
Merle Spriggs

Chair:
Vicki Palmer

SURROGATE
RARE DISEASES
DECISION-MAKING
Chair:
Chair:
Sharyn Milnes
Lynn Woodward

Horizon,
Level 4

Vista,
Level 4

Panorama,
Level 4

Realm,
Ground Level

1020-1040

Ethical
governance of
biobanking and
genomic research
A/Prof Andrew
Crowden

Private health
insurance
regulation: Ethical
implications for
rural residents
Helene Jacmon
Dr Fiona McDonald

Decision-making
on behalf of
a person with
dementia? How
do surrogates
do it?
Dr Deirdre
Fetherstonhaugh

Should we
consider the costs
of treatment of
rare disorders:
Is justice just a
myth?
Prof David Isaacs

1045-1105

Going global: The
ethics of biobanks
in the context of
globalisation
Dr Paul Mason

Holding Big Food
accountable
for marketing
unhealthy
products to
children: A new
approach under
international
human rights
law?
Dr Belinda Reeve

Sharing values,
sharing ends:
A role for
‘value-proxies’
in substituted
decision-making
Anson Fehross

Pay to play:
Participant funded
clinical research
for rare diseases
Dr Angela
Ballantyne,
Dr Mike King

1105-1130

Morning Tea

Skyline Lounge, Level 4

RESOLVING
CONFLICT
Chair: Ainsley
Newson
Realm,
Ground Level
Patients’
and family
members’
experiences of
non-litigation
approaches
to resolving
medical
injuries in
New Zealand
and the United
States
Dr Jennifer
Moore
Exploring
An approach
More than
newly
as to how a
words: The
chartered
doctor ought
ethical
to respond to territory:
implications
a patient who Can legal
of language
chooses lethal mediation
in alcoholprocesses
related health alternative
be of benefit
warning label medicine
over effective in clinical
discourses
conflicts?
Emma Muhlack evidence
based
Dr Nikola
medicine
Stepanov
Dr John Gruner
Whose mind
Exploring the
is it, anyway?
intersection of
Individual and
innovation and
collective reautonomy
sponsibilities
A/Prof
in cognitive
Bernadette
ageing
Richards
Dr Cynthia
Forlini

0950-1010
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ALTERNATIVE
MEDICINE
Chair: Neil
Pickering
Panorama,
Level 4
How do we
decide the
ethics of
treatments
that are not
evidence
based?
Dr Ben Gray

PROFESSIONAL
ISSUES FOR
DOCTORS
Scope,
Ground Level
Independent
review of
chaperones
to protect
patients
Prof Ron
Paterson

SYSTEMS ISSUES

Plenary Session
Chair: Lynn Gillam

Skyline Lounge, Level 4
Skyline , Level 4

1130-1215

Establishing the standard of care in research ethics: The role of the expert
witness
Dr Jon Merz

1215-1300

Bioethics, advocacy and activism
Professor Wendy Rogers

1300-1400

Lunch

Skyline Lounge, Level 4
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1400-1535

Concurrent Session C
RESEARCH
ETHICS AND
ARTs
Chair:
Chair:
Mal Smith
Rachel Ankeny
Horizon,
Vista,
Level 4
Level 4
HEALTH LAW Research
ethics
STREAM
consultation
MEETING
services as
a strategy
for dealing
with return
of secondary
findings
of genetic
research
Dr Lisa
Eckstein
The evidence Clinician-reused by courts searcher dual
and tribunals role: What are
to establish
the implicapacity:
cations for
A study
planning, sucomparing
pervision and
three different governance of
types of
ethically and
capacity
methodologically sound
Sam Boyle
research?
A/Prof Lynley
Anderson
Is “gender disA legal and
clinical
appointment”
framework
a mental
for assessing disorder?
decisionDr Tereza Henmaking
dl, Dr Tamara
capacity in
Kayali Browne
New Zealand
Alison
Douglass, Dr
Greg Young
HEALTH LAW

1400-1420

1425-1445

1450-1510
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TEACHING
ETHICS
Chair:
Ian Kerridge
Panorama,
Level 4
TEACHING
ETHICS
STREAM
MEETING

The medical
graduate and
the doctor as
professional
and leader – a
critique
Prof Malcolm
Parker

Is there an
acceptable
and feasible
model for
providing
clinical ethics
support in the
primary care
setting?
Dr Kate
Robins-Browne

WORKSHOP

WORKSHOP

Realm,
Ground Level
Reconciling
ethics and law
in the clinical
context
Dr Vicki
Xafis, Patsi
Michalson

Scope,
Ground Level
Should
healthcare
providers
boycott
working in
Australian
asylum seeker
detention?
Deborah Zion

Preimplantation
Genetic
Diagnosis
(PGD) and the
prohibition on
pro-disability
selection:
The need
for public
consultation in
Australia
Malcolm Smith

1515-1535

John McPhee
(Law) Prize
Winner
Decisionmaking
capacity
and unusual
beliefs: Two
contentious
cases
Brent Hyslop

1535-1600
1600-1735

Afternoon Tea
Concurrent Session D

Educating
Canadian
family
medicine
residents
about medical
assistance in
dying
Dr Susan
MacDonald

Skyline Lounge, Level 4

END OF LIFE
ISSUES
Chair:
Angela Ballantyne

CLINICAL ETHICS

MENTAL HEALTH

Chair:
Vicki Xafis

Chair:
Stacy Carter

Horizon,
Level 4

Vista,
Level 4

Panorama,
Level 4

Realm,
Ground Level

1600-1620

The intersection
between Advance
Care Directives
and voluntary
euthanasia:
Advocacy for both
is a precarious
and intimate
dance
Dr Sandra Bradley

Procedures
and processes:
General
Practitioners’ and
Practice Nurses’
experiences of
ethical dilemmas
within primary
care
Dr Kate RobinsBrowne

The concept of the
‘least restrictive
alternative’ in
law governing
compulsory
health care
Prof John Dawson

Finding the
‘mean’ in debates
about access to
high cost cancer
medicines
Narcyz Ghinea,
Jessica Pace,
Claudia Harper,
Dr Wendy Lipworth

1625-1645

Cultural diversity,
advance care
planning and endof-life decisionmaking
Dr Barbara Hayes

Should patients
consent to
treatment by
trainees?
Dr Cordelia
Thomas

Has the time
come to abandon
coercive
community
treatment in
mental health?
Dr Sascha
Callaghan

1650-1710

Community
knowledge of law
at the end of life
Prof Ben White

The need for
everyday ethics in
clinical practice
with people who
are substance
dependent
David Silkoff

Advanced
statements for
improved recovery
journeys
Ann Jorgensen

WORKSHOP
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Thomas Szasz
and the insanity
defence
Dr Neil Pickering

1715-1735

Can opt-in
cardiopulmonary
resuscitation
be legally and
ethically justified?
Dr Susan
Hertzberg

1735

Sessions end

1800-2000

Migration, Refugees and Ethics Panel		
Skyline , Level 4
Panellists: A/Prof Deborah Zion, Chair of the HREC, Victoria University; A/Prof
David Hunter, Medical School, Flinders University; Ryan Essex, PhD Candidate,
Counsellor, The University of Sydney; Misha Coleman, Executive Officer, Australian
Churches Refugee Taskforce
Co-ordinator: Prof Angus Dawson
Open to public. All welcome.

SATURDAY 26TH NOVEMBER
0800
0900-1035

Registration Open
Concurrent Session E
INNOVATIVE
CLINICAL
TREATMENTS ETHICS
Chair:
Lyn Gilbert

0900-0920
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Horizon,
Level 4
Innovative
medical
treatments
in Singapore:
How should
we decide?
Tracey Evans
Chan

The need for
responsible
innovation:
Autologous
stem cell
“therapies” in
Australia
Dr Tereza
Hendl

0950-1010

Accelerating
regenerative
medicines
in Japan:
Questions of
trust, benefit
and fairness
Dr Tamra
Lysaght

RYDGES ON SWANSTON
Skyline Lounge, Level 4
RELATIONSHIPS WITH
INDUSTRY

Chair:
Chair:
Marie Bismark Chris Mayes
Vista,
Panorama,
Level 4
Level 4
Reps in the
Patientranks – the
targeted
Googling and role of indussocial media: try representA cohort study atives in surgiof senior
cal innovation
medical
Dr Jane
students in
Johnson
New Zealand
Aaron Chester

AABHL 2016 CONFERENCE

0925-0945

WORKSHOP

WORKSHOP
1015-1035

Realm,
Ground Level
Emerging
technologies
and the
‘too much
medicine’
problem
A/Prof Ainsley
Newson, Prof
Wendy Rogers,
A/Prof Stacy
Carter

Scope,
Ground Level
Creating
a positive
learning
environment:
An antibullying
initiative
A/Prof. Lynley
Anderson, Dr
Althea Blakey

Recording
devices
in clinical
consultation.
The good, the
not so good
and the ugly.
Do we have
policies that
are fit for
purpose?
Dr Alastair
Macdonald
The ethics
of sharing:
Health social
worker
concerns
about
recording
in shared
records
Isobel Cairns
Expectations
of information
sharing in
Primary Care
and the role of
trust
Samantha
Fitch

Collaborating
with the
enemy?
An ethical
exploration
of industry
partnerships
in food studies
research
Prof Rachel
Ankeny

Intersection,
codependence
and tension:
The no-man’s
land between
medicine and
pharma
Dr Wendy
Lipworth
Does
publication
policy and
practice
compromise
academic
freedom?
Prof Jon
Jureidini

Adaptive
pathways
for advanced
therapies:
Regulatory
innovation
or just deregulation?
Dr Tsung-ling
Lee
1035-1100 Morning Tea
Skyline Lounge, Level 4
Plenary Session
Skyline, Level 4
Chair: Ros McDougall
1100-1200 Ageing populations, dementia care and assistive technologies: New issues for
health law and human rights
Professor Belinda Bennett
1200-1300 Lunch
Skyline Lounge, Level 4
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1300-1510

1300-1320

1325-1345

1350-1410

1410-1425
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Concurrent Session F
LAW &
BIOETHIC
ETHICS
Chair:
Chair:
Jennifer Moore Paul Macneill
Horizon,
Vista,
Level 4
Level 4
Policy and law The limits of
consumerism
for Australia
in the
to prevent
physiciancomplicity
patient
in foreign
relationship
transplant
abuse
Prof Mary Anne
Bobinski
David Matas

Trust
impaired:
Practitioners’
views on
ethics and the
law regarding
mandatory
reporting
of impaired
practitionerpatients
A/Prof Marie
Bismark,
Jennifer Morris
“Off-field”
behaviour
Prof Tony Eyers

Morally
unjustified
conditions
on access
to scarce
transplantable
Uteruses
Dr Ryan
Tonkens

Seeking
security with
personal
genome
testing
Dr Jacqueline
Savard

BIOETHICS
Chair: Lynley
Anderson
Panorama,
Level 4
Practice
makes
perfect:
Evaluating
the conflict
between
aesthetic
interventions
and the ethos
of medicine
Dr Yves Saint
James Aquino

“I don’t see it
as a medical
problem”:
Clinician’s
attitudes and
responses
to requests
for cosmetic
genital
surgery by
adolescents
Dr Merle
Spriggs
Ethical
issues in
global health
placements:
Reflections
on personal
experience
Dr Benjamin
Tassie

WORKSHOP

Realm,
Ground Level
One Health
approaches
to emerging
infectious
diseases:
Considering
the ethical
issues
Dr Chris
Degeling,
Dr Jane
Johnson, Prof
Gwendolyn
(Lyn) Gilbert,
Ass Prof Tamra
Lysaght

ALTERNATIVE
MEDICINES
Chair:
Wendy Rogers

RESEARCH
ETHICS & LAW
Chair:
Sascha Callaghan

Chair:
Lindy Willmott

PUBLIC HEALTH
POLICY
Chair:
David Isaacs

Horizon,
Level 4

Vista,
Level 4

Panorama,
Level 4

Realm,
Ground Level

1425-1445

Intersecting
social justice
issues and the
discourse on use
of animal parts
and products
in traditional,
complementary,
and alternative
medicines
Bronwen Morrell

Max Charlesworth
(Bioethics) Prize
Winner
Disclosure is
inadequate
as a solution
to conflicts
of interest in
research
Helene Jacmon

From the grave
to the cradle: Is it
time to legislate
posthumous
parenthood?
Janine Mcilwraith

Public and private
mechanisms of
accountability
for health care
justice: Australia’s
asylum seeker
and refugee
offshore health
care program
Paula O’Brien

1450-1510

Mistaken for
medicine: How
potentially
misleading
therapeutic
claims affect
patients’
perceptions of
CAM products
Peter Harris

Ethical & legal
implications
of new law
governing human
biomedical
research
Sumytra Menon

The role of
legislation in
shaping public
opinion: The
case of gamete
donation
Selina MetternickJones

1510-1540

Afternoon Tea

WORKSHOP

Scope,
Ground Level
Doing
bioethics:
(How) should
we engage
with those we
critique?
Jane Williams,
Dr Christopher
Mayes,
Dr Wendy
Lipworth

ARTs

Closing Plenary Session

Skyline Lounge, Level 4
Skyline , Level 4

1540-1620

Climate change, justice and collective responsibility
Professor Angus Dawson

1620-1640

Close and Handover to 2017

1645-1745

AABHL AGM – All Members Welcome

1900 till
late

Conference Dinner
University House Professors Walk
University House Professors Walk is housed in a beautiful Victorian era home
built in 1885, the sole survivor of the Victorian Professorial houses that once
lined Professors Walk. The historic building features gardens to its east and
west, and a vine wreathed brick facade.
The University House is located on Professors Walk, Cnr Tin Alley, within
the campus of the University of Melbourne. Easy walking distance from the
conference venue.

Skyline, Level 4

Changeover Break

AABHL 2016 CONFERENCE
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Teaching Ethics
Workshop
SUNDAY 27TH NOVEMBER

RYDGES ON SWANSTON

0800

Post-Conference Workshop Registration Open

0900-0910

Introduction and Welcome

0910-0930

Developing a core curriculum for teaching medical ethics
Sharyn Milnes

Floor
Plan
Floor Plans
GROUND FLOOR

Skyline Lounge, Level 4

Incorporating a framework for ethics, health law and professionalism into teaching.
Using pedagogy and adult education theory
0930-0950

The very idea of teaching medical/health ethics without medical/health law or
medical/health law without medical/health ethics
Prof Malcolm Parker

0950-1050

Small group work

1050-1115

Large group discussion / outcomes

1115-1130

Morning Tea

Floor Plans

Novel teaching methods to optimise student engagement and learning
(aka Teaching Generation Y and beyond)
1130-1200

Teaching medical ethics through popular culture
Evie Kendal, Sharyn Milnes, Lynn Gillam

1200-1300

Small group work

1300-1330

Large group discussion / outcomes

1330-1400

Lunch

LEVEL 4

Specific Topics in Ethics Education: End of Life
1400-1430

Presentation
Susan McDonald, Lynn Gillam

1430-1530

Small group work

1530-1600

Large group discussion / outcomes

1600-1615

Afternoon Tea

1615-1700

Bringing it together

1700

Close
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106-107

A/Prof. Lynley Anderson1
1 Bioethics Centre, University of Otago

Abstract
Clinician-researchers may find it difficult to shed their ‘clinician skin’ when
moving to a research role with participants who are patients, even where there
is no pre-existing clinical relationship with the researcher. This engrained
orientation to patients’ needs may generate tension for the clinician-researcher
within their research role, creating a need to grapple with the unavoidability
and implications of dual role. Little is known about the range and implications
of dual role experiences. The aim of this research was to develop a typology of
common dual role experiences to help clinician-researchers (and those planning,
supervising and approving research) grapple with ethical and methodological
sequelae.
Five databases were systematically searched (inception to 28.07.2014). Full text
of included articles was loaded in NVivo and coded for all examples of dual role.
Searching located 7135 records. Forty-four primary investigations or first-person
reports of clinician-researcher dual role were eligible. The majority of clinicianresearchers in these identified studies were nurses or doctors, carrying out
research that ranged from clinical trials through to in-depth qualitative studies.
Our research identified 10 ways in which dual role is experienced regardless
of research type, setting, or researcher’s profession including: managing
participant questions; dealing with participant ‘agendas’; deciding when to assist
colleagues with non-research tasks; making an incidental diagnosis; participants
confusing research with therapy; unwarranted assumptions about participant
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data; reluctant participants; non-research related participant revelations; overidentification with clinical role; and manipulating participants.
These dual role experiences typically arise after ethics approval and research
commencement. Equipped with this typology, clinician-researchers, their
supervisors, and/or ethics committees may critically assess a developing
research protocol for potential ethical concerns associated with dual role and act
to mitigate or manage any issues that may arise.

CREATING A POSITIVE LEARNING ENVIRONMENT: AN ANTIBULLYING INITIATIVE
Lynley Anderson1, Althea Blakey2, Kelby Smith-Han3, Tim Wilkinson4,
Liz Berryman5
1 Bioethics Centre, University of Otago, PO Box 56 Dunedin, lynley.anderson@otago.ac.nz
2 Bioethics Centre, University of Otago, PO Box 56 Dunedin, althea.blakey@otago.ac.nz
3 Anatomy Department, University of Otago, PO Box 56, Dunedin, kelby.smith-han@otago.ac.nz
4 Programme Director, Otago Medical School, University of Otago, PO Box 46, Dunedin, tim.wilkinson@otago.
ac.nz
5 Medical student, Otago Medical School, University of Otago, PO Box 46, Dunedin, berel235@student.otago.
ac.nz

Biography:
A/P Lynley Anderson: clinical experience in physiotherapy, policy making, codes of
conduct, ethics and professional development teaching.
Althea Blakey: clinical experience in radiation oncology, PhD developing thinking
and values in medical education.
Kelby Smith-Han: clinical experience in mental health and psychology, PhD in
medical education.

ABSTRACTS
University of Otago, and the School of Nursing, Otago Polytechnic the CAPLE
team is piloting a set of interventions within a clinical department with the aim of
improving the working environment for all.
This project is informed by two literature reviews. the first identified the nature
and prevalence of the problem; the second explored the success or otherwise
of the interventions that have been tried. The CAPLE project pilot now takes a
deliberate new approach and the engages actively with staff through participatory
action research.6 Researchers from the CAPLE project work closely alongside
these staff, providing interventions that have been selected and determined by
those receiving the intervention. Pre and post ‘climate’-testing provides data to
determine the success of the pilot by measuring how the working environment
‘feels’ for all staff. In this workshop we aim to discuss the reasoning for the
current project design, seek critique about this methodology and to introduce
some of the topics we taught during the study. Thus, the workshop will contain
input from participants. Following testing of the CAPLE programme this year, we
hope to expand the project in 2017 by exploring what would work in other clinical
areas.
References:
1. Wilkinson, T. J., Gill, D. J., Fitzjohn, J., Palmer, C. L., & Mulder, R. T. (2006). The impact on students of
adverse experiences during medical school. Medical teacher, 28(2), 129-135.
2. NZMSA (2015). Final results for NZMSA Survey: Release to TV One, Auckland, New Zealand.
3. Royal Australasian College of Surgeons, About Respect: Addressing bullying and harassment http://www.
surgeons.org/about-respect/ [Accessed 17 June 2016]
4. Nielsen, M. B., Tangen, T., Idsoe, T., Matthiesen, S. B., & Magerøy, N. (2015). Post-traumatic stress disorder
as a consequence of bullying at work and at school. A literature review and meta-analysis. Aggression and
violent behavior, 21, 17-24.
5. Gullander, M., Hogh, A., Hansen, Å. M., Persson, R., Rugulies, R., Kolstad, H. A. & Bonde, J. P. (2014). Exposure to workplace bullying and risk of depression. Journal of Occupational and Environmental Medicine, 56(12),
1258-1265.
6. Herr, K., & Anderson, G. L. (2014). The action research dissertation: A guide for students and faculty. Sage
Publications.

Abstract:
Health professional students commonly describe mixed experiences in their
interactions with staff within busy clinical areas. These experiences, both positive
and negative, are well-described within the literature both internationally
and nationally.1 Recent local media reports from the NZMSA and the Royal
Australasian College of Surgeons attest to the fact that not all students fare
well during their training.2,3 These reports reveal that the toll on students can
actually be significant and long lasting: from doubts about career choice, failure
to learn, stress and mental health issues, to a fostering of the persistent negative
behaviours themselves to go on and affect the next generation of students.4,5
With the support of the Division of Health Sciences, Dunedin School of Medicine,
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COLLABORATING WITH THE ENEMY? AN ETHICAL EXPLORATION
OF INDUSTRY PARTNERSHIPS IN FOOD STUDIES RESEARCH
Prof. Rachel Ankeny1, Dr Heather Bray2
1 School of Humanities, University of Adelaide, Adelaide 5005 SA, Australia,
email: rachel.ankeny@adelaide.edu.au
2 School of Humanities, University of Adelaide, Adelaide 5005 SA, Australia,
email: heather.bray@adelaide.edu.au

Biography:
Rachel A. Ankeny’s research combines bioethics, food studies, and history
and philosophy of science. She leads the Food Values Research Group at the
University of Adelaide, where she is engaged in several competitively funded grant
projects relating to food studies and to history and philosophy of the biological
sciences.
Abstract:
The increased emphasis on industry partnerships and funding for research in
Australia and beyond given increasing neoliberal pressures in academia often
pose critical dilemmas for researchers seeking to do robust scholarly research
with the potential for practical impacts. In this paper, we explore the actual
and potential intersections of food studies, food science, and the food industry
(broadly construed to include large- and small-scale producers, processors,
and retailers, among others) in order to assess not only the well-understood
pragmatic risks of collaboration, but the less well-explored possible epistemic
and other benefits of engagement across these domains. In particular we develop
an argument in favour of collaboration under certain circumstances that permits
more rigorous reflections on the hidden assumptions and biases often held
by those outside of industry and thus support more rigorous research as well
as generating more effective impacts on our broader food system. We frame
these arguments against the backdrop of a series of case studies based on our
own qualitative research projects and those of others, as well as the changing
landscape of the food industry.
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PRACTICE MAKES PERFECT: EVALUATING THE CONFLICT
BETWEEN AESTHETIC INTERVENTIONS AND THE ETHOS OF
MEDICINE
Dr Yves Saint James Aquino1
1 Department of Philosophy, Faculty of Arts, Building W6A, Level 7 Room 704, Macquarie University, Balaclava
Road, North Ryde, Sydney, Australia 2109; yves-saint-james.aquino@hdr.mq.edu.au

Biography:
Yves Saint James Aquino is a first year PhD student with the Department of
Philosophy at Macquarie University. He received a bachelor’s degree in philosophy
and a medical degree from the University of the Philippines, an Erasmus Mundus
master’s degree in bioethics from partner universities that included KU Leuven
in Belgium, University of Nijmegen in the Netherlands and University of Padua
in Italy. Before starting his PhD, he received a master of research degree from
Macquarie University. His research interest is on the role of physical appearance
in defining health in the context of contemporary medicine.
Abstract:
Aesthetic medical and surgical interventions, which seek to modify physical
appearance, remain controversial as they challenge the professional ethos of
medical practice. Professional ethos is typically interpreted, at least in clinical
medicine, as the use of clinical knowledge, skills, values and judgments to benefit
the individual patient. Further, the benefit should be aligned with the accepted
medical goals of treatment that promote health and manage disease. Given this
interpretation, reconstructive procedures, or aesthetic interventions that aim
to restore ‘normal’ features, are considered compatible with the professional
responsibility of physicians. However, purely cosmetic procedures, or aesthetic
interventions that aim at creating extraordinary or beautiful appearance, can be
criticised for aiming at enhancement rather than treatment. In this presentation,
I argue that cosmetic enhancement is a questionable application of clinical
knowledge, values and judgement of medical professionals. I will discuss
how with purely cosmetic aims, some aesthetic interventions tend to conflate
‘ugliness’ with pathology—and beauty with health. This problematic conflation
requires further investigation as to whether medical professionals should have
responsibility for defining the concepts of beauty and ugliness. I propose that one
way of examining this issue is by appealing to different accounts of health and
disease. Naturalist accounts define health and disease descriptively, as objective
concepts based on biological functions; while normativist accounts consider
human values and judgments, not biological functions, as the bases of defining
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health and disease. Using the naturalist and normativist account may provide a
fruitful way of investigating links between appearance and health, and is useful in
understanding how aesthetic interventions with purely cosmetic goals can distort
the professional ethos of medicine.

ABSTRACTS
References:
[1] Samuelson P A. (1954) The Theory of Public Expenditure, Review of Economics and Statistics 36: 386–389.
[2] Schaefer GO, Emanuel EJ, Wertheimer A. (2009) The obligation to participate in biomedical research. JAMA.302(1):67-72.
[3] Hart H.L.A. (1955) Are there any antural rights? Philosophpicla Review 64:175-191. P185.
[4] Rawls J (1971). A Theory of Justice. Oxford: Oxford University Press.
[5] Arneson RJ. (1982). The principle of fairness and free-rider problems. Ethics 92(4):616-633.

FAIR RESEARCH AND FREE RIDERS: DO PATIENTS HAVE AN
ETHICAL OBLIGATION TO PROVIDE HEALTH DATA FOR RESEARCH?
Angela Ballantyne1
1 Department of Primary Health Care and General Practice, University of Otago, Wellington
New Zealand, angela.ballantyne@otago.ac.nz

Abstract:
Medical knowledge is a ‘public good’ because, according to accepted economic
theory, it is “non-rivalrous” and “non-excludable”[1] – one individual can consume
medical knowledge without reducing its availability to another individual; and
individuals cannot be excluded from the benefits of medical knowledge. Other
public goods include national security, public spaces, and clean air. Medical
research is an essential mechanism for improving medical knowledge. Medical
research requires human participants, as well as data and biological samples.[2] I
argue that, within certain constraints, we all have an obligation to participate in
medical research and that to fail to do so makes us free riders on the efforts of
others – we enjoy the benefits of medical knowledge without contributing our fair
share. Making our medical records and clinical samples available for research is
a low risk mechanism for fulfilling the obligation to participate in the generation
of medical knowledge.
H.L.A Hart’s famously proposed the ‘obligation to participate’- “If others are
cooperating for mutual benefit and I benefit from their cooperation, then I have
an obligation to do my share”.[3] I draw on the philosophical work of Rawls[4],
Arneson[5], Nozick[6] and Jonas[7] to explore arguments in favour and in critique
of this obligation.
My account has implications for the governance and management of big-data
initiatives in health care[8], learning health systems[9],[10] and biobanks.
The current majority view is that consent, in some form (specific, broad[11],
meta[12] or dynamic[13]), is necessary or at least preferable, prior to providing
access to patient data and tissue for research. I argue that consent may not be
necessary if there is an obligation for patients to allow their clinical data and
samples to be used in secondary use research[14].
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[6] Nozick R (1974). Anarchy, State and Utopia. New York, New York: Basic Books Inc.
[7] Jonas, H. 1969. Philosophical reflections on experimenting with human subjects. Daedalus 98(2): 219–247.
[8] The Nuffield Council on Bioethics. (2015) The collection, linking and use of data in biomedical research and
health care: ethical issues. London, UK: The Nuffield Council on Bioethics.
[9] Johnson K, Grossmann C, Anau J, Greene S, Kimbel K, Larson E, Newton K. (2015) Integrating Research
into Health Care Systems: Executives’ Views.Discussion paper. Washington, DC: Institute of Medicine. http://
www.iom.edu/integratingresearch
[10] Faden R, Beauchamp TL, Kass NE. (2011) Learning health care systems and justice. Hastings Cent
Rep. 41(4):3.
[11] Steinsbekk KS, Kåre Myskja B, Solberg B. (2013) Broad consent versus dynamic consent in biobank research: is passive participation an ethical problem? Eur J Hum Genet.21(9):897-902.
[12] Ploug T, Holm S. (2015) Meta consent: a flexible and autonomous way of obtaining informed consent for
secondary research. BMJ 350:h2146.
[13] Kaye J, Whitley EA, Lund D et al. (2015). Dynamic consent: a patient interface for twenty-first century
research networks. Eur J Hum Genet. 23(2):141-6.
[14] Secondary use research refers to the use in research of data contained in records collected for a purpose
other than the research itself.

AGEING POPULATIONS, DEMENTIA CARE AND ASSISTIVE
TECHNOLOGIES: NEW ISSUES FOR HEALTH LAW AND HUMAN
RIGHTS
Prof. Belinda Bennett1
1 Australian Centre for Health Law Research, School of Law, Queensland University of Technology (QUT),
GPO Box 2434, Brisbane, QLD, 4001, belinda.bennett@qut.edu.au

Biography:
Belinda Bennett is Professor of Health Law in the Law School at Queensland
University of Technology (QUT). Her research explores issues related to health law
and globalisation. Her research also focuses on the development of regulatory
responses to new technologies in health care and the interface between social
change, scientific developments and legal regulation.
Abstract:
With ageing populations in many countries around the world, dementia has
emerged as a significant social and economic challenge. Increasingly, use of
assistive technologies, including the use of robotic carers or companions, is being
considered as an option for dementia care. This paper analyses these advances
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and considers the potential for new technologies to provide important supports
for people living with dementia and their carers. The paper analyses the use of
assistive technologies through consideration of the provisions of the Convention
on the Rights of Persons with Disabilities (CRPD) in order to evaluate the extent
to which assistive technologies promote the human rights of people living with
dementia.

TRUST IMPAIRED: PRACTITIONERS’ VIEWS ON ETHICS AND
THE LAW REGARDING MANDATORY REPORTING OF IMPAIRED
PRACTITIONER-PATIENTS
Marie M Bismark , Ben Mathews , Matthew J Spittal,
Jennifer M Morris1, Laura A Thomas1 and David M Studdert3
1

2

1

1 Centre for Health Policy, University of Melbourne, 207-221 Bouverie Street, Parkville, VIC, 3053
2 Australian Centre for Health Law and Research, Faculty of Law, Queensland University of Technology,
2 George Street, Brisbane, QLD, 4000
3 Center for Health Policy, Freeman Spogli Institute for International Studies, Stanford Medical School,
291 Campus Drive, Stanford, California, CA94305

Biography:
A/Prof Marie Bismark is a public health physician and health lawyer. Her research
focuses on the role of clinical governance, regulation, and patient complaints,
in improving the quality and safety of healthcare. Marie works Policy at the
Melbourne School of Population and Global Health.within the Centre for Health.

practitioners breach the confidentiality of their practitioner-patients in the
interests of public protection.
This presentation explores the findings from our research into the way in which
this requirement is understood and applied by Australian practitioners. The
research consists of two parts. First, it includes an analysis of 819 mandatory
reports made to the Australian Health Practitioner Regulation agency between
November 2011 and December 2012. Second, this analysis is complemented by
semi-structured interviews conducted with eighteen health practitioners and
four medico-legal advisors, in which they described their experiences and views
regarding the mandatory reporting requirements.
The research paints a vivid picture of practitioners torn between ethics and law,
and between the duties of public protection, confidentiality and professional
loyalty. It reveals a number of myths and assumptions about when, how, why, and
by whom, such mandatory reports of impaired practitioner-patients are made. It
also highlights an oft-overlooked distinction between ideological debates about
the aims of regulation, and empirical debates about the efficacy of particular
approaches.
We will explore practitioners’ views on the appropriateness and effectiveness of
mandatory reporting, their experiences of reporting practitioner-patients, and the
ways in which they seek to reconcile tightly-held ethical principles with this new
legal duty.

Marie is also a practicing medical doctor and experienced company director.
She has previously served as a legal adviser to the Health and Disability
Commissioner, been a solicitor with a leading New Zealand law firm, and
completed a Harkness Fellowship in Healthcare Policy at the Harvard School of
Public Health.

1 Allard School of Law, University of British Columbia, Vancouver, BC Canada V6T1Z1

Abstract:

Biography:

In Australia, mandatory reporting laws require registered health practitioners to
report other health practitioners to the appropriate regulator, if they reasonably
believe a practitioner poses a significant threat to the public due to practising
while intoxicated, sexual misconduct, significant departure from accepted
professional standards, or a practice-affecting health impairment.

Mary Anne Bobinski, B.A., J.D., LL.M., is a Professor at the Allard School of Law,
where she served as Dean from 2003 to 2015. Before joining UBC, she was the
John and Rebecca Moores Professor of Law and Director of the Health Law and
Policy Institute at the University of Houston Law Center. She has served as a
visiting scholar at the Petrie-¬Flom Center for Health Law Policy, Biotechnology,
and Bioethics at Harvard Law School, the University of Sydney Law School, the
Melbourne Law School and the Faculty of Law at Oxford University, where she
also held a Plumer Visiting Research Fellowship at St. Anne’s College.

A particularly contentious element of mandatory reporting laws is that, in most
states and territories, they extend to situations where a practitioner becomes
aware of another practitioner’s health impairment in the course of providing
care to that person. That is, the laws require, under some circumstances, that
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THE LIMITS OF CONSUMERISM IN THE PHYSICIAN-PATIENT
RELATIONSHIP
Mary Anne Bobinski1
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It is often said that health care has moved from paternalism, in the form of
“doctor knows best,” to consumerism, in which patients expect to be able to
obtain treatment consistent with their values and preferences. The contested
nature of the physician-patient relationship is reflected in a range of legal
responses to conflicts in the relationship. This presentation explores some of the
limits to consumerism, with a particular focus on legal responses to conflicting
values or norms. Considerable attention has been devoted to values conflicts
in areas such as abortion and end of life care. This presentation focuses more
broadly on the legal response to values conflicts in areas such as risky therapies,
egg donation, pre-exposure prophylaxis for HIV, and extreme plastic surgery.
The presentation will also consider the implications of this analysis for potential
future conflicts over the development of uterine transplants. The discussion
includes selected examples from Australia, Canada, and the U.K.

lack capacity, and secondly, there is far greater use of medical evidence by the
tribunal deciding personal/financial capacity than either of the two other types
of capacity. This was manifested both in the rate of agreement between the
tribunal and medical experts who provided evidence, and in the weight given to
that evidence, especially in comparison to other available sources of evidence,
such as that gathered from the adults themselves. These results are illuminating,
and add to the empirical understanding of how capacity is determined in a legal
setting. Also, the dramatic weight given to medical evidence in the guardianship/
administration jurisdiction revealed in this study raises five possible concerns,
which will be explored in some depth. These concerns include questions over
whether the relative weight given to medical evidence in that jurisdiction matches
the probative value of this evidence; it also includes concerns over the respective
roles of doctor and patient, and the potential for patient disempowerment in the
process of deciding capacity.

THE EVIDENCE USED BY COURTS AND TRIBUNALS TO ESTABLISH
CAPACITY: A STUDY COMPARING THREE DIFFERENT TYPES OF
CAPACITY

THE INTERSECTION BETWEEN ADVANCE CARE DIRECTIVES
AND VOLUNTARY EUTHANASIA: ADVOCACY FOR BOTH IS A
PRECARIOUS AND INTIMATE DANCE

Mr Sam Boyle1

Dr Sandra Bradley1

1 Tc Beirne School Of Law, University Of Queensland

1 Sandra L Bradley, ACD Consultant, Adelaide, South Australia, 5041, sandrabradley2@bigpond.com

Biography:

Biography:

Sam is a researcher who is looking at the question of capacity, particularly in the
case of mental illness. He is conducting a PhD on the question of how capacity
should be determined in the case of Anorexia Nervosa. This involves consideration
of the bioethical issues surrounding capacity assessment, and an empirical study
of how capacity is determined in a legal setting. Sam also lectures in and has
published in the areas environmental and property law.

Sandra Bradley, RN, PhD runs her own advance care directive consultancy
assisting people in the South Australian community to understand and learn how
to write their own South Australian Advance Care Directive Form. Through her
consultancy, Sandra educates community groups, individuals, and professional
groups while learning about the practicalities of this form for those who are not
currently ill but who are interested in protecting what happens to them in their
future care, as well as how this form may assist those who are ready to die but
lack access to voluntary euthanasia.

Abstract:
In order to investigate how courts and tribunals determine capacity, a case study
was done in Queensland. The study compared capacity decisions by courts and
tribunals for three types of capacity: personal and/or financial capacity (decided in
the guardianship/administration jurisdiction), testamentary capacity, and capacity
to conduct legal proceedings. The study examined the types of evidence used
in those decisions, how that evidence was used, and how this differed between
the capacity types. The results showed two very clear patterns: firstly, adults in
the guardianship/administration jurisdiction are far more likely to be found to
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Abstract:
In South Australia there is a new Advance Care Directive Form. There was an
intensive exercise in educating clinicians and hospital systems in the acceptance
and implementation of these forms during its first year in existence (2014-2015).
Education of the general public was largely done by employees of SA Health and
external volunteers addressing community groups who expressed an interest in
learning about the new form. Since the end of the focused education campaign,
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however, the general public have largely been left to their own devices to learn
about this form.

health social workers face a tension between protecting their client’s privacy and
ensuring good care?

To assist the general public, palliative care and aged care agencies have created
workshops and forums on advance care planning. Advance care planning is
predicated on the fact that a person has an illness which is life-limiting and
requires a clinical care plan. This, therefore, leaves many members of the general
public uninformed about the advance care directive until such time as they may
interact with it through the illness of themselves or a family member or friend.

This qualitative empirical ethics study aimed to investigate these concerns.
The presentation will draw on eleven interviews with health social workers
across New Zealand’s North Island. Participants reported that keeping records
had some ethical complications, but they all promoted the sharing of details
that were necessary and relevant to a client’s healthcare. This core principle
guided good recording practice, as well as principles of epistemic accuracy and
avoiding perjorative judgements. Residual moral concerns indicate that there
are occasionally genuinely conflicting obligations when recording sensitive
information.

The emphasis in the new SA advance care directive is to complete it before
illness strikes. To understand what factors may influence a person to create
an advance care directive, the presenter recently completed a PhD thesis on
advance care directive decision-making by Baby Boomers in South Australia. The
knowledge generated by this thesis led the presenter to create her own advance
care directive consultancy directed towards informing the general public on the
new form without a direct link to an illness, agency, or legal professional. This
presentation will describe the approach used, the types of audiences educated,
and the gaps that still remain which make advocating for the use of advance care
directives precarious when voluntary euthanasia is the person’s preference.

This research received funding from New Zealand’s Office of the Privacy
Commissioner’s Privacy Good Research Fund.

HAS THE TIME COME TO ABANDON COERCIVE COMMUNITY
TREATMENT IN MENTAL HEALTH?
Dr Sascha Callaghan, Dr Giles Newton-Howes
1 Faculty of Law, University of Sydney NSW 2006, Sascha.callaghan@sydney.edu.au

THE ETHICS OF SHARING: HEALTH SOCIAL WORKER CONCERNS
ABOUT RECORDING IN SHARED RECORDS
Ms Isobel Cairns1
1 The University of Auckland, Private Bag 92019, Auckland 1142, isobelrosecairns@gmail.com

Biography:
Isobel Cairns holds a Bachelor of Arts with Honours in Philosophy and a Graduate
Diploma in Psychology from Victoria University of Wellington.
She completed her Masters of Public Health at The University of Auckland in
2016.
Abstract:
Health social workers come across across a variety of sensitive information in the
course of their work, and some information – such as details of abuse or trauma,
alcohol or drug dependence, or mental health problems – is particularly sensitive.
They may be reluctant to record this information in shared health records where
it can be accessed by multiple health providers. Yet, comprehensive records are
important to ensure appropriate and beneficial care is provided to a client. Do
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2 Department of Psychological Medicine, University of Otago, Wellington, New Zealand.

Biography:
Dr Newton-Howes is a senior lecturer in the department of psychological
medicine, Wellington and a consultant psychiatrist and clinical leader for TeUpoko-me-te-Whatu-o-Te-Ika, the mental health alliance of Capital and Coast,
Hutt Valley and Wairarapa DHB’s. He completed his medical training at Otago
before completing his psychiatry training at Imperial College, London. He is a
general adult psychiatrist with a subspeciality in substance misuse psychiatry.
Since his appointment in 2013 he has focused his research activities in three
areas: the epidemiology and treatment of addiction, the intersection of personality
and mental state disorder and the interface between psychiatry and society. Since
his appointment he has published in a number of general and specialist journal
including the BJPsych, the Lancet and Addiction. He has been an invited speaker
internationally in these areas. He has received grant funding from internal and
external sources to support this. Dr Newton-Howes acts as a systematic reviews
editor for BJPsych and sit on the board of BJPsych, BJPsych Bulletin and the
specialist journals Personality and Mental Health and the International Journal of
Mental Health and Capacity Law of which he is one of the founding editors.
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Sascha Callaghan is a lawyer and lecturer in health law and ethics at the
University of Sydney. She has published widely in the area of health care decisionmaking, mental health and disability rights. She is also the lead researcher in
the Sydney Neurolaw Project, a project that investigates intersections between
neuroscience, law and ethics.

ethics projects. She has a particular interest and expertise in grounded theory.
She is currently a chief investigator in Wiser Healthcare, an NHMRC-funded
collaboration to reduce overdiagnosis and overtreatment (wiserhealthcare.org.
au). She tweets sporadically @stacymcarter.

Abstract:

The use of technologies to screen for risk of non-communicable disease in
asymptomatic people sits on the boundary between public health and clinical
health care. This leaves open the question of whether principles from clinical
ethics or public health ethics are more directly applicable to evaluating the offer
and provision of such services. I will argue that, in the case of screening for
non-communicable diseases, screening is only weakly public. If this is accepted,
then the central principle from clinical ethics of respecting and/or supporting
autonomy will become normatively relevant. What this requires, however,
depends on how autonomy is conceptualised. Using the work of Catriona
Mackenzie, I will argue that a unidimensional, decisional conception of autonomy
is insufficient for the task of ensuring that screening technologies are offered to
citizens in a justified way. A multi-dimensional, relational conception of autonomy
encourages attention to a wider range of normatively relevant concerns, and
is more appropriately restrictive of offers of technologically-driven screening
services.

COMMUNITY TREATMENT ORDERS (CTOs) emerged as an alternative to
involuntary inpatient treatment for mental illness in the 1970s, alongside the
broader deinstitutionalisation movement for people with disabilities. At that time
CTOs were embraced as an innovative, “less restrictive” alternative to involuntary
inpatient orders for people with chronic and severe mental illness, and met
community concerns about the potential for neglect of mentally ill people in the
community. Now, after three decades of practice, the overwhelming conclusion
of numerous studies is that CTOS ARE NOT EFFECTIVE in achieving their main
clinical aims. In addition, the goals of the disability rights movement in mental
health now insists that the will and preferences of people with mental illness
must be respected in any decisions about treatment. The QUESTION THEREFORE
ARISES WHETHER THEIR CONTINUED USE CAN BE JUSTIFIED. This article
argues that they cannot, if the goals of non-discrimination and supported
decision-making enshrined in the CONVENTION ON THE RIGHTS OF PERSONS
WITH DISABILITIES are to be taken seriously by states parties, including Australia
and New Zealand. We argue that the CTO system was based on goals that were
both normatively and epistemically flawed, and compliance with INTERNATIONAL
HUMAN RIGHTS LAW now requires that they be abolished.

Abstract:

INNOVATIVE MEDICAL TREATMENTS IN SINGAPORE: HOW
SHOULD WE DECIDE?
Mr Tracey Evans Chan1
1 Faculty Of Law, National University Of Singapore

SCREENING TECHNOLOGY, CITIZENS’ AUTONOMY AND PUBLIC
HEALTH
A/Prof. Stacy Carter

1

1 University of Sydney

Biography:
Stacy’s background is in public health, and her research focuses on public health
ethics. She is currently working on: normative dimensions of screening, especially
cancer screening; overdiagnosis and too much medicine; de-prescribing in older
people; relational conceptions of paternalism; normative dimensions of health
promotion; methodology for empirical bioethics; and deliberative methods. Stacy
is a qualitative researcher, and supervises a range of empirical public health
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Biography:
Tracey Evans Chan is an Associate Professor in the Faculty of Law, NUS, and
specialises in biomedical law and ethics. He has published in the field both locally
and internationally, and served in a number of Singapore expert committees
on matters such as surrogacy, transplant ethics, human-animal combinations
in biomedical research and mitochondrial germline modification. He recently
concluded a year-long secondment to the Singapore Ministry of Health as a
Deputy Director in the Regulatory Policy and Legislation Division, where he
assisted in the policy work for the recently enacted Human Biomedical Research
Act 2015.

24–26 NOVEMBER 2016 RYDGES ON SWANSTON MELBOURNE

33

ABSTRACTS
Abstract:
Innovative treatments in medicine have been the subject of ethical and regulatory
debate. Within the past five years, their place in clinical practice has been the
subject of scrutiny in two important appeals from the Disciplinary Tribunal of
the Singapore Medical Council to the High Court: Devathasan v. SMC (2010) and
Pang Ah San v. SMC (2013). This presentation will discuss the issues in both these
appeals, their pronouncements on the categories of generally accepted treatment
(under the SMC’s Ethical Code and Ethical Guidelines) and innovative treatments,
and the implications for clinical ethics and regulation of innovative medical
treatments in Singapore.

PATIENT-TARGETED GOOGLING AND SOCIAL MEDIA: A COHORT
STUDY OF SENIOR MEDICAL STUDENTS IN NEW ZEALAND
Mr Aaron Chester1, Dr Susan Walthert2, Dr Stephen Gallagher3, Dr Lynley
Anderson4, Dr Michael Stitely1
1 Otago School of Medicine, University of Otago, Dunedin.
2 Department of Women’s and Children’s Health, Dunedin School of Medicine, University of Otago, Dunedin.
3 Dean’s Department, Dunedin School of Medicine, University of Otago, Dunedin.
Bioethics Centre, Division of Health Sciences, University of Otago, Dunedin.

4

Biography:

ABSTRACTS
context dependent. Most participants identified problems with PTG (n=36, 66.7%),
favouring more explicit guidance on this issue (n=29, 53.7%). A majority viewed
PTG as inappropriate for routine matters (n=47, 87.0%). Levels of SNS usage
were high (n=51, 94.4%); with participants concerned that patients and future
employers could view the content of their SNS profiles (n=19, 35.2%).
Many participants were concerned that PTG could retrieve misleading information
that altered the professional’s perception of the patient, potentially harming
their relationship. Healthcare professionals should consider the potential ethical
issues raised by PTG in advance of their search. Concern was also expressed
that PTG could blur personal-professional boundaries between doctor and
patient. Similarly, blurred personal-professional boundaries were of concern for
many students using SNS where the student’s personal life could be accessed
by patients and employers, thereby negatively affecting their perception of the
emerging professional.

ETHICAL GOVERNANCE OF BIOBANKING AND GENOMIC
RESEARCH
A/Prof. Andrew Crowden, Prof John Devereux, Dr Julian Lamont
1 School of Historical and Philosophical Inquiry, University of Queensland, St Lucia, Qld 4072, Australia.
2 T.C. Beirne School of Law, University of Queensland, St Lucia, Qld 4072, Australia.

Aaron Chester is a medical student with the Otago School of Medicine in
Dunedin, New Zealand. Finishing his third year of medicine, Aaron has directed
his research interests towards the ethics of emerging technologies within New
Zealand healthcare systems and educational curricula.

3 School of Historical and Philosophical Inquiry, University of Queensland, St Lucia, Qld 4072, Australia.

Abstract:

Abstract:

Social media and Internet technologies present several emerging and ill-explored
issues for a modern healthcare workforce. One issue is patient-targeted Googling
(PTG), which involves healthcare professionals using social networking sites
(SNS) or publicly available search engines to collect patient information. The aim
of this study was to address a deficit in data and knowledge regarding PTG; as
well as medical student use of SNS commonly associated with PTG.

This presentation is a summary of a discussion paper that was written as part
of the University of Queensland Genomics in Society: Policy and Ethics Project.
The current state of ethical and legal governance of biobanking and genomic
research was audited, reviewed and analysed in response to a research question
that asked if Australia’s existing institutional and regulatory arrangements are
sufficiently robust and flexible to account for the uncertainties and risks posed
by public health genomics? Relevant documents, frameworks, guidelines, and
statements that influence and guide the ethical and legal governance of biobanks
and genomic research were identified and examined. The review discovered how
biobanking governance and policy has been, and is, articulated across different
jurisdictions and policy categories, with reference to international, national, state

The authors surveyed final-year students at the University of Otago Dunedin
School of Medicine in January 2016. A subset completed focus groups and
findings were analysed using thematic analysis.
Fifty-four students completed the survey (response rate = 65.1%). The findings
indicated that PTG was uncommon (n=9, 16.7%). Attitudes were varied and
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Biography:
A/Prof Andrew Crowden is at the School of Historical and Philosophical Inquiry,
University of Queensland.
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and territory, and local health service levels. The project included consideration
of culturally appropriate guidelines developed by Indigenous peoples, including
Maori and Aboriginal and Torres Strait Islanders. A clear picture of the biobank
governance policy environment in Australia will be outlined and a preferred
practical ethical governance framework will be identified and defended.

CLIMATE CHANGE, JUSTICE AND COLLECTIVE RESPONSIBILITY
Prof. Angus Dawson1
1 Centre for Values, Ethics & the Law in Medicine (VELiM), School of Public Health, University of Sydney,
Sydney, NSW 2006.

Biography:
Angus is Professor of Bioethics and Director of VELiM at the University of Sydney.
He is joint-Editor-in-Chief of the journal ‘Public Health Ethics’ and is convenor of
the AABLE Public Health Ethics theme.
Abstract:
The issue of climate change is surprisingly little discussed in bioethics. This
paper begins by exploring the reasons for this and suggests that we have good
independent reasons for having a broader view of both bioethics as a concept
and the relevant values. I argue that the dominant values in much bioethics,
including much public health ethics, are actually a poor starting place to guide
how to think about the relevant difficult ethical issues related to climate change. I
begin to outline an alternative that draws upon the idea of environmental justice,
an approach that seeks to move beyond the dominant model of current political
philosophy that sees the central issue of the distribution of various goods. I
explore the idea of responsibility in the context of climate change and argue for a
focus on a more collective idea of responsibility.

ABSTRACTS
LLD for publications in the field. Recent publications include Dawson and Gledhill
(eds) NZ’s Mental Health Act in Practice (VUP, 2013) and several chapters of
Skegg and Paterson (eds) Health Law in NZ (Thomson Reuters, 2015). He also
teaches jurisprudence and constitutional law.
Abstract:
It is often said that, when the law authorises treatment without consent – such
as under mental health legislation – clinicians must use the ‘least restrictive
alternative’, or the ‘least drastic’ intervention. This could be considered an ethical
principle, intended to reduce limits on patients’ autonomy. It is also a general
principle of human rights law, designed to reduce restrictions on patients’ rights.
But what does the concept mean, in difficult cases? Less restrictive compared to
what? How are the other alternatives to be identified, to which an intervention is
compared? Will purely speculative alternatives suffice?
Moreover, what roles does the concept play in healthcare law? Does it go to
fundamental questions of authority, so an intervention is deemed unlawful if the
clinician does not take the least restrictive approach? Or is it merely one factor to
take into account in the exercise of discretion? What of liability? Is it professional
negligence not to use the least drastic approach?
This paper tries to unpack the meaning and functions of this ubiquitous concept,
analysing judicial reasoning in leading cases in which the concept is

PATIENT AUTONOMY: BEYOND INFORMED CONSENT
Dr Lisa Dive1
1 Centre for Values, Ethics and the Law in Medicine, Level 1, Medical Foundation Building K25, The University
of Sydney, NSW 2006, lisa.dive@sydney.edu.au

Biography:

1 Faculty of Law, University of Otago

With a background in analytic philosophy and several years’ experience working
in health policy, Lisa has a strong interest in applied ethics in the healthcare
context. Currently her research is exploring the challenges that emerging medical
technologies – especially genomics – pose for fundamental concepts in medical
ethics. She is also interested in the impact on patient autonomy and clinical
decision making when patients approach healthcare as consumers.

Biography:

Abstract:

John Dawson’s principal research field is mental health law, with a particular
focus on the civil commitment process and use of community treatment orders.
He has studied these matters in NZ, Australia, Canada, and the UK, and has an

While it has been subjected to significant scrutiny and debate over the years, the
value of respecting patient autonomy as conceived by Beauchamp and Childress

THE CONCEPT OF THE ‘LEAST RESTRICTIVE ALTERNATIVE’ IN
LAW GOVERNING COMPULSORY HEALTH CARE
Prof. John Dawson1
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remains one of the central concepts in medical ethics. Increasingly, consumerist
approaches to healthcare reinforce the emphasis on informed consent
procedures as a mechanism for respecting patient autonomy. I will argue,
following O’Neill and others, that this conception of autonomy conflates it too
closely with informed consent. Although informed consent is ethically important,
it leads to a problematic emphasis on only providing information to patients.
Medical ethics requires a richer conception of autonomy.
I will make use of case studies from genomics to illustrate the shortcomings of
a conception of autonomy that identifies informed consent as the primary way of
ensuring it is respected. This discussion will show that providing greater amounts
of information is often not in the best interests of patients, and that an increased
array of choices do not always enhance patients’ autonomy. Rather, the quality
of the available choices, and the ability to vary the amount of information and
tailor it appropriately is a more effective way of ensuring or safeguarding patient
autonomy.
I will also argue that autonomy as a concept has greater ethical value if it
incorporates the social and relational context of the person, their ability to reflect
critically on their values and preferences, and their capacity to take meaningful
action in order to achieve their goals.

A LEGAL AND CLINICAL FRAMEWORK FOR ASSESSING DECISIONMAKING CAPACITY IN NEW ZEALAND
Ms Alison Douglass1, Dr Greg Young2
1 Barrister, 2014 recipient of the New Zealand Law Foundation International Research Fellowship, Adjunct
senior lecturer, Bioethics Centre, University of Otago;
2 Psychiatrist, Capital & Coast DHB, clinical lecturer, Bioethics Centre, University of Otago.

Biography:
Alison Douglass is a practicising lawyer and is appointed by the court to represent
people with impaired capacity. Alison is the recipient of the New Zealand Law
Foundation 2014 International Research Fellowship. She undertook a legal
research project in England and in July 2016 published her law reform report
entitled: “Mental Capacity: updating New Zealand’s Law and Practice”. Alison
co-authored the “Toolkit for Assessing Capacity”, a guidance for clinicians in the
New Zealand healthcare setting, with co-presenter, Dr Greg Young, consultant
psychiatrist Capital & Coast Health DHB, and Professor John McMillan, Bioethics
Centre, University of Otago.
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Abstract:
Deciding whether a person has decision-making capacity to make valid care and
welfare decisions is crucial to the protection of a person’s legal rights and their
experiences in the health system. The clinical assessment of capacity lies at the
interface of law, medicine (health care) and ethics. In New Zealand, the Protection
of Personal and Property Rights Act 1988 (PPPR Act) is the adult guardianship
law for people who may permanently or temporarily lack capacity. The PPPR
Act was progressive legislation for its time, but the range of people that use the
legislation and the social environment in which it operates are now very different.
There has been a comprehensive overhaul and ongoing review of this area of law
in England and Wales with the introduction of the Mental Capacity Act 2005 and a
Code of Practice for the guidance of health professionals, lawyers and a range of
people involved with adult incapacity.
Legal developments within New Zealand and under human rights conventions,
such as the United Nations Convention on the Rights of Persons with Disabilities
(CRPD) emphasise the need to review and update New Zealand’s law, as well as
apply in practice the contemporary notion of supported decision-making. It is
within this context that the presenters will outline their work on the development
of practical guidance in the form of an interactive toolkit for clinicians when
assessing capacity, as well as a survey of doctors’ knowledge about capacity
assessment, how supported decision-making might apply within New Zealand’s
cultural context when assessing capacity, and why such guidance is a first
step towards New Zealand developing its own Code of Practice. The toolkit for
assessing capacity may be found at http://www.alisondouglass.co.nz/

RESEARCH ETHICS CONSULTATION SERVICES AS A STRATEGY
FOR DEALING WITH RETURN OF SECONDARY FINDINGS OF
GENETIC RESEARCH
Dr Lisa Eckstein1
1 Faculty of Law, University of Tasmania, Private Bag 89, Hobart TAS 7001, lisa.eckstein@utas.edu.au

Biography:
Lisa received undergraduate degrees in law and genetics from the University of
New South Wales in 2003. After receiving her Masters of Health Law from the
University of Sydney, Lisa completed a Doctor of Juridical Science at Georgetown
University Law Center and a post-doctoral fellowship in the Department of
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Bioethics at the National Institutes of Health. Lisa’s research focuses on the
ethical and legal implications of genetic and other medical research. Particular
interests include strategies for gaining and assessing participant consent, the
disclosure of genetic research findings, clinical trial monitoring, and racially
targeted biomedical research.

ABSTRACTS
References:
[1] Laura M Beskow et al, ‘Points to Consider: The Research Ethics Consultation Service and the IRB’ (2009)
31 IRB 1.
[2] Ibid.
[3] Australian Government National Health and Medical Research Council, ‘National Statement on Ethical
Conduct in Human Research’ (2007) 3.5.1.

Abstract:
Research ethics consultation (REC) is ‘an advisory activity available throughout
the lifecycle of a study’ involving ‘interaction between researchers or
other stakeholders in the research enterprise and one or more individuals
knowledgeable about the ethical considerations in research’.[1]The purpose
of REC is to identify and analyse ethical issues, and make non-binding
recommendations about a course of action.[2] Services operate independently
to the regulatory review conducted by Human Research Ethics Committees
(HRECs) and equivalent international bodies. Although REC services have been
established in a number of United States institutions, they remain in their infancy
in Australia. Ethical issues arising from emerging technologies, such as the
return of secondary findings from next-generation genomic sequencing, provide
an opportunity to consider an expanded role for REC in Australia.
Several features of the return of secondary genetic research findings make
REC especially attractive. First, disclosure decisions implicate a broad range of
ethical principles and values. Which principle or value is prioritised can lead to
vastly different criteria for return. Non-binding, expert advice allows researchers
to deliberate on the ethical principles most relevant to their research in the
very early stages of development. This provides an informed platform from
which researchers can draft the ‘ethically defensible plan (EDP)’ required for
compliance with the National Statement on Ethical Conduct in Human Research.
[3] Considerable time and expertise is also necessary to apply an EDP to specific
secondary findings that emerge during the course of research. For example, how
should we interpret criteria that results with ‘clinical value’ should be returned
in the context of a sex chromosome abnormality like klinefelter syndrome?
Should a determination take into account any harms of return, such as a potential
non-paternity discovery should a man with children learn that his genotype is
associated with infertility? These kinds of deliberations fall outside the current
role and capacity of most HRECs.
This presentation will advocate for the introduction of an REC service in Australia;
in particular, to deal with ethical issues raised by emerging technologies such
as next-generation genetic sequencing. It will go on to canvass the potential
operation of such a service and associated financial and practical costs.
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“OFF-FIELD” BEHAVIOUR
Prof. Tony Eyers1
1 Macquarie University

Biography:
Tony Eyers is a general surgeon. He is Professor of Ethics in Surgery and
Medicine in the Faculty of Medicine and Health Sciences at Macquarie University
in Sydney. He is also a member of the Medical Council of NSW, and is currently
chairperson of the Council’s Health Committee.
Abstract:
Most professional sports, in response to high-profile players having behaved
badly in their private lives, have introduced codes of conduct that apply to off-field
behaviour, and their regulatory bodies have shown their preparedness to penalise
those that transgress them.
In August 2014 the Australian ABC, through its Four Corners program, reported
that, “A highly paid neurosurgeon who indulged his cocaine addiction, paid thousands
of dollars for sex and was directly linked to the death of two prostitutes avoided
detection and continued to practise at a private Sydney hospital.”
While this was an extreme case, the co-regulatory process of professional
oversight in NSW is regularly notified of various forms of “off-field behaviour” by
healthcare practitioners. While the primary purpose of the regulatory process
is to protect the public, the question is begged as to what it means to be “a
fit and proper person” to practice as a healthcare professional. There is, no
doubt, further interest in seeking to preserve the good name of the healthcare
professions in the public eye. The legislation underpinning the co-regulatory
process does not specifically address the issue of “off-field behaviour” by
healthcare professionals.
Examples of the “off-field behaviours” to which I refer include, but are not
restricted to; charges relating to drink-driving offences, notifications of doctors
and medical students found in possession of prohibited substances (often when
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attending concerts or patronising night clubs), incidents of Intimate Partner
Violence, and “problem” gambling.
This presentation will open this theme for discussion. It will seek to identify
the principles which should guide the regulatory bodies, in NSW and Australiawide, in responding rationally and consistently to these behaviours. A broader
discussion should also involve healthcare professionals themselves and their
professional colleges and associations, universities, and providers of healthcare
indemnity.

ABSTRACTS
under the circumstances.
I will argue that this understanding of proxy decision-making is insufficient. I
begin by defending the claim that the principle of respect for autonomy draws its
normative force from the notion that autonomous decisions are expressions of
patient values. Next, I claim that substituted decision-making requires a proxy to
weigh the available options in the light of the values that the patient themselves
would call upon. Finally, I will demonstrate that proxies will be best placed to
do this interpretive work if they share key values with the patient, and hold them
in much the same way. The role of ‘value proxy’, as I propose it, is an attempt
to guarantee what we want out of an advance directive—that our values be
honoured.

SHARING VALUES, SHARING ENDS: A ROLE FOR ‘VALUE-PROXIES’
IN SUBSTITUTED DECISION-MAKING
Mr Anson Fehross1
1 Centre for Values, Ethics and the Law in Medicine, The University of Sydney, Level 1, Medical Foundation
Building K25, NSW, 2006, anson.fehross@sydney.edu.au

Biography:
Anson Fehross is a PhD student at the Centre for Values, Ethics and the Law
in Medicine at the University of Sydney. Anson joined VELiM in 2015, after
completing an MSc at the Unit for History and Philosophy of Science (USYD).
His current project is an attempt to develop an account of proxy decision-making
in medical and psychiatric contexts which emphasises the central importance of
values. His research draws upon metaphysics (especially the distinction between
practical and personal identity), personal autonomy and ethics. His supervisors
are Chris Ryan and Sascha Callaghan.
Abstract:
In recent years advance directives have been increasingly emphasised, in part
due to a rise in prevalence of dementia and other progressive cognitive disabilities
among Australian patients. Those championing directives often claim that they
are vital for providing clinicians with the information required to make a decision
which respects patient autonomy. Such documents have proven, however, to be
an inadequate tool for clinical decision making, largely due to the inability of any
one document (no matter how detailed) to adequately anticipate and address
relevant clinical scenarios.
Bioethicists and government have often responded to this problem by suggesting
that the appointment of a proxy decision-maker can bridge the gap between
the directive and the context in which it is implemented. The role of a proxy, as
commonly understood, is to draw upon knowledge of the patient’s past decisions
and preferences and make the kind of decision that the patient would have made
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DECISION-MAKING ON BEHALF OF A PERSON WITH DEMENTIA?
HOW DO SURROGATES DO IT?
Deirdre Fetherstonhaugh1, Linda McAuliffe1, Michael Bauer1,
Christopher Shanley2, Elizabeth Beattie3
1 La Trobe University, Bundoora, Victoria 3086 d.fetherstonhaugh@latrobe.edu.au
2 University of New South Wales, Kensington, New South Wales 2052
3 Queensland University of Technology Victoria Park, Kelvin Grove, 4059 Brisbane, QLD, Australia.

Biography:
Dr Deirdre Fetherstonhaugh is the Director of the Australian Centre for Evidence
Based Aged Care (ACEBAC) at La Trobe University, Melbourne, Australia. Her
research focuses on: the translation and implementation of research evidence
into practice; the ethical implications of clinical practice; decision-making in
dementia; sexuality and dementia; clinical risk in residential aged care; and
the reality of person-centred care. Deirdre is also a member of several human
research ethics committees.
Abstract:
As the severity of dementia increases the decision-making capacity of a person
with dementia has been shown to decrease. The person with dementia will
eventually reach a stage where they are no longer able to make decisions for
themselves. At this point, major decisions (e.g. moving into residential care, being
transferred to hospital from residential care, consenting to an operation, and
deciding on end-of-life care) become the responsibility of someone else, typically
a family member or a legally appointed surrogate.
The research reported here explored: how surrogate decision-makers make
decisions on behalf of a person with dementia (that is respecting the person’s
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precedent autonomy or determining their current best interests); whether they
feel they need support in making these decisions and; if so, what types of support
and means of support delivery are preferred.
The study was informed by Grounded Theory Methodology. Thirty-four semistructured interviews were undertaken with surrogate decision-makers of a
person with dementia (either legally appointed or else recognised as the ‘person
responsible’) who had already made a major life decision on behalf of a person
with dementia.
A mix of surrogate decision-making methods was reported, and included both
the substituted judgement and the best interest standard, which were applied to a
range of situations in which a major decision had been made.
Surrogate decision-makers use a variety of ways to make decisions on behalf
of a person with dementia most often in the absence of an advance care
directive. The research highlighted a need for greater support to assist surrogate
decision-makers through what is often a complex and confronting process. This
presentation will also discuss recommendations on how surrogate decisionmakers of people with dementia can be better supported in their role.

EXPECTATIONS OF INFORMATION SHARING IN PRIMARY CARE
AND THE ROLE OF TRUST.
Samantha Fitch1
1 The University of Auckland, Private Bag 92019, Auckland 1142 s.fitch@auckland.ac.nz

Biography:
PhD Student at the University of Auckland, supervised by Dr Monique Jonas and
Dr Rob McNeill from the School of Population Health.
Abstract:
Trust is a defining characteristic that gives the doctor-patient relationship
meaning, importance and substance. Trust is said to promote honesty, disclosure
and compliance between doctors and their patients. High profile scandals
concerning medical competence, malpractice, breach of confidence and data
breaches highlight individual and system failures that can undermine patient
trust in health care providers and health care organisations more generally.
Beitat et al. (2013) propose a dynamic model of trust where a patient’s trust in a
practitioner is influenced by expectations, information/knowledge and outcomes/
actions, which are all mediated by communication. These factors are seen to
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influence the building and break down of trust.
In primary care, a call for increased information sharing needs to be balanced
with the interests of privacy and confidentiality. Where information is shared
beyond the patient-GP dyad this study contends that trust is an important factor.
Information sharing and trust were examined in an empirical ethics, multimethod study examining the role of trust in information sharing in Primary Care
in New Zealand. A theoretically driven survey was formulated to evaluate how
expectations, information/knowledge, outcomes and communication influence
patient trust in GPs concerning information sharing. The multi-format survey
of New Zealand Adults, (n=449) was analysed using regression analysis, and
thematic analysis of text questions. Qualitative interviews (n=40) with Aucklandbased patients, utilised vignettes and follow up questions to ask about trust,
information sharing practices and a data breach were analysed using thematic
analysis.
Preliminary findings, show differences in general and particularised trust, though
overall trust in GPs was high. Expectations of GPs concerning information go
beyond privacy and confidentiality. Responses are consistent with the Beitat et al
(2013) model outlined earlier. The findings may contribute to our understanding
of trust as an aspect of ethical information sharing for GPs and generate
recommendations for practice.

WHOSE MIND IS IT, ANYWAY? INDIVIDUAL AND COLLECTIVE
RESPONSIBILITIES IN COGNITIVE AGEING
Cynthia Forlini1,
1 Centre for Values, Ethics and the Law in Medicine, University of Sydney

Biography:
Cynthia Forlini is an ARC DECRA Research Fellow at the Centre for Values, Ethics
and the Law in Medicine at the University of Sydney. Her current work addresses
the neuroethics of cognitive ageing.
Abstract:
As the world’s population ages, governments and non-governmental
organizations in developed countries are promoting cognitive health to reduce
the rate of age-related cognitive decline and sustain economic productivity in
an ageing workforce. Recommendations from the Productivity Commission
(Australia), Dementia Australia, Government Office for Science (UK), Presidential
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Commission for the Study of Bioethical Issues (USA), Institute of Medicine (USA),
among others, are encouraging mental, physical, and social activities, to maintain
cognitive health in later life. Prioritizing cognitive health is a beneficial strategy on
economic and public health levels. However, it is unclear whether these economic
motivations and prevention strategies resonate with the ageing population on
individual and social levels. In this presentation, I address these individual and
social interests. First, I demonstrate that the policy and popular messages about
healthy cognitive ageing imply an individual responsibility to care for the ageing
brain. Second, I argue that this approach to healthy cognitive ageing is challenged
by social factors including: (1) the influence of socio- economic factors on
lifestyle, (2) the role of stigma in the marketplace for products related to healthy
cognitive ageing and (3) the emphasis of economic benefits over the individual
benefits. This analysis of policy recommendations for healthy cognitive ageing will
help to understand the expectations and pressures that ageing individuals face
as they grow older in a society that values productivity. I propose that policies can
balance the interests of society and ageing individuals if stakeholder preferences
and perspectives are examined and incorporated into recommendations for
healthy cognitive ageing and popular definitions of successful ageing.

INSTITUTIONAL VALUES AND PATIENT RIGHTS
Dr Nicole Gerrand1
1 University Of Newcastle

Biography:
Dr Nicole Gerrand is a Conjoint Fellow at the School of Humanities and Arts,
University of Newcastle. She is employed as the Manger of Research Support and
Development Hunter New England Local Health District. She has over 20 years
experience in working in research ethics, bioethics and recently Clinical Ethics
and has published in several peer reviewed journals. The views to be expressed in
this paper are her own.
Abstract:
Under what conditions is it acceptable for institutions to adopt and operate
according to values that conflict with fullest realisation of the institution’s
ultimate purpose? In particular, under what conditions may the code-of-conduct
of a healthcare facility restrict patients’ access to information or treatment
options? Such codes are sometimes underpinned by religious belief, but it is not
difficult to imagine other values (e.g. economic values) that could lead to similar
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restrictions. Focussing on the issue of restricting patient information in clinical
trials, this paper will draw out the implications of such restrictions for patients’
rights and healthcare generally, and point to possible solutions that can be
explored in such circumstances.

DOCTORS AND HOSPITAL INFECTION PREVENTION – IS MEDICAL
PROFESSIONALISM THE SOLUTION OR THE PROBLEM?
Gwendolyn L Gilbert1, Ian Kerridge1
1 Centre for Values, Ethics and the Law in Medicine and Marie Bashir Institute for Emerging Infections and
Biosecurity, University of Sydney, NSW 2006 (lyn.gilbert@sydney.edu.au)

Biography:
Lyn GIlbert is an infectious diseases physician with a particular interest in
prevention and ethics of communicable diseases of public health importance,
including healthcare-associated infections
Abstract:
There is ample evidence that doctors comply relatively poorly with hospital
infection prevention and control (IPC). Many strategies can improve performance
temporarily, but rarely achieve sustained behaviour change. In this study
we interviewed senior medical consultants at a Sydney teaching hospital
to gain insight into their attitudes to, and perceptions of, doctors’ roles and
responsibilities in healthcare-associated infection (HAI) prevention. “Medical
professionalism” is, prima facie, a potential framework for improving doctors’
practices, for patients’ benefit, but analysis of interview transcripts suggests that
some aspects of medical professionalism are barriers to, rather than incentives
for, compliance with IPC protocols. Specifically:
1.

Participants noted that doctors’ privileged professional autonomy and their
‘right’ to make independent judgments, based on clinical experience –
meaning that they could justify disregarding “rules”, themselves, often whilst
acknowledging the need for compliance (by others).

2.

While all participants noted the importance of senior leadership in training
junior doctors in the “rules of the game” they disagreed about whether senior
consultants were more likely to be positive or negative role models for IPC
compliance or whether junior doctors are more likely to be aware of, and
comply with, IPC protocols.

3.

HAIs become the focus of doctors’ attention only when they cause serious,
identifiable, proximate mortality or morbidity; HAI prevention and adherence
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to IPC protocols are regarded as of limited interest and relevance or ‘nurses
business’.
4.

Many doctors have limited cultural commitment to the (public) hospitals in
which they work or, therefore, to organisational responsibilities, like IPC.
Many believe that hospitals don’t value their work; they have no control
over budgets, work practices, operating lists or even patient care. As one
participant said: ‘they have no ”skin in the game”’.

ABSTRACTS
In particular there are many surgical procedures for which there is no good
evidence, and for some, good evidence that the only benefit is from the placebo
response.
This paper will present a framework for considering whether any particular
health practice can be seen as ethical and how we should respond to
practitioners who are not part of the conventional medical world.

Conclusion:
Our results suggest that “medical professionalism” works against IPC adherence
because it focuses mainly on the profession, itself, and doctors’ relationships
with individual patients, and less on doctors’ role in, and responsibilities to, the
(hospital and wider) communities they serve. A critical examination of doctors’
roles in IPC illustrates how “medical professionalism” is not synonymous with
ethics in health care.

AN APPROACH AS TO HOW A DOCTOR OUGHT TO RESPOND TO A
PATIENT WHO CHOOSES LETHAL ALTERNATIVE MEDICINE OVER
EFFECTIVE EVIDENCE BASED MEDICINE.
Dr John Gruner 1
1 Monash Centre for Human Bioethics, Menzies Building, 20 Chancellors Walk, Monash University VIC 3800
Australia.

Biography:

HOW DO WE DECIDE THE ETHICS OF TREATMENTS THAT ARE NOT
EVIDENCE BASED?
Ben Gray1
1 Otago University Wellington 23a Mein Street Newtown Wellington 6021 New Zealand ben.gray@otago.ac.nz

Biography:
Ben Gray has been a GP for more than 25yrs and a senior lecturer in Primary
Health Care and General Practice for the last 8 years. He completed his Masters
in Bioethics and Health Law in 2014 with a dissertation on how does the concept
of cultural competence affect the practice of bioethics and health law. He
convenes the teaching of professional skills attitudes and ethics to undergraduate
medical students at Otago University Wellington
Abstract:
Recent issues of the Journal of Bioethical Inquiry have had several papers
discussing the ethics of homeopathy. In this presentation I will argue that asking
whether a treatment modality is ethical or not is unhelpful. Any treatment is
always provided by a practitioner; homeopathic treatments are dispensed by
homeopaths. It is well described that the placebo response applies to virtually
all such therapeutic relationships and that there is sound evidence establishing
the neurophysiological basis of this response. Conversely the assertion that
conventional medical practice is evidence based does not bear up to examination
with only between 6-15% of many guidelines being based on high level evidence.

48

AABHL 2016 CONFERENCE

Dr John Gruner has been a G.P in the Dandenong Ranges near Melbourne since
1995. He has had long term interests in the ethical interface of complimentary
medicine and evidence based medicine. In 1996 after a one year acupuncture
course he commenced a Master of bioethics course that he completed in 1999
with a publication examining informed consent in complimentary medicine.
More recently he has resumed research in the same area, looking at fallibism,
hope,trust and cultural relativity in complimentary medicine.
Abstract:
As a doctor, I have cared for patients who choose futile care over effective care,
and die. Just as doctors ought to assist patients attain substantial understanding,
so doctors ought to attempt to guide patients from unwise choices due to implicit
biases, including cultural bias. A patient may counter that they have a right to
believe what they want and make health choices as they want. However I debate
that patients always have a right to health care when their desire for this is based
on false beliefs. Many core aspects of healthcare are unique goal-orientated
activities, unlike consumer transactions or cultural activity. Tolerance has limits,
and in health care, society ought to allow for a reasonable amount of pluralism.
In a liberal pluralistic society, we agree to abide by moral principles that others
may not reasonably reject. Where a patient chooses lethal alternative medicine,
despite protestations from health carers and family that such a path is futile,
if the patient agrees to be part of a community of co-deliberators, the patient
ought to engage in dialogue with expert health carers. Evidence based medicine
(E.B.M.) embraces dialogical consensus as a means by which outlying beliefs may
be debated by society as being reasonable or unreasonable. Dogmatic belief that
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restricts a patient’s freedom of choice and leads to a patient’s death, not only is
antithetical to a longitudinal notion of patient autonomy, as it kills the patient,
but such dogma precludes co-deliberation. If a patient seeks care of an E.B.M.
carer, the patient may not reasonably reject that a carer will seek to dissuade
the patient from lethal implausible health beliefs. A patient who considers that
their beliefs are immutable and refuses any co-deliberation, should respect that
a doctor has a professional obligation to care, and in such circumstances the
patient ought to listen to the doctor.

APPLICANT, PATIENT OR CUSTOMER? HOW SHOULD WE VIEW
INDIVIDUALS SEEKING IVF TREATMENT? (AND WHAT YOUR
ANSWER REVEALS ABOUT YOU.)
Georgina Hall1
1The Royal Children’s Hospital Melbourne

Biography:
Georgina Hall is a PhD candidate at the Centre for Population and Global Health
and Society, University of Melbourne. Her research interest is reproductive ethics,
and in particular, the welfare and best interests of future children born of assisted
reproductive treatment. Georgina is a former journalist who holds a Masters
in Bioethics and has a background in clinical paediatric ethics as a foundation
member of the Children’s Bioethics Centre at the Royal Children’s Hospital in
Melbourne. She sits on the Clinical Ethics Committee of the Monash Health
network and is involved with teaching ethics to medical students at Monash
University.

ABSTRACTS
A novel way of thinking about this complex issue is to consider how we view
those seeking treatment. Linguistic distinctions matter because they underpin
the complex ethical issues that lie at the heart of ART access. Consider what the
differing viewpoints might reveal;
Patient: Fertility clinicians hold a medical perspective and view those seeking
ART as patients needing to be ‘cured.’ As such, treatment would hinge on
whether they suffer medical infertility. Should the type of infertility make a
difference to whether or not we treat?
Customer: ART clinics are commercial businesses, supported by significant
government subsidy. As such, numbers count. Those seeking to use the services
can be viewed as ‘clients’ or even ‘customers.’ This is a fundamental shift in
perception away from the medical model of care. The ART customer is not
somebody to be ‘fixed’, but somebody to be courted, appeased and given a good
customer experience.
Applicant: Viewed in this way, the individual is seeking treatment that is not
an automatic right or liberty. It is contingent upon satisfaction of criteria that
may protect the interests of others. If no right is absolute, then the assertion
of a reproductive right to treatment is only one of potentially myriad other
considerations for the ART provider.
In this presentation I will argue that professional codes of medical and legal
ethics, combined with social and moral responsibility for children should extend
protection to those whose birth is the intended and foreseeable outcome of
providing ART. The State owes a duty of care to any future child born of treatment,
and it is reasonable for the State to view people seeking treatment as ‘applicants’
until serious child welfare concerns are discounted.

Abstract:
Five years ago in Victoria, eligibility for Assisted Reproductive Treatment (ART)
was broadened to include anybody seeking treatment- regardless of whether their
infertility was for ‘social’ or medical reasons. Coupled with substantial federal
government subsidy of treatment, Victoria represents one of the most open and
best resourced fertility systems in the world. While access to ART in Victoria is
laudably equitable, concerns over child welfare, and capacity to parent, in a small
number of cases persist at clinic-level among counsellors. Should an expressed
wish to become a parent provide adequate grounds for treatment access? Or are
identified and established patterns of behaviour known to have adverse infant
welfare outcomes necessary limiting considerations when determining treatment
access?
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MISTAKEN FOR MEDICINE: HOW POTENTIALLY MISLEADING
THERAPEUTIC CLAIMS AFFECT PATIENTS’ PERCEPTIONS OF CAM
PRODUCTS
Peter Harris1
1 School of Law, University of Canterbury, Private Bag 4800, Christchurch 8140, peter.harris@pg.canterbury.
ac.nz

Biography:
Peter Harris is a Master of Laws candidate at the University of Canterbury. With
a Bachelor of Laws and a Bachelor of Science majoring in Chemistry, he is
combining this background in a cross-disciplinary Master’s thesis. Peter’s thesis
24–26 NOVEMBER 2016 RYDGES ON SWANSTON MELBOURNE

51

ABSTRACTS
is looking into the regulation of complementary and alternative medicines, with
an especial consideration on the role of scientific research in law making and
regulatory decisions.
Abstract:

ABSTRACTS

CULTURAL DIVERSITY, ADVANCE CARE PLANNING AND END-OFLIFE DECISION-MAKING
Barbara Hayes1, Anne Marie Fabri1, Maria Coperchini2, Rafatullah Parkar3,
Zoe Austin-Crowe4

New Zealand’s complementary and alternative medicine (CAM) product
regulations are among the most impotent in the developed world. In the current
healthcare environment, where patients are taking increasing responsibility
for their general wellbeing, this laissez-faire regulatory stance puts the public
at risk of mistaking these products for legitimate medicines. More than half of
online CAM products recently reviewed contained therapeutic claims, which
are prohibited under New Zealand’s legislation. While unsubstantiated and
unregulated therapeutic claims are a simple target for enforcement measures,
New Zealand’s current Dietary Supplement Regulations do not make provision for
such enforcement, with any action therefore having to be taken under fair trading
legislation or the Medicines Act; which happens only infrequently.

1 Northern Health, Bundoora Extended Care Centre, 1231 Plenty Road Bundoora, Vic, 3083. barbara.hayes@
nh.org.au

A new Bill on the horizon seeks to reform this sorely outdated legislation and
allow therapeutic claims under the moniker of ‘health benefit claims’ when
founded on scientific evidence or traditional evidence, relating to a named
condition. However this only addresses part of the problem with the current
CAM product regulatory environment. By permitting medicinal claims on these
products, the line between stringently tested and regulated medicines and ad-hoc
remedies is increasingly blurred, potentially misleading any consumer who seeks
to maintain their health by self-medicating with effective products.

Background: Australian health services have growing numbers of people from
culturally and linguistically diverse (CALD) communities but they are largely
under-represented in advance care planning (ACP) research.

I will look at these misleading and deceptive claims in light of the current and
proposed legislation, and subsequently consider whether these claims influence
a patient into incorrectly believing a CAM product is a medicine. I am currently
undertaking empirical research to look into what effect unregulated therapeutic
or medicinal claims on CAM products have upon consumer perceptions of the
nature of the product, and how consumers are influenced by this marketing. The
results from this research will inform the discussion.

2 Western Health, Footscray Hospital, Gordon Street, Footscray, Vic, 3011
3 Monash Health, Kingston Centre, 400 Warrigal Road, Cheltenham, Vic, 3192
4 Department of Health & Human Services Victoria, Continuing Care, 50 Lonsdale Street, Melbourne, Vic, 3000

Biography:
Dr Barbara Hayes is the Clinical Leader for Advance Care Planning at Northern
Health, which has a culturally and linguistically diverse patient population. She
has an in interest in ethics related to end-of-life decision-making, including CPR
decisions. She has previously worked for many years in Palliative Medicine
Abstract:

Methods: This qualitative study builds on an earlier pilot study, to increase
understanding of cultural issues relevant to ACP and end-of-life decisionmaking, from the perspective of interpreters. Participants are hospital-employed
interpreters from five Melbourne metropolitan health services, participating in
one-to-one semi-structured interviews. Interpreters have extensive experience
of witnessing discussions about treatment limitations and end-of-life, for the
cultures they interpret for, and also personal experience of a culture. Interviews
explored how people, within the interpreter’s language group: discuss death and
dying; make health decisions at end-of-life; and respond to ACP discussions.
Results: Thirty-nine interviews (including six pilot interviews), covering 22
language groups have been completed. Audio-taped interviews have been
transcribed and analysed thematically, using open and axial coding. Three major
themes are identified: (1) diversity within linguistic culture; (2) moral difference;
(3) health and death literacy.
Findings identify diversity in how medical decision-making, and planning for
future illness and deterioration, might be valued. Factors were reported to
include: time in Australia; education; access to new information and ideas; and
religion. Some people were described as avoiding, or fearing, planning ahead;
others identified God as the decision-maker, and destiny as predetermined or not
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to be interfered with. Lack of knowledge about health, health systems, potential
harms of medicine, chronic dying, and death were reported factors for how endof-life decisions are approached.
Conclusions:
Findings caution against stereotyping but increase understanding of how people
from CALD communities might respond to ACP and end-of-life discussions.
Respectful engagement with a person’s values and beliefs is important.
Assessing and addressing health knowledge and death literacy is a pre-requisite
to any decision-making, including ACP. Death literacy should not be assumed.

THE NEED FOR RESPONSIBLE INNOVATION: AUTOLOGOUS STEM
CELL “THERAPIES” IN AUSTRALIA
Tereza Hendl1, Cameron Stewart 2, Megan Munsie3, Ian Kerridge4
1 Centre for Values, Ethics and the Law in Medicine, Medical Foundation Building, University of Sydney, NSW,
2006, Australia, Tereza.hendl@sydney.edu.au
2 Sydney Law School, New Law Building, University of Sydney, NSW, 2006, Australia, cameron.stewart@sydney.
edu.au
3 Stem Cells Australia, Level 2 Kenneth Myer Building, The University of Melbourne, 30 Royal Parade, Parkville
VIC 3010, megan.munsie@unimelb.edu.au
4 Centre for Values, Ethics and the Law in Medicine, Medical Foundation Building, University of Sydney, NSW,
2006, Australia, ian.kerridge@sydney.edu.au

ABSTRACTS
of private clinics offering ASCs to patients of all ages for a range of conditions
including osteoarthritis, motor neurone disease, autism and asthma.
According to the information package from a Sydney-based clinic offering ASC
therapy, “Stem cells are extremely versatile which makes this treatment an
extremely valuable scientific medical procedure. Scientists and Doctors are
discovering new ways to use Stem Cell Therapy every day”. The reality, however,
is quite different. Research has been slow and incremental with few ASC
therapies tested in Phase 3 trials. Given uncertainty regarding their efficacy and
safety, the bold and confident claims of those selling ASCs are questionable
at best. But because ASCs are being offered as “innovative” therapies outside
“standard practice” and formal clinical trials, patients may not be aware of the
lack of evidence supporting their use. Patient advocacy organisations, likewise,
have found themselves in a difficult position with regards to ASC therapies as they
are aware of the needs, rights and hopes of their members and their carers and
supportive of research into the development of safe and effective therapies but
are also conscious that they should protect vulnerable patients from harm. In this
paper, we present an overview of the clinical practice involving ASCs in Australia
and the ethical implications of existing conceptual and regulatory “loopholes”
that have enabled the emergence of a flourishing ASC therapeutic “industry”. We
argue that there is a pressing need to develop an ethical and socially sustainable
regulatory environment for innovation of ASCs treatments in Australia.

Biography:
Tereza Hendl is a Postdoctoral Research Fellow at the Centre for Values, Ethics
and the Law in Medicine (VELiM) at the University of Sydney. She completed a
PhD in Philosophy at Macquarie University with a dissertation exploring ethical
aspects of sex selection for social reasons. Her paper “A Feminist Critique of
Justifications for Sex Selection” was awarded the 2015 Max Charlesworth Prize
in Bioethics. Dr Hendl’s research interests include global aspects of biomedical
practice and issues related to gender, sexuality and disability. At VELiM she
works on a project focusing on the regulation of autologous stem cell therapies in
Australia.
Abstract:
Autologous stem cells (ASCs, stem cells derived from the patient’s own body)
have an established role in blood and marrow transplantation (BMT) for a range
of conditions affecting adults and children. Increasingly, however, ASC therapies
are being promoted for the treatment of chronic diseases, with a growing number
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IS “GENDER DISAPPOINTMENT” A MENTAL DISORDER?
Tereza Hendl1, Tamara Kayali Browne2
1 Centre for Values, Ethics and the Law in Medicine, Medical Foundation Building, University of Sydney, NSW,
2006, Australia, Tereza.hendl@sydney.edu.au
2 Research School of Biology, ANU College of Medicine, Biology & Environment, Room 1106, Robertson Building 46, The Australian National University, ACT, 2601, Australia, Tamara.browne@anu.edu.au

Biography:
Tereza Hendl completed a PhD in Philosophy at Macquarie University with a
dissertation exploring ethical aspects of sex selection. She received the 2015 Max
Charlesworth Prize. Currently, she works as a Postdoctoral Research Fellow at
VELiM on a project focusing on the regulation of autologous stem cell therapies in
Australia.
Dr Tamara Kayali Browne is a Research Officer at the Centre for Applied
Philosophy and Public Ethics at Charles Sturt University. She was awarded her
PhD from Cambridge University in 2012.
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Her research focuses on the ethics and philosophy of reproductive technology and
mental illness.
Abstract:
“Gender disappointment” is the feeling of sadness at the conception and/or
birth of a child of the “wrong” sex. This feeling is experienced by parents who
have a strong preference for a child of a particular gender and their desire is
not realised. This article explores the phenomenon of gender disappointment
that is increasingly being raised in the context of sex selection for social reasons
and the parental drive to pursue it. Gender disappointment tends to be framed
as a mental disorder in the media, on sex selection forums and among parents
who have been interviewed about sex selection. Our aim is to investigate
whether gender disappointment would qualify as a mental disorder under the
current definition. We agree with Rashed and Bingham who call for attention
to the origins of distress related to a particular “condition” and contend that if
the distress is socially constituted, then it should not be considered a mental
disorder. We argue that the distress related to gender disappointment is socially
constituted, as the parent’s desire for a child of a particular gender is grounded
in gender essentialism, a socially harmful set of beliefs which underlie sexism. It
would therefore be wrong to state that the suffering within gender disappointment
is the result of a mental disorder, or a dysfunction within the individual, which
should be treated by sex selection. Rather, this suffering is the result of accepting
sexist beliefs which are all too-prevalent within society. The solution is therefore
not to permit sex selection, but to challenge gender essentialism.

CAN OPT-IN CARDIOPULMONARY RESUSCITATION BE LEGALLY
AND ETHICALLY JUSTIFIED?
Dr Susan Hertzberg1
1 Prince Of Wales Hospital

Biography:
Dr Susan Hertzberg is an Emergency Physician working as senior staff specialist
in the Ermergency Department at the Prince of Wales Hospital (POWH) where she
is the Co -Director of Emergency Medicine Training. She holds Masters Degrees
in both Health Law and Bioethics from the University of Sydney. She is on the
Ethics Committee and the Fellowship Examination Committee of the Australasian
College for Emergency Medicine. She is a tutor in ethics in the Faculty of
Medicine at the University of New South Wales and a conjoint senior lecturer in
the POW medical school.
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Abstract:
The era of modern of cardiopulmonary resuscitation (CPR) began in the late
1950s and despite evolving recommendations to improve outcomes, the rate
of successful resuscitation remains disappointingly low. CPR was originally
developed to save the lives of people who arrested unexpectedly- “ hearts
too young to die”- but it is now the default treatment for any patient in any
hospital or aged care facility (ACF) in Australia unless the patient has a “not for
resuscitation” (NFR) order. There are many problems with the opt-out option of
CPR. They include; assuming rather than obtaining patient consent, patient’s and
family’s unrealistic expectation of the likelihood of success, low uptake of the NFR
form meaning many patients who will not benefit from CPR still get it, lack of
consensus around futility at the end of life, legal uncertainty around NFR orders,
reluctance on the part of the medical team to have an emotionally charged
conversation and failure to offer patients and their families better alternatives
for end of life care. It is time to re-evaluate the way in which CPR is delivered to
patients whose “hearts are too old or too frail to live” and it is time to adopt an
opt-in CPR model for residents of aged care facilities and hospices. This talk
will review the process of CPR and its associated mortality and morbidity. It will
address the symbolic function of CPR where it is clearly futile; the concept of the
dishonest and ethically questionable ‘slow code.’ The current procedure for opting
out of CPR using the NFR order form and the legal uncertainties associated with
this form will be reviewed. I will outline the logistics of opt-in CPR and conclude
that it is time to demonstrate clinical leadership in situations where inappropriate
use of CPR is prolonging death, not life.

EXPLOITATION, COERCION AND DOMINATION – THE CONCEPTUAL
TOOL WE HAVE BEEN MISSING?
David Hunter1
1 Flinders University, Bedford park Campus, Adelaide, South Australia, david.hunter@flinders.edu.au

Biography:
David Hunter is an Associate Professor of Medical Ethics in the Medical School
at Flinders University, originally from New Zealand he has been previous located
at University of Birmingham, Keele University, the University of Ulster and
Massey University. A political philosopher by background his work focuses on the
intersection of medical ethics and political philosophy. Primary areas of interest
include, research ethics, resource allocation, public health ethics and the ethics
of regulation of new technologies.
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Abstract:
Exploitation is a commonly dismissed issue in the bioethics literature. This is
because that literature focuses (unfortunately almost exclusively) on autonomy
and threats to autonomy. Hence much of the discussion of exploitation has tried
to explicate the wrongness of exploitation in terms of coercion. However it has
been argued across an array of areas that the kinds of cases in which exploitation
is supposed to be problematic involve offers which expand the options available
to people – such as payments for kidney donors or research participants. It is
argued that these offers cannot be coercive because they increase rather than
decrease the options available. Elsewhere I have argued that the mainstream
bioethics literature (with the notable exception of some feminist bioethicists)
has neglected a significant challenge to the validity of informed consent – that of
being in a situation of domination. Someone is dominated where someone can
arbitrarily interfere in important matters in our lives, with minimal consequences
for them. In this situation we shape our lives and choices to the desires of
those who have power over us which invalidates consent. In this paper I explore
whether domination provides the conceptual space to explain the wrongness of
exploitation in a novel and illuminating fashion.

DECISION-MAKING CAPACITY AND UNUSUAL BELIEFS: TWO
CONTENTIOUS CASES
Student Essay John McPhee (Law) Prize Winner
Mr Brent Hyslop1

ABSTRACTS
Firstly, the interface between capacity and unusual beliefs will be examined. This
will show that the ‘using and weighing of information’ is the pivotal element in
assessment.
Next, this paper will explore the relationship between capacity assessment and a
decision’s ‘rationality’.
Then, in light of these findings, the paper will appraise the judgments in NHS v T
and Kings v C, and consider these judgments’ implications.
More broadly, this paper asks: Does capacity assessment examine only the
decision-making process (as the law states), or is it also influenced by a
decision’s rationality? If influenced by rationality, capacity assessment has
the potential to become “a search and disable policy aimed at those who
are differently orientated in the human life-world.” (Gillett, 2012, p. 233). In
contentious cases like these, this potential deserves attention.
Reference:
GILLETT, G. 2012. How do I learn to be me again? Autonomy, life skills, and identity. In: RADOILSKA, L. (ed.)
Autonomy and Mental Disorder. New York: Oxford University Press.

SHOULD WE CONSIDER THE COSTS OF TREATMENT OF RARE
DISORDERS: IS JUSTICE JUST A MYTH?
David Isaacs, Henry Kilham, Vicki Xafis
Children’s Hospital at Westmead, Westmead NSW 2145 (david.isaacs@health.nsw.gov.au)

Biography:

Brent is a medical graduate (Otago 2008) trained in geriatric medicine (Royal
Australasian College of Physicians), currently studying towards a Master of
Bioethics and Health Law degree.

David is a paediatric infectious disease specialist and general paediatrician from
Sydney. He has been editor-in-chief of the Journal of Paediatrics & Child Health
since 2009. In 2002, he and A/Prof Henry Kilham obtained post-graduate diplomas
in bioethics from Monash University. Since then they have supervised medical
students in bioethics research projects, taught post-graduate bioethics at the
University of Sydney and published over 100 peer-reviewed articles on bioethics.

Abstract:

Abstract:

Decision-making capacity is a vital concept in law, ethics, and clinical practice.
Two legal cases where capacity literally had life and death significance are NHS
Trust v Ms T [2004] EWHC 1279 and Kings College Hospital v C [2015] EWCOP 80.
These cases share another feature: unusual beliefs.

Justice and equity are important ethical principles in health care, but life is not
fair. Children may rarely be born with severe health problems which are expensive
to treat. The principle of equity could be interpreted as meaning we should not
allow an ill child to be disadvantaged by the severity or rarity of their illness,
even if their treatment is extremely costly, so we should pay whatever it costs.
Alternatively, if the health budget is limited, equity might dictate that we should

1 University Of Otago

Biography:

This paper will critically assess the concept of capacity, particularly in relation to
the unusual beliefs in these cases.
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not spend excessive amounts on one child. In this talk we discuss how we ought
to decide about expensive treatments for rare disorders.

ABSTRACTS
that selection of embryos to create saviour siblings should be allowed for cases
where an existing sibling is suffering from a hereditary genetic disorder such as
beta thalassemia major.

ETHICAL AND LEGAL PRINCIPLES INVOLVED IN THE CREATION
OF SAVIOUR SIBLINGS THROUGH IN-VITRO FERTILISATION, PREIMPLANTATION GENETIC DIAGNOSIS AND HLA TYPING

DISCLOSURE IS INADEQUATE AS A SOLUTION TO CONFLICTS OF
INTEREST IN RESEARCH

Miss Fathimath Shaba Isaam1 Post Graduate Group

Student Essay Max Charlesworth (Bioethics) Prize Winner

1 University Of Queensland

Helene Jacmon1

Biography:

1 Monash University

Shaba is currently in her second year of her undergraduate degree in Bachelor of
Health Sciences at University of Queensland (UQ). She is an international student
from the Maldives. She is currently working as a PASS leader for a first year
biology course at UQ. Upon completion of her undergraduate, Shaba hopes to go
on to do Doctor of Medicine.

Biography:

Abstract:
Current advancements in assisted reproductive technology is now presenting
a unique medical development; the potential to cure children suffering from
certain genetic disorders through the creation of a saviour sibling. This process
would involve in-vitro fertilisation and pre-implantation genetic diagnosis (PGD)
with HLA typing to select a compatible embryo for a haematopoietic stem cell
transplant, whilst ensuring that the genetic disorder is avoided in the donor child.
This is still a fairly new concept, with the world’s first saviour sibling born in
August 2000. Thus, not all Australian states have a statute to address the legality
of using assisted reproductive techniques to select embryos for this cause.
Furthermore, there is still an ongoing debate about whether or not this should
be allowed. Creation of saviour siblings is heavily criticised and many accuse
the process of commodifying human life and exploiting donor children. There is
further growing concern that this is the slippery slope towards designer babies.
However, in cases where there is risk of inheriting a genetic disease, PGD may be
in the best interest of the child to be born. HLA typing during PGD will not pose
any independent risks to the embryo. In most cases, the donor child would only
be donating umbilical cord blood, through a non-invasive procedure.
This essay aims to justify that the ethics and legality of selecting embryos is
heavily dependent on the circumstance, thus emphasising the importance of
reviewing all requests on a case by case basis. This essay further aims to argue
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Helene Jacmon is currently studying towards a Master of Bioethics at Monash
University. Helene previously worked in Government in a variety of roles including
administrative policy, law interpretation and project management. Helene is
interested in ethical issues arising from health/social policy and is passionate
about justice.
Abstract:
Disclosure is a common response to conflicts of interest; it is intended to
expose the conflict to scrutiny and enable it to be appropriately managed. For
disclosure to be effective the receiver of the disclosure needs to be able to use
the information to assess how the conflict may impact on their interests, and then
implement a suitable response. The act of disclosure is also intended to trigger
some self-regulation, as the person with the conflicting interests will be mindful
of their own potential biases and aware that their decisions may be monitored.
In this presentation I will discuss some of the problems of relying on disclosure
as a solution to address conflicts of interest in research. I will focus particularly
on issues around the ability of research participants to manage the conflict of
interest. I explore these issues in the context of the Dan Markingson case–a
research participant who committed suicide during a clinical trial. I will conclude
that disclosure is not sufficient to address the issue of conflicts of interest in
research because: 1) participants are not well placed to accurately assess the
potential impact the conflict may have on them; 2) self management is unreliable;
and 3) effective management is further compromised when individual conflicts
are complementary to the associated institution’s conflicts.
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PRIVATE HEALTH INSURANCE REGULATION: ETHICAL
IMPLICATIONS FOR RURAL RESIDENTS
Helene Jacmon1, Fiona McDonald2,3
1 Monash University, Wellington Road & Blackburn Rd, Clayton VIC 3800, hjac6@student.monash.edu
2 Australian Centre for Health Law Research, Queensland University of Technology, C Block, Gardens Point
Campus, GPO Box 2434 Brisbane Queensland 4001
3 Department of Bioethics, Dalhousie University 5849 University Avenue, Room C-315, CRC Bldg, PO Box 15000
Halifax, NS B3H 4R2, Canada

Biography:
Helene Jacmon is currently studying towards a Master of Bioethics at Monash
University. Prior to returning to study Helene worked for the Australian Taxation
Office in a variety of roles in administrative policy, law interpretation, and project
management. Helene is interested in ethical issues arising from health/social
policy and is passionate about justice.
Dr Fiona McDonald is a Senior Lecturer at the Australian Centre for Health
Law Research at the Queensland University of Technology and an Adjunct
Associate Professor at the Department of Bioethics, Dalhousie University,
Canada. She is a co-editor of Health Law In Australia (Thomson 2014), Health
Workforce Governance (Ashgate 2012) and a co-author of Ethics, Law and Health
Care (Palgrave 2014). Interested in regulation and healthcare, her research
interests currently focus on the governance of health systems, including health
professionals, health facilities and health technologies, and rural bioethics.
Abstract:
The Australian Government uses positive and negative incentives in legislation
to encourage people to take out private health insurance. The stated purpose
of this regulatory framework is to contribute to the sustainability of the public
health system through reducing public hospital utilisation. Government also
claims that individuals will directly benefit through affordable access to private
healthcare. This regulatory framework applies to individuals regardless of their
ability to access private healthcare services, and there is no way to freely opt-out.
This presentation will focus on two ethical issues arising from the regulatory
framework. The first issue is potential constraints on an individual’s autonomy.
The presentation will identify if and how autonomy may be constrained, and
explore whether this approach may be justifiable by the intended outcomes of
the regulatory framework. The second ethical issue relates to the regulatory
framework’s application to rural residents. Rural residents have, as a group,
significantly less access to private healthcare services, and experience poorer
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health outcomes compared to their urban counterparts. This raises ethical
concerns regarding equitable access to the benefits of private health insurance,
and the fair distribution of associated burdens between urban and rural residents.
The presentation concludes that the regulatory framework as it is currently
applied to rural residents raises significant ethical concerns.

ONE HEALTH APPROACHES TO EMERGING INFECTIOUS
DISEASES: CONSIDERING THE ETHICAL ISSUES
Dr Chris Degeling1,2, Dr Jane Johnson1, Prof Gwendolyn (Lyn) Gilbert1,2,
A/Prof Tamra Lysaght3
1 Centre for Values, Ethics and the Law in Medicine, School of Public Health, Level 1, Medical Foundation
Building K25, The University of Sydney, NSW, 2006. E: chris.degeling@sydney.edu.au
2 Marie Bashir Institute for Infectious Disease and Biosecurity, The University of Sydney, NSW, 2006.
3 Centre for Biomedical Ethics, Yong Loo Lin School of Medicine, National University of Singapore, Level 2
Block MD11, Clinical Research Centre, 10 Medical Drive Singapore 117576.

Biographies:
Chris is a Research Fellow at the Centre for Values, Ethics and the Law in Medicine
at Sydney School of Public Health and a practicing veterinarian. His research and
teaching interests revolve around the ethics and politics of human interactions
with nonhuman animals, and the social and cultural dimensions of public health.
Current projects include the NHMRC funded study: Can One Health strategies be
more effectively implemented through prior identification of public values?
Jane is a Research Fellow at the Centre for Values, Ethics and the Law in
Medicine. From 2009 until the end of 2014 she was a postdoctoral research
fellow at Macquarie University where she worked on projects regarding the
ethics of innovative surgery, and the ethical and epistemological implications of
reconceptualizing the use of nonhuman animals in biomedical research. Jane has
research interests in applied ethics, interdisciplinary research and philosophical
pedagogy; her distinctive expertise involves the philosophical and normative
analysis of empirical problems.
Lyn is an infectious diseases physician and clinical microbiologist. She is a
professor of infectious diseases and senior researcher at the Marie Bashir
Institute for Infectious Diseases and Biosecurity and the Centre for Values,
Ethics and the Law in Medicine and, until recently, was a senior staff specialist
in Microbiology and Infectious Diseases at Westmead Hospital. She has had
longstanding research and clinical interests in: communicable diseases of
public health importance and ethical implications of infectious diseases and
antimicrobial resistance.
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Tamra researches ethical and regulatory issues in stem cell science and
clinical translation of regenerative medicines and genomics. She has expertise
in empirical ethics and experience using qualitative and quantitative research
methods. Tamra has worked on policy with the Committee for Ethics Law and
Society of the Human Genome Organisation, the Technical Working Group on
Ethics at the World Health Organization, the Translational Clinical Research
Programme of the Institute of Mental Health in Singapore, and the Human
Health Division of the International Atomic Energy Agency. Tamra is an Assistant
Professor, Centre for Biomedical Ethics, National University of Singapore.
Abstract:
Emerging and re-emerging infectious diseases (EIDs) continue to represent a
significant threat to human health. A management approach grounded in ‘One
Health’ is increasingly viewed as the most effective way of responding to these
threats since it organizes action around the reality that human, animal and
environmental health are interdependent. We argue, however, that in spite of the
scientific consensus about adopting a One Health approach, such an approach
will not be effective if it fails to engage with the values and ethical issues at stake.
In this workshop we will present a number of hypothetical case studies to tease
out the ethical issues generated by One Health responses to EIDs.
The format of this workshop will be highly interactive. We will begin by providing
background on One Health and EIDs, before dividing the audience into groups to
consider a number of case studies. Each group will be assigned one case and
asked to identify the ethical issues it raises and to discuss and justify what action
should follow from the scenario. Groups will then report back their findings to all
workshop participants.
These cases have been used as the basis for online Delphi panels (questionnaires
involving experts over multiple rounds) run in Australia and Singapore by the
workshop authors. Insights from these panels will be used to inform and enrich
workshop discussions. We will take the opportunity to highlight, amongst other
things, similarities and differences between the Australian and Singaporean
experiences.
We will conclude the workshop with a summary of the common themes and
issues raised by the cases and how this work on ethical issues can be used to
inform improved strategies and policies for implementing One Health responses
to EIDs.
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REPS IN THE RANKS – THE ROLE OF INDUSTRY
REPRESENTATIVES IN SURGICAL INNOVATION
Jane Johnson1, Katrina Hutchison1
1 Department of Philosophy, Level 7 Building W6A, Macquarie University, North Ryde, NSW, 2109 jane.
johnson@mq.edu.au

Biography:
Jane is a philosopher with expertise in the philosophical and normative analysis
of empirical problems. Her primary research interests are in applied ethics,
especially animal ethics and the ethics of surgical innovation. From 2009-2011
Jane worked with Professor Wendy Rogers on a project examining the ethics of
surgical innovation, and from 2012-2014 was a Macquarie University Research
Fellow on the project ‘Animals-as-patients: preventing human guinea pigs in
surgical innovation’.
Abstract:
It is well recognised that relationships between health care providers and
industry have the potential to generate conflicts of interest with all their
attendant harms. Yet in surgery, such relationships are sometimes encouraged
on the basis that surgery is different to other areas of healthcare; that links to
industry make an indispensable contribution to surgical progress, research and
training. In this paper we focus on the role of industry representatives in surgical
innovation. Drawing on interviews from a qualitative study with surgeons, nurses
and managers, we explore the nature of the relationships between industry
representatives and surgical professionals – the contributions they make to
clinical practice but also the challenges they generate in terms of conflicts of
interest. We argue the latter are under-acknowledged in surgical innovation, yet if
ethical practice is to be fostered, they need to be discussed and addressed.

MAKING EVERY SLEEP A SAFE SLEEP: ETHICS, LAW AND THE
HARDENING OF CHILD HEALTH ADVICE
Monique Jonas1
1 School of Population Health, University of Auckland, Private Bag 9201 Auckland, New Zealand

Biography:
Monique Jonas is a Senior Lecturer in Ethics at the School of Population Health
at the University of Auckland, New Zealand. Her research focuses upon ethical
and political aspects of child-rearing and the relationship between the family and
the state. Other research themes include the ethics of advice-giving, distributive
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and procedural justice in health, and competence and consent. She teaches
health care ethics and bioethics.
Abstract:
In many jurisdictions, the state funds and/or provides child health advice. Advice
is characterised by its discretionary quality: unlike laws or directives, recipients
are free to choose whether to follow advice. Thus, state provision of child health
advice is often seen as a way of informing and supporting parents, rather than as
a means by which the state sets standards or regulates parental practice.
Recently in New Zealand, criminal proceedings have been brought against some
parents of babies whose deaths were attributed to Sudden Unexpected Death in
Infancy (SUDI), on the basis that they did not follow advice to refrain from cosleeping.
This paper presents these cases and argues that they both reveal and contribute
to the normative hardening of child health advice and increasing specification
of parental obligations. The implications of this for child health advice are
considered. Drawing upon the publicity principle as developed by Lon Fuller, I
argue that fairness requires that, if child health advice is to be enforceable, it
should not be presented as advice. I suggest that more transparency about the
discretion attached to child health advice may foster fruitful debate about the
nature and extent of parental obligations and allow broader social determinants
of child health outcomes to enter into public debate. The ethical and political
issues explored in this paper are by no means unique to SUDI prevention, and the
arguments developed here have wide implications for health promotion.

CONFLICTS AND CON-FUSIONS CONFOUNDING COMPASSIONATE
CARE: A COMPASSION CAFÉ ACCOUNT OF THE EXPERIENCES OF
CRITICAL CARE NURSES
Jennifer (Jenny) Jones1, Professor Amanda Henderson2, Assoc Professor
Marion Mitchell3, Petra Strube4, Dr Sarah Winch5
1 Clinical Ethics Coordinator, Metro South Clinical Ethics Service, Metro South Health
2 Griffith University, Brisbane
3 Griffith University, Brisbane and Princess Alexandra Hospital, Brisbane
4 Princess Alexandra Hospital, Brisbane
5 University of Queensland, Brisbane

Biography:
Dr Jenny Jones is the Clinical Ethics Coordinator, Metro South Hospital and
Health, Brisbane. She is also an Academic Title Holder, School of Medicine,
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Griffith University, Gold Coast. Jenny began her working career as a hospital
trained registered nurse before moving into education and completing a PhD in
Applied Ethics. She is passionate about compassionate rather than procedural
driven care. Jenny is married, with 3 adult children and 1 delightful 5 year old
grand daughter!
Abstract:
Due to the social and complex nature of ethics, Peter Isaacs and David Massey
contend that a more appropriate question to that which is usually asked
(“What ought one to do?”) when faced with an ethical dilemma is ‘“How ought
we respond?” where the “we” is inclusive of all significant stakeholders, and
the outcome proposed might evoke or demand a complex range of practical
responses’ (1994, p.2). The question of “how ought we respond?” is vitally
important in all healthcare settings. In complex critical care units such as
intensive care, the diverse patient groups, the range of health disciplines, and the
demanding priorities when delivering high acuity care can create difficulties for
the individual nurse to maintain shared understandings, values, emotions and
behaviours. Intensive care nurses are required to deliver care in situations that
confound their feelings and belief systems.
This presentation draws on research conducted within the framework of a
Compassion Café (Winch et al. 2014) in which the participants were members of
the nursing staff of the Intensive Care Unit (ICU) of a large metropolitan hospital
in Australia. Through the creation of a safe space, these ICU nurses reflected
upon and spoke of the competing tensions associated with notions of how they
“ought” and how they “wanted” to respond. This presentation seeks to build upon
shared understandings of nurses’ ability to respond compassionately to their
patients, their patients’ families, their colleagues and themselves.

ADVANCED STATEMENTS FOR IMPROVED RECOVERY JOURNEYS
Ann Jorgensen1, Charlotte Jones2
1 Mental Health Legal Centre, PO Box 12365 A’Beckett Street, VIC, 3008, Ann.Jorgensen@mhlc.org.au
2 Mental Health Legal Centre, PO Box 12365 A’Beckett Street, VIC, 3008

Biography:
Ann is the Principal Solicitor at the Mental Health Legal Centre overseeing two
health justice partnership projects – one involving advance statements and the
other delivering legal services to clients of the Royal District Nursing Service
Homeless Person’s Project. She has a background in community law and
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legal policy. She is currently completing a Master of Laws at the University of
Melbourne. In 2015 Ann undertook an internship at the International Agency for
Research on Cancer in France.
Abstract:
For the first time in Victoria the Mental Health Act 2014 (Vic) gives a form of legal
recognition to advance planning for people with mental illness. The advance
statement provisions provide an opportunity for a person’s treatment preferences
to be recorded and taken into account in the event that they are subject to
compulsory mental health treatment.
Though the legislation has been in effect for two years advance statements are
yet to make a significant impact in the mental health sector. Consumers may be
unaware of advance statements or sceptical about the benefits of making one.
Mental health services often lack the time and resources to encourage and assist
consumers to make them.
The provisions themselves create a fairly weak model with broad override powers
and limited avenues of enforcement. There is also minimal information available
to assess the impact that an advance statement has on episodes of compulsory
treatment.
The Mental Health Legal Centre’s Advance Statement Project aims to increase
the uptake of advance statements and to assess their effectiveness in improving
individual’s recovery journeys. Regular legal clinics have been established at a
number of mental health services to provide independent advice and assist people
to make advance statements. These clinics are supported by a comprehensive
community legal education program targeting both consumers and practitioners.

ABSTRACTS

DOES PUBLICATION POLICY AND PRACTICE COMPROMISE
ACADEMIC FREEDOM?
Jon Jureidini1
1 Critical & Ethical Mental Health Research Group, University of Adelaide, 55 King William Rd, North Adelaide,
5006. jon.jureidini@sa.gov.au

Biography:
Prof Jon Jureidini is a child psychiatrist who also trained in philosophy (PhD,
Flinders University), critical appraisal (University of British Columbia) and
psychotherapy (Tavistock Clinic). He heads Adelaide University’s Critical and
Ethical Mental Health research group, which conducts research, teaching and
advocacy in order to promote safer, more effective and more ethical research
and practice in mental health; and the Paediatric Mental Health Training
Unit, providing training and support to medical students GPs, allied health
professionals, teachers and counsellors in non-pathologising approaches to
primary care mental health.
Abstract:
There is increasing acknowledgment that contrarian views in a range of scientific
fields are less likely to be published, especially in high status journals, but also
in the lay media. I will argue that this state of affairs represents a constraint on
academic freedom. I will illustrate my argument with examples from personal
experience of writing negatively about antidepressants in children, supplemented
by what others have published. Examples will include:
•

serial editorial rejection of contrarian papers (often in spite of positive peer
review) that when finally published proved to be of academic significance

The project maintains regular contact with clients once their advance statements
are completed to track the impact that the advance statement has on future
treatment (whether voluntary or compulsory).

•

onerous demands from Journal editors causing lengthy delays in the
publication process in order to attenuate editorial concerns about litigation or
other adverse outcomes for the Journal

This presentation will reflect on the first year of the project in examining the role
that advance statements can play in supporting individual decision-making and
improving outcomes.

•

Journal editors exercising double standards about conflicts of interest

•

mainstream academics making threats of defamation against those who
express contrarian views

•

defensive responses by universities to complaints of potential research
misconduct, often associated with the withholding of information, with the
rationale of protecting privacy or intellectual property

•

interventions by university legal/ risk managers that compromise timely and
appropriate publication of meta-research data, for example, correspondence
with Journal editors
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•

journalists being prevented from presenting a contrarian view by pressure
from mainstream academics.

ABSTRACTS

PATIENTS VS. CONSUMERS: WHAT’S IN A NAME?
Oliver J. Kim1
1 Cross-Border Health, 5100 Columbia Pike, Arlington, VA, USA, 22204, okim@crossborderhealth.org

TEACHING MEDICAL ETHICS THROUGH POPULAR CULTURE
Evie Kendal1, Basia Diug1
1 Monash University, Alfred Centre, Melbourne VIC, 3004

Biography:
Evie Kendal joined the Department of Epidemiology and Preventive Medicine at
Monash in 2012 and currently works as an Assistant Lecturer for the School of
Public Health and Preventive Medicine at the Alfred, teaching into the Bachelor of
Medicine and Surgery, Bachelor of Health Science, and Bachelor of Biomedical
Science degree programs. Evie also teaches bioethics, philosophy and literary
studies at Monash.
Abstract:
It is known that medical and nursing students watch medical television dramas
and comedies. One study from John Hopkins University cites 84% of medical
students and 81% of nursing students reported watching medical television
dramas (Czarny et al. 2008). A repeat of this study was done in Australia in 2011
in which 93.7% of medical students reported watching medical dramas (Weaver
and Wilson, 2011). Among the shows specifically mentioned in these studies
were Grey’s Anatomy, House M.D., Scrubs and E.R. Many students in these studies
report discussing ethical issues arising in these programs with family and friends
and seeking professional role models from among the fictional doctors depicted.
This paper explores the relationship between healthcare career aspirations and
consumption of medically-focused popular culture within first year medical,
biomedical and health science students at Monash University. The aim of the
project is to identify best practice for teaching medicine and medical ethics
content in the tertiary education environment, taking into consideration that the
above data indicates that incorporating popular culture references into medical
and health education is likely to increase student engagement and represents a
source of untapped potential for effective communication of medical information
from lecturers to students and, further downstream, from doctors to patients.
Medical teaching facilities engaging with this form of education have reported
consistently positive results (from students and tutors) indicating the significant
potential this mode of teaching has for enhancing student learning (Glasser et al.,
2001).
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Biography:
Oliver Kim is the executive director of Cross-Border Health, an organization
which compares health policy among industrialized nations. In the United States
Senate, he served as the senior health advisor to US Senator Debbie Stabenow
and then as deputy director for the Special Committee on Aging under Chairman
Bill Nelson. Additionally, Oliver was legislative director for Planned Parenthood
Federation of America, overseeing congressional relations for the organization
and its affiliates during one of the most critical times in the organization’s
history. He was selected for the Woodrow Wilson foreign policy fellowship and the
AcademyHealth Health Policy in Action award.
Abstract:
Following the passage of the Affordable Care Act, the American healthcare
system is rapidly transforming in ways that are both exciting but potentially in
conflict. On one hand, delivery systems are changing to meet new payer demands
for more accountability, greater value, and a focus on managing a population’s
health. At the same time, researchers are exploring targeting disease at an
individual level using medicine that is “personalized.” In the middle are those
receiving care and their caregivers. What is their role in this transformation, what
kind of care do they want and need?
To involve the person receiving care, a dichotomy has emerged between two
theories of care. On one side is a consumer voice for value and affordability
and pushes providers toward improving population health and improving
communities. On the other side is a patient voice for access to care and
individualized care often associated with research and breakthrough technologies.
Affordability and access are not necessarily exclusive goals, but achieving both
can be difficult because we may need to sacrifice one in order to achieve the
other. Given this tension, can we bring both to the table and ensure that each
voice is heard?
This paper will look at the roles of consumers and patients in the post-ACA era
and how they are responding to changes in the healthcare system. First, the
proposal will summarize a literature review on how the two terms are used.
Second, the proposal will analyze how major advocacy organizations representing
one or both of these interests describe themselves and how this affects their
public advocacy agenda. Exploring these two concepts will help policy makers and
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health system leadership ensure that patients, consumers, and the perspective
each represents are part of the process of designing the new, evolving healthcare
system.

PAY TO PLAY: PARTICIPANT FUNDED CLINICAL RESEARCH FOR
RARE DISEASES
Angela J. Ballantyne1, Mike R. King2
1 Department of Primary Health Care and General Practice, University of Otago, Wellington New Zealand,
angela.ballantyne@otago.ac.nz
2 Bioethics Centre, University of Otago, Dunedin, New Zealand, mike.king@otago.ac.nz

Biography:
Dr. Angela Ballantyne is a Senior Lecturer in the Bioethics Department at the
University of Otago and is President of the International Association of Bioethics.
She received her PhD from from Monash University and since then has worked
around the world most notably as a visiting scholar at Yale University and for the
World Health Organisation.
Mike King has published in both bioscience and bioethics, and his research
focuses on the intersection between these disciplines.
Abstract:
Medical care relies on research to test and refine existing treatment options and
to bring better treatments to the market. This is estimated to cost as much as
US$2 billion per new drug.[1] Many promising products do not make it to the point
of clinical trials, often because there is insufficient prospective market for the
product, for example because a disease is rare.[2]
In response to this problem, author and patient advocate Alexander Masters
made an innovative and unconventional proposal: wealthy donors with a personal
interest in an underfunded potential drug could privately fund clinical trials in
exchange for special rights, such as access to the experimental drug during
the trial. Masters’ proposal was used to raise over US$2M to fund an Uppsala
University study into a viral therapy for neuroendocrine cancer.[3]
Charging for the right to access clinical studies is an issue rarely addressed in the
research ethics literature. However, the potential benefits that could result from
this are a reason to consider it seriously. In this paper we consider three funding
options: charging each participant[4], crowdfunding clinical trials[5], and private
donors. For each of these options we explore the following potential criticisms:
psychological exploitation of desperate patients and families; commodification
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of research; undermining the social value of research by skewing the research
agenda; undermining scientific validity of the study by allowing the funders to
dictate recruitment and allocation; and undermining fair subject selection.
We provide responses to these criticisms, concluding that participant funded
clinical research for rare diseases represents a promising option for supporting
drug development, and an example of the creativity and value of advocates
offering innovative solutions. This method of funding warrants further
investigation in research ethics.
Reference:
[1] Avorn, Jerry. 2015. “The $2.6 Billion Pill — Methodologic and Policy Considerations.” New England Journal
of Medicine 372 (20): 1877–79.
[2] Aronson, JK. 2006. “Rare Diseases and Orphan Drugs.” British Journal of Clinical Pharmacology 61 (3):
243–45.
[3] Masters, Alexander. 2014. “A Plutocratic Proposal.” Mosaic. October 27. Http://mosaicscience.com/story/
plutocratic-proposal.
[4] Emanuel EJ, Joffe S, Grady C, Wendler D, Persad G. Clinical research: Should patients pay to play?
Sci Transl Med. 2015 Jul 29;7(298):298ps16.
[5] Dragojlovic, Nick, and Larry D. Lynd. 2014. “Crowdfunding Drug Development: The State of Play in Oncology
and Rare Diseases.” Drug Discovery Today 19 (11): 1775–80.

BEYOND FAIR BENEFITS: RECONSIDERING EXPLOITATION
ARGUMENTS
Julian J. Koplin1
1 Centre for Human Bioethics, Menzies Building, 20 Chancellors Walk, Monash University VIC 3800,
julian.koplin@monash.edu

Biography:
Julian Koplin is a PhD candidate at Monash University’s Centre for Human
Bioethics. He has published on the topics of organ transplantation, blood
donation, and the methods of bioethics.
Abstract:
The question of whether we should allow the sale of ‘contested commodities’
such as organs, sex, gametes, and surrogacy services is of enduring interest
within bioethics. One objection to such markets holds that they would be
exploitative. I consider how we should understand these claims about exploitation,
focusing on debates surrounding live donor kidney markets. Notably, exploitation
arguments against kidney sales have been widely rejected in the bioethical
literature on the subject. It is often argued that concerns about exploitation
should be addressed by increasing the price paid to kidney sellers, not by banning
the trade outright. I argue that this analysis rests on a particular conception
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of exploitation (which I refer to as ‘fair benefits’ exploitation), and outline two
additional ways that the charge of exploitation can be understood (which I discuss
in terms of ‘fair process’ exploitation and complicity in injustice). I argue that
although increasing payments to kidney sellers can mitigate or eliminate ‘fair
benefits’ exploitation, such measures will not necessarily address ‘fair process’
exploitation or complicity in injustice. I conclude by considering the relevance of
each of these forms of exploitation to the design of public policy.

ADAPTIVE PATHWAYS FOR ADVANCED THERAPIES: REGULATORY
INNOVATION OR JUST DE-REGULATION?
Dr Tsung-ling Lee1
1 Research Fellow, Centre for Biomedical Ethics, National University of Singapore

Biography:
Tsung-Ling is a research fellow with Center for Biomedical Ethics, National
University of Singapore. Her research investigates the role of law in promoting
public health interests, with a focus on regulatory issues in global health.
Abstract:
One key challenge in the regulation of regenerative medicines and cell-based
therapies is balancing the demands for early access to innovative treatments with
the need for robust scientific evidence of that demonstrates safety and efficacy.
In March 2014, the European Medicines Agency (EMA) launched a pilot program
under the “adaptive pathways” scheme designed to expedite market approvals
for novel therapeutics in the European Union. Under the adaptive pathways, this
has seen the EMA granting a conditional market approval to Holoclar, a stemcell treatment used to treat damaged eyes of adult burnt patients, despite of
limited clinical data supporting its efficacy and safety. Proponents of the adaptive
pathways applaud the scheme as an example of regulatory innovation which
legitimizes state power in the risk society. In contrast, opponents argue that the
scheme undermines the existing legislative framework on advanced therapies
and at risk of favoring vested interests of the pharmaceutical industry.
The paper makes two contributions. First, the paper provides an overview of the
adaptive pathway, identifying the features of adaptive pathways that facilitate
clinical translation of advanced therapies.
Second, focusing on Holoclar, the paper critically examines whether the adaptive
pathways genuinely facilitate clinical translation of advanced therapies and the
extent to which the process balances the competing demands of the stakeholders
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INTERSECTION, CO-DEPENDENCE AND TENSION: THE NO-MAN’S
LAND BETWEEN MEDICINE AND PHARMA
Dr Wendy Lipworth1, Professor Miles Little1, Professor Kathleen
Montgomery1,2
1 University Of Sydney
2 University of California

Biography:
I am a medically trained bioethicist and health social scientist, and Senior
Research Fellow, at the Centre for Values, Ethics and the Law in Medicine,
University of Sydney. My program of research focuses on the ethics and politics of
biomedical (especially pharmaceutical) innovation.
My work is premised on the view that controversies about biomedical innovation
are not just “technical” or organizational. Rather, they are about values and
politics. I therefore use methods of “empirical bioethics” in which empirical
research into the values of all key stakeholders is used in conjunction with
theoretical analysis in order to address real-world problems.
Abstract:
Medicine is deeply intertwined with the pharmaceutical industry, and much
medical practice, research and policymaking takes place at this intersection.
While connections between medicine and the pharmaceutical industry are
strongly supported by some medical professionals, others worry about the
corrupting influence that the industry has over doctors, researchers and
policymakers. There is, of course, nothing wrong with ongoing disagreement
about such a morally and politically complex issue, but participants in
debates about industry influence have become entrenched in their views and
dismissive of those who have opposing views. This both stifles progress in the
management of industry influence and is likely to be confusing to the majority
of practicing medical professionals who are simply trying to get their work done
in an increasingly commercialized biomedical environment. One way through
this impasse might be to generate a deeper understanding of the values of
people on both sides of these debates, looking for areas of similarity as well
as difference, and for key issues that remain unresolved. With this in mind, we
conducted a qualitative analysis of a recent debate about industry influence and
interactions that was triggered by a series of articles in the New England Journal
of Medicine. Our results show that, while there is at least a degree of compatibility
between the value systems espoused by the two groups, there are also a number
of profound socio-political and epistemic points of difference. While it is unlikely
that these differences will ever be completely resolved, our results do point to
some implicit agreements and to a series of steps that might be taken in order to
advance debates about medicine and the pharmaceutical industry.
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ACCELERATING REGENERATIVE MEDICINES IN JAPAN:
QUESTIONS OF TRUST, BENEFIT AND FAIRNESS
Tamra Lysaght1
1 Centre for Biomedical Ethics, National University of Singapore. Block MD11 #02-03, 10 Medical Drive
Singapore 119228. Email: tlysaght@nus.edu.sg

Biography:
I am currently Director of the Phase III Health Ethics, Law and Professionalism
Programme at the Centre for Biomedical Ethics. My research interests lie broadly
around the ethical, sociopolitical and regulatory issues surrounding stem cell
science and the clinical translation of regenerative medicines and genomics. I am
a member of the Committee for Ethics Law and Society of the Human Genome
Organisation and am involved in projects investigating the ethics and regulation of
translational medicine and cellular therapies, precision medicine, and One Health.
Abstract:
In 2014, the Japanese National Diet introduced a new regulatory framework to
promote the clinical translation of stem cells and regenerative medicine. The
basic action of this new framework is to accelerate market approvals for cellular
products and allow their use within private clinical practice before evidence of
safety and efficacy has been demonstrated in formal clinical trials. The National
Health Insurance Scheme will also provide full and partial coverage for products
approved under the accelerated program. The aim of this program is to provide
patients and clinicians with early access to new and innovative stem cell therapies
while efficacy trial data is gathered for full market evaluation.
In this paper, I provide a brief overview of Japan’s new framework and an analysis
of the major ethical implications of accelerating market approvals for novel stem
cell products without scientific evidence of clinical efficacy. It is argued that even
if these programs can meet minimal standards of non-maleficence, and promote
limited notions of patient autonomy, they are unlikely to satisfy conditions
for beneficence or distributive justice, and may further encourage deceptive
marketing practices with stem cells. These practices not only undermine patient
autonomy and place them at risk of undue harm, but can potentially undermine
trust in the entire field of regenerative medicine as it emerges. Ethically justifiable
frameworks should not only consider issues of safety and individual autonomy,
but also how accelerated pathways can actually benefit patients, discourage
abuses of trust, and provide fairness within resource-strained health care
systems.
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RECORDING DEVICES IN CLINICAL CONSULTATION. THE GOOD,
THE NOT SO GOOD AND THE UGLY. DO WE HAVE POLICIES THAT
ARE FIT FOR PURPOSE?
Dr Alastair Macdonald1
1 CCDHB- Wellington Hospital

Biography:
I am a retired renal physician. I have been involved in the promotion of clinical
ethics to the extent that I believe that “Clinical ethics is everyone’s business”. The
sustainability of our health services is a reasonable prospect if it is based upon
robust, ethical decision making at an individual level in the context of the broader
concept of stewardship of these valuable resources. If neither of these concepts is
developed to their full potential then we have no one to blame but ourselves if our
“health” future turns out to be bleak!
Abstract:
In recent years the sophistication and utility of mobile phones has been
remarkable as has their ubiquity. These developments have enabled patients/
family or their whanau, to covertly and easily record clinical encounters.
If health care professionals discover that their conversation is being covertly
recorded, it is not surprising that a common reaction is one of consternation and
even anger. The implicit sense of trust and privacy embodied in the consultation
process are betrayed by such actions. Health professionals can therefore rightly
view the use of this technology in a very negative fashion.
Whilst these issues remain very important, this negative view has to be integrated
with a more enlightened perspective view that the use of recording devices
actually has the potential to significantly improve the consultation process. There
is good evidence that information recall by patients, the ability to confer with
family / whanau members and decisional regret are all positively influenced by the
ability to replay the recording. Not a surprise given that patient-centred care is at
the heart of a successful consultation process!
Traditionally clinical ethics committees identify three areas of involvement,
individual case consultation, education and policy development. However policy
development by ethics committees is conspicuous by its absence in the literature
and in practice.
This presentation outlines the processes involved in the development of a policy
which addresses the issue of the use of recording devices in the consultation
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process. The justification for this includes the inevitable increasing use of
these devices in the future. In addition there needs to be recognition that the
appropriate use of this technology has the potential to benefit the patient /family
and whanau experience. It follows that any policies that are developed in the
future need to recognise these realities.

EDUCATING CANADIAN FAMILY MEDICINE RESIDENTS ABOUT
MEDICAL ASSISTANCE IN DYING
Susan E. MacDonald MD MHSc FCFP 1, Sarah LeBlanc MD MSc CCFP 2,

ABSTRACTS
The provision of, and the education about, MAID will continue to evolve over the
course of 2016 and 2017. This presentation will outline the journey taken by
members of the Queen’s Department of Family Medicine in Kingston, Canada
to design and implement a curriculum in medical assistance in dying. This
process will include an initial environmental survey and needs assessment,
curriculum development, delivery of the teaching materials, and evaluation of the
curriculum. An update as to this undertaking, as of the time of the conference,
will be presented. Also addressed will be the challenges inherent in designing a
curriculum sensitive to the needs of the participating learners and faculty, each of
whom might individually fall anywhere on the wide breadth of spectrum of opinion
regarding MAID.

1 Associate Professor, Dept of Family Medicine, Queen’s Department of Family Medicine, Queen’s University,
Kingston, Ontario, Canada. K7L 5E9
2 Resident, Dept of Family Medicine, Queen’s University (in practice, Picton, Ontario, Canada as of July 1, 2016)

Biography:
Dr Susan MacDonald is a faculty member in the Department of Family Medicine,
Queen’s University, Canada. Susan teaches and is clinical preceptor to family
medicine residents in the Queen’s Family Medicine Residency Program , teaches
ethics to the Undergraduate medical students and is Academic Advisor in the
Office of Student Affairs, Queen’s School of Medicine. Susan’s first 20 years in
practice focused on maternal health and intrapartum care. In 2006 she completed
a MHSc, Bioethics, and changed her academic and teaching focus. She is a past
Chair of the Ethics Committee of the College of Family Physicians of Canada.
Abstract:
Medical assistance in dying – both assisted suicide and euthanasia – ceased
to be illegal in Canada on June 6, 2016 as directed by the Supreme Court of
Canada. Laws to legalize the practice, however, were not in place in time to meet
this court-appointed deadline. This vacuum of regulation created challenges
for physicians in Canada, who were faced with requests for assistance in dying,
temporarily without top-level guidance. Even when the law is passed (anticipated,
but not yet accomplished at time of this submission) there will continue to be
uncertainties as to access and process as well as to regulations imposed by the
various regional physicians’ governing and regulatory bodies.
This lag in legislation and regulation was transmitted to those providing education
for Canadian residents and medical students. At present, medical schools and
residency programs face the upcoming academic year, knowing that medical
assistance in dying (“MAID” as it has come to be known) will be legalized in
general, but not knowing the specifics that will allow for appropriate design of a
curriculum.
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BIOETHICS IN AWE OF TECHNOLOGY: A PROPOSAL FOR
ADDRESSING THIS BIAS
Paul Macneill1
1 Centre for Values, Ethics and the Law in Medicine, University of Sydney, NSW 2006

Biography:
Paul Macneill has a long-standing interest in ethics and the arts. This is reflected
in a number of publications including his edited book Ethics and the Arts
(Springer: 2014) which includes explorations of all the arts—literature, visual arts,
film, music, theatre, and dance—in relation to ethics.
For close to 30 years, he has taught ethics and law to medical students: at the
National University of Singapore, the University of Sydney and the University of
New South Wales.
Abstract:
This address will take a critical approach to the emphasis given to “advances in
medical science and technology” and to “sophisticated diagnostic and therapeutic
interventions.” The question proposed for the AABHL Conference—‘How do we go
about making sound decisions in the face of these challenges?’—has to overcome
this bias toward technology, before any well-rounded and practical answer can be
found.
The claim is part of a more general criticism of bioethics and its predominant
emphasis on “advances in medical science and technology”. Whilst these issues
are important, they assume a significance that is out of proportion to their
relevance in day-to-day health care practice. The concern is that the bioethics and
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health law community has become enthralled by sexy issues raised by science
and technology and has been drawn away from commonplace ethical concerns
which are more relevant to health care practice.
Part of the problem is in the understanding of ethics as being about ‘moral
reasoning’ rather than ‘ethical practice.’ Another part of the problem is that it is
easier to grapple with intellectual issues than it is to adequately address issues
of practice. However, we do health care students and clinicians a disservice when
we fail to address the ‘how’ of ethical practice.
One effective way to overcome this imbalance is to provide ‘workshop’ training
that draws on the skills and methods of the arts. Examples of work of this kind—
from the UK (Performing Medicine), from Singapore, and from Sydney (Sydney
Arts and Health Collective) will be described. The use of aesthetic material (such
as the bioethisphere) and insights from the medical humanities will also be
discussed
The broader contention is that health care practice is an ‘art’, and that art and
aesthetics are relevant to bioethics. The paper will draw on discussions in a
published collection of essays that support this contention (Macneill, 2014).
Macneill, Paul (Editor) 2014. Ethics and the Arts. Springer: Amsterdam.

“WITHOUT LEGAL COMMITMENT”: COMPENSATION FOR INJURED
PARTICIPANTS IN CLINICAL RESEARCH IN NEW ZEALAND
Joanna Manning1
1 Faculty of Law, University of Auckland, Private Bag 92019, Auckland 1142, New Zealand

Biography:
Joanna Manning is a Professor at the Faculty of Law, University of Auckland,
where she teaches and has published widely on issues of health law,
policy, and ethics; torts, including negligence; and accident compensation,
particularly treatment injury and medical misadventure. She was the consumer
representative on the Medical Practitioners Disciplinary Committee for approx 10
years, the lawyer member of the National Ethics Advisory Committee from 2005
to 2011 and the lawyer member of the Scientific Advisory Committee of the Heart
Foundation NZ (2011-2014).
Abstract:
Because of the extreme difficulty of proving sponsor and/or investigator
negligence and a causal link between any such negligence and participant

80

AABHL 2016 CONFERENCE

ABSTRACTS
injury, there is a wide consensus that no fault compensation is best ethical
response to injured research participants. New Zealand is fortunate to have a
taxpayer funded no-fault compensation scheme for accidental injury, included
medical injuries. While injured participants in publically-funded research have
access to secure and appropriate compensation under the legislative regime,
those injured in pharmaceutical sponsored trials do not, having been excluded
from cover under it in 1992. Injured subjects must rely instead on compensation
assessed in accordance with non-legally binding guidelines imported from the
United Kingdom. As a result injured participants are vulnerable to being left
uncompensated or undercompensated. Most participants are not aware of this
unless and until they are injured and seek compensation, because information
sheets do not inform them of the non-legally binding nature of the sponsor’s
obligation. This inequitable treatment of injured subjects in industry trials is
readily remediable by extending cover under the state no-fault regime to all
injured research participants. Relieved of the responsibility for compensating
injured subjects, various options for increasing financial incentives on sponsors to
exercise care to prevent injuries in clinical research can be considered. Equivalent
industry guidelines operate in respect of injuries in industry trials in Australia,
where participants must rely principally on ethics committees to ensure that they
are fully informed about the “without legal commitment” nature of compensation.

GOING GLOBAL: THE ETHICS OF BIOBANKS IN THE CONTEXT OF
GLOBALISATION
Paul H. Mason1, Wendy Lipworth2, Ian Kerridge3
1 Centre for Values, Ethics and the Law in Medicine, Level 1, Medical Foundation Building K25, The University
of Sydney, NSW, 2006, paul.mason@sydney.edu.au
2 Centre for Values, Ethics and the Law in Medicine, Level 1, Medical Foundation Building K25, The University
of Sydney, NSW, 2006, wendy.lipworth@sydney.edu.au
3 Centre for Values, Ethics and the Law in Medicine, Level 1, Medical Foundation Building K25, The University
of Sydney, NSW, 2006, ian.kerridge@sydney.edu.au

Biography:
Paul Mason completed undergraduate studies in biomedical science at
Melbourne University and a PhD in cultural anthropology at Macquarie University.
He has conducted ethnographic research with arts communities in Indonesia
and Brazil, religious minorities in Brazil and India, and tuberculosis patients
in Vietnam. His work has been published in the Handbook of Neuroethics, the
Journal of Bioethical Inquiry, the Journal of Biosocial Science among other
academic journals. He is currently conducting research on the ethics of biobanks
in the context of globalisation at the Centre for Values, Ethics and the Law in
Medicine at the University of Sydney.
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Abstract:
Biobanks of human tissue and data have become an established part of the
research landscape—enabling molecular research into the aetiology, course and
therapy of many diseases. The extensively described ethical issues that surround
biobanking include: 1) informed consent and right to withdraw; 2) confidentiality
and protection from discrimination; 3) controlling data access; 4) equity,
reciprocity and benefit sharing; 5) ownership, commercialization and intellectual
property rights, 6) community engagement; and 7) respect for cultural diversity.
Specialists broadly agree that addressing these issues is crucial to establishing
and maintaining trust between biobanks and the general public, and fostering
altruism among tissue donors.
The biobank landscape is, however, changing, as the pull of “big data” drives
biobanks to “go global”. This amplifies the ethical issues that apply to localized
biobanks, and introduces new and complex ethical considerations. For example,
the heterogeneity of technical standards and practices across diverse settings
challenges the validity and reliability of data analysis; the financial cost of
maintaining biobank facilities can encourage commercial arrangements that
impact upon benefit sharing; and the transfer of human biological samples
across national boundaries can complicate the custodianship of tissue, return of
results, and right to withdraw.
The ethicolegal, scientific and practical challenges of international biobank
networks are heightened by the fact that there is more than one way for a biobank
to “go global”. For example, biobanks can centralize their resources and collect
samples from numerous countries; share data through virtual networks across
several countries; or distribute and compartmentalize activities in different
locations. The specific ways in which transnational biobank networks are formed
can give rise to idiosyncratic ethical issues. We argue that it is critical that
bioethicists engage with these complexities, and that theories of globalisation
provide a valuable political frame through which the ethics of international
bionetworks may be understood.

ABSTRACTS

POLICY AND LAW FOR AUSTRALIA TO PREVENT COMPLICITY IN
FOREIGN TRANSPLANT ABUSE
David Matas1
1 Faculty of Law, University of Manitoba, 602-225 Vaughan Street, Winnipeg, Manitoba, Canada, R3C 1T7, dmatas@mts.net

Biography:
David Matas is an international human rights lawyer based in Winnipeg,
Manitoba, Canada. He is co-author with David Kilgour of the book “Bloody
Harvest: The Killing of Falun Gong for their Organs” published in 2009 and coeditor with Torsten Trey of the book “State Organs: Transplant Abuse in China”,
published in 2012. He is a member of the Order of Canada.
Abstract:
Because of a shortage of organs, patients in need of transplants wait long periods
and become desperate, spurring transplant tourism. What are the professional
ethics and legal standards which Australia needs to develop to prevent complicity
in foreign transplant abuse? The paper would attempt to answer that question.
For foreign transplant abuse, China would be used as a case study. China
has been sourcing organs from prisoners in large numbers, in violation of
international ethical principles. Researchers have concluded that a significant
number of these sources are prisoners of conscience Christians, Buddhists and,
primarily, practitioners of Falun Gong. The Government of China claims that
prisoner organ sourcing has stopped, but the claim is unverifiable and there is
substantial contrary evidence. Australian patients, by obtaining transplants in
China, and Australian medical professionals, legislators and governments, by
not doing what can be done to prevent that from happening, become complicit in
Chinese abuses.
The paper would consider what the Australian medical profession, legislators and
governments have already been doing to avoid complicity in foreign transplant
abuse. Second the paper would update the research on transplant abuse in China.
To assess the situation in Australia, the paper would consider already developed
international and local ethical and legal standards. While the focus would be
Australia, what other jurisdiction have done on this subject would be presented.
The conclusions would be, first, that despite Chinese official assurances to the
contrary, organ sourcing from prisoners continues. Second, there are many steps
which could and should be taken in Australia by medical professionals, legislators
and governments to avoid complicity in foreign transplant abuse, but which have
not yet been taken.
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BIOETHICS IN THE ANTIPODES: A HISTORICAL PERSPECTIVE
FROM AUSTRALIA AND NEW ZEALAND

ARGUING FOR A VALUE OF PLACE IN BIOETHICS

Christopher Mayes1
1 Centre for Values, Ethics and the Law in Medicine, 92-94 Parramatta Rd, University of Sydney, NSW, 2006.
christopher.mayes@sydney.edu.au

1 Australian Centre for Health Law Research, Queensland University of Technology, C Block, Gardens Point
Campus, GPO Box 2434 Brisbane Queensland 4001
2 Department of Bioethics, Dalhousie University 5849 University Avenue, Room C-315, CRC Bldg, PO Box 15000
Halifax, NS B3H 4R2, Canada

Biography:

Biography:

Christopher Mayes is a Postdoctoral Research Fellow at the Centre for Values,
Ethics and the Law in Medicine, University of Sydney. Christopher’s research
interests are in continental philosophy, bioethics, public health and food studies.

Dr Fiona McDonald is a Senior Lecturer at the Australian Centre for Health
Law Research at the Queensland University of Technology and an Adjunct
Associate Professor at the Department of Bioethics, Dalhousie University,
Canada. She is a co-editor of Health Law In Australia (Thomson 2014), Health
Workforce Governance (Ashgate 2012) and a co-author of Ethics, Law and Health
Care (Palgrave 2014). Interested in regulation and healthcare, her research
interests currently focus on the governance of health systems, including health
professionals, health facilities and health technologies, and rural bioethics.

His latest book ‘The Biopolitics of Lifestyle: Foucault, Ethics and Health Choices’
(Routledge, 2015) investigates the use of ‘lifestyle’ as a device through which choices
and behaviours are governed in response to the purported obesity epidemic.
Abstract:
Australian and New Zealand bioethics is often assumed to share a similar
history to American or British bioethics. Yet the emergence of bioethical debates
over reproduction, euthanasia, the nature of moral authority in secular liberal
democracy, and the role of advocacy had a distinctly “antipodean” character. As a
relatively young field of inquiry, bioethics emerged in the 1980s at the intersection
of the university, medical industry, medical profession, scientific research,
religious organizations, feminist movement, legal profession and government.
Some of the most prominent philosophers and public intellectuals participated in
public debate and government inquiries over reproductive technologies, abortion,
euthanasia and stem cell research. To date, the history of these developments
has not been extensively examined. A comprehensive history is clearly beyond the
scope of a single paper. Rather the aim is to plot pivotal developments of bioethics
in Australia and New Zealand and ask what problems, concepts, theories and
approaches have been institutionalised and what have been marginalized. This
paper aims to advance understanding of the distinctive contribution of Australian
and New Zealand bioethics and its unique history that is tied to the advancement
of biotechnology industries, growth of the neoliberal university and debates about
secularism and the role for academic-activism.
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Fiona McDonald1,2, Christy Simpson2,1,

Abstract:
We argue in this presentation for a value of place in health ethics. That is to say
we argue that ethicists should acknowledge that people may feel connected to
and identify with a particular place. When we use the term place we are referring
to: geography; an emotional connection to land, a particular location or a feature
of a landscape; a sense of belonging associated with that place; and a sense of
identity arising from that place. This identification with place has implications
epistemologically and in terms of a person’s standpoint – what we know is
fundamentally influenced by where we come from. We believe place ought to be
considered a specific value to give it the necessary weight in ethical deliberations
in health care settings at the micro, meso and macro levels of service delivery. We
argue that the value of place is particularly relevant for rural residents as it may
influence their health care choices, impact on access to health care, and their
experience of receiving care.
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“THE ANGEL INTERN WOULD DO ALL OF IT”: JUNIOR DOCTORS,
ETHICS AND ROLE CONFLICT

FROM THE GRAVE TO THE CRADLE: IS IT TIME TO LEGISLATE
POSTHUMOUS PARENTHOOD?

Rosalind McDougall1,2

Janine McIlwraith1

1 Melbourne School of Population and Global Health, University of Melbourne VIC 3010, rmcdo@unimelb.edu.
au
2 Children’s Bioethics Centre, Royal Children’s Hospital, Melbourne

1 Slater & Gordon Lawyers, 485 La Trobe Street, Melbourne, VIC, 3000, janine.mcilwraith@slatergordon.com.au

Biography:
Dr Rosalind McDougall is a Research Fellow in Ethics at the Melbourne School of
Population and Global Health at the University of Melbourne, and at the Children’s
Bioethics Centre at the Royal Children’s Hospital, Melbourne. She studied at the
University of Melbourne and the University of Oxford, and has published widely in
clinical ethics and reproductive ethics. Her research interests include paediatric
clinical ethics, parenthood, and the ethical challenges faced by junior doctors.

Janine is a health lawyer who works in private practice as a Principal Lawyer
with Slater & Gordon, Melbourne in their Medical Law Department. She has
co-authored two prominent medical law texts, Health Care and the Law (4th, 5th
& 6th editions) and Australian Medical Liability (1st & 2nd editions). Janine also
co-authored the National Disability Insurance Scheme Handbook and has written
and edited a number of chapters for Halsbury’s Laws of Australia including the
chapter on surrogacy. Janine is also a Senior Fellow at Monash University.

Abstract:

Abstract:

Medical internship has long been the subject of sociological study. However,
ethical analysis of this crucial intersection between medical school and
professional practice has been very limited. To date there has been little
systematic philosophical work that focuses specifically on junior doctors. Instead,
in ethical discussions, interns and residents tend to be included either with
medical students or with their more senior colleagues.

Edgar Allen Poe wrote “The boundaries which divide Life and Death are at best
shadowy and vague. Who shall say where the one ends, and where the other
begins.” More than 170 years on, the boundaries of life and death continue to be a
fertile ground of bioethical debate and perhaps none more so than in the area of
posthumous reproduction. The recent case of Re Leith Dorene Patteson [2016] QSC
104 highlights the continuing uncertainty and, some would say, inconsistency, of
the legal approach to posthumous sperm retrieval in Australia. This presentation
aims to critically examine the approach of the courts to applications for the
retrieval and use of sperm from the brain dead or deceased man. In doing so, the
broader issue of whether regulation is warranted in this arena is also considered.
Perhaps unavoidably, the legal framework is critically evaluated in light of
the ethical issues underpinning the emotionally charged discussion and the
appropriate conceptualisation of the issue is explored.

In this paper, I argue that interns and residents differ from both medical students
and more experienced doctors in ethically important ways. Their working context
requires them to play multiple roles simultaneously, including doctor, subjugate
team member, learner, and hospital employee. The demands of these multiple
roles create a set of ethical challenges for junior doctors that is unique to their
professional stage. Further, the potentially conflicting demands of these multiple
roles limit the ways in which junior doctors can act in response to the ethical
difficulties that they encounter.
On the basis of in-depth qualitative interviews with fourteen Melbourne-based
junior doctors and a review of research findings about junior doctors across
various disciplines, I develop a typology of the kinds of ethical challenges
associated with internship and residency. These include being involved in
treatment perceived as futile, seniors discouraging disclosure of errors, and
reporting unrostered hours.
I also develop and use a role-based framework as a way of analysing the ethical
challenges faced by interns and residents. I argue that this role-based framework
both reflects and engages with junior doctors’ specific position of agency and thus
captures a fuller range of moral considerations than do other possible modes of
analysis.
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ETHICAL & LEGAL IMPLICATIONS OF NEW LAW GOVERNING
HUMAN BIOMEDICAL RESEARCH
Sumytra Menon1
1 Centre for Biomedical Ethics, Yong Loo Lin School of Medicine, National University of Singapore

Biography:
Sumytra Menon is a Senior Assistant Director at the Centre for Biomedical Ethics
(CBmE), Yong Loo Lin School of Medicine, National University of Singapore. She
is a lawyer by training and in conjunction with the National Ethics Capability
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Committee, is developing a national competency and accreditation framework for
clinical ethics and research ethics training. She is also the Programme Director
of the CENTRES project (Clinical Ethics Network + Research Ethics Support),
which offers training programmes for clinical ethics committees, research ethics
committees and transplant ethics committees.
Abstract:
The conduct of human biomedical research will enter a new phase as Singapore
transitions from advisory guidelines to legal regulation. The Human Biomedical
Research Act (HBRA) heralds a landmark change that will impact research
institutions, institutional review boards, researchers and research subjects. The
Singapore government has announced a “sunrise period” so the affected parties
can prepare for compliance. The purpose of the HBRA is to protect research
subjects and tissue donors, and to provide a legal foundation to facilitate research
studies that meets high ethical standards. This talk will focus on consent,
researchers responsibilities and incidental findings. It will address some of the
ethical and legal implications on researchers and research subjects, and reflect
on the repercussions of such regulation on the conduct of human biomedical
research.

ESTABLISHING THE STANDARD OF CARE IN RESEARCH ETHICS:
THE ROLE OF THE EXPERT WITNESS
Jon F. Merz1
1 Department of Medical Ethics & Health Policy, Perelman School of Medicine at the University of
Pennsylvania, Blockley Hall Floor 14, 423 Guardian Drive, Philadelphia, Pennsylvania 19104-4884 USA, merz@
upenn.edu

Biography:
Jon Merz is an Associate Professor in the Department of Medical Ethics & Health
Policy in the Perelman School of Medicine at the University of Pennsylvania. Dr.
Merz holds a BS in Nuclear Engineering from Rensselaer Polytechnic Institute,
MBA from the University of North Florida, JD from Duquesne University School of
Law, and PhD in Engineering & Public Policy from Carnegie Mellon University. Dr.
Merz has taught research ethics in the Penn Masters of Bioethics program since
1997; he has served on 3 IRBs over the last 25 years, and has moderated the IRB
Forum [http://www.irbforum.org] since 2003.
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Abstract:
Expert witnesses in litigation play a key role in establishing the standard of care,
deviance from which is a necessary element in establishing tort liability. I will
describe in detail two cases in which I was hired by litigants as an expert witness
to demonstrate methods by which standards of care may be established. Both
cases involved deaths of human subjects in research. Both cases turned in part
on the foreseeability of risks, the adequacy of Institutional Review Board (IRB)
review, and the appropriateness of informed consent disclosure. In one case, a
large multi-site clinical trial, the standard of care for disclosure was established
by detailed examination of the consent forms approved by 225 IRBs for the trial
for which forms were available for review. This review demonstrated that the
disclosure deemed necessary by the plaintiff was in fact required by only one of
those boards. In the second case, a subject collapsed and died immediately after
completing a 2-minute step test, an objective fitness test included in an otherwise
interview-based non-interventional study. A thorough review of the literature
demonstrated that the risk of death was foreseeable and should have led to the
exclusion of high risk patients, including the deceased subject, and not merely to
inclusion of the risk in the consent form. The challenges facing expert witnesses,
including assuring intellectual rigor, maintaining objectivity, and accommodating
litigation strategies, will be discussed.

THE ROLE OF LEGISLATION IN SHAPING PUBLIC OPINION: THE
CASE OF GAMETE DONATION
Selina Metternick-Jones1
1 University of Sydney, New South Wales 2006, Australia smet8870@uni.sydney.edu.au

Biography:
Selina Metternick-Jones is the Ethics Coordinator at Sir Charles Gairdner
Hospital and manages the Human Research Ethics Office and the associated
Human Research Ethics Committee. Selina is currently completing her Masters
in Bioethics at the University of Sydney. Through this program she is completing a
thesis on parental responsibility in the use of pre-implantation genetic diagnosis.
Previously, Selina worked for WA Health and was involved in the development of
a national policy framework for newborn bloodspot screening in Australia. This
work involved a consideration of programmatic, ethical and legislative issues as
well as issues of public opinion.
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Abstract:
Biomedicine and society have a particularly tense relationship, with medicine
often challenging established moral norms. This complicated relationship is
explored by analysing the ethical and regulatory perspectives surrounding third
party reproduction and the use of donor gametes. Bioethics identifies the way
individuals and society ought to act, however this is not always how they do act.
In these instances, regulatory frameworks should be implemented to promote
ethically acceptable approaches to the provision of medicine. Two examples
of this have been explored. Firstly, access to donated gametes for third party
reproduction by single and lesbian women has challenged Australian society’s
traditional view of family. Legislative reform has been needed in order to protect
reproductive autonomy in an equitable manner. Secondly, access to information
by donor conceived children regarding their genetic parentage has historically
been denied. However, regulatory frameworks have been put in place to protect
the rights of the child. It is concluded that through challenging existing moral
norms biomedicine encourages the evolution of values within society. As this
evolution is often slow, regulatory frameworks are needed to protect the rights
of individuals and further encourage change within society. While this may not
be the ideal approach, it is necessary due to the speed at which new medical
advances are made, making it difficult for society’s moral consideration to
keep pace.

ABSTRACTS
as a barrister and solicitor, and five university degrees, including a PhD in
public health from the University of Melbourne. Her first book, Coroners’
Recommendations and the Promise of Saved Lives, was published in June.
Abstract:
Context:
The shortcomings of medical malpractice have led organisations to develop
alternatives to meet patients’ needs following medical injuries. For example, in
the United States (US), communication-and-resolution-programs (CRPs) seek to
make disclosure of injuries, explanation, apology and other remedial gestures,
routine. New Zealand (NZ) has long operated a no-fault compensation scheme
for medical injuries. Despite the investment in these alternatives to medical
malpractice, patients’ experiences with these processes are not well understood.
This knowledge gap complicates health systems’ efforts to develop patientcentred responses to medical injuries.
Aims:
1.

To further explore patients’ and family members’ experiences with medical
injuries and reconciliation processes in order to understand aspects of
institutional responses to injury that promoted and impeded reconciliation.

2.

To make recommendations about how institutions can better meet injured
patients’ needs.

Methods:

PATIENTS’ AND FAMILY MEMBERS’ EXPERIENCES OF NONLITIGATION APPROACHES TO RESOLVING MEDICAL INJURIES IN
NEW ZEALAND AND THE UNITED STATES
Jennifer Moore1, Michelle Mello2, Marie Bismark3
1 Stanford Law School, 559 Nathan Abbott Way, Stanford, CA 94305 and the University of Otago, New
Zealand, jennifer.moore@otago.ac.nz
2 Stanford Law School and Department of Health Research and Policy, School of Medicine, 559 Nathan Abbott
Way, Stanford, CA 94305.
3 Melbourne School of Population and Global Health, The University of Melbourne, 207-221 Bouverie Street,
Parkville, Melbourne, Australia.

Biography:
Dr Jennifer Moore is the 2015-16 New Zealand Harkness Fellow in Healthcare
Policy. She is also a Senior Lecturer in Preventive and Social Medicine, and a
Senior Research Fellow in Law at the University of Otago. Moore has previously
served as a legal advisor to the NZ Law Commissioners and currently serves on
the NZ Law Society Health Law Committee. She holds a practicing certificate
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We conducted in-depth, semi-structured interviews in NZ and the US. In
NZ, we undertook interviews with 62 patients injured by healthcare in NZ,
as well as administrators of 12 public hospitals, 5 lawyers specializing in
Accident Compensation Corporation (ACC) claims, and 3 ACC staff. In the US,
we conducted interviews with 30 patients and 10 staff involved with CRPs.
Transcribed interview data were analysed thematically applying grounded theory
principles.
Findings:
Interview responses converged on five facilitators of more effective reconciliation
following medical injuries: 1) involve the people who patients want involved in
the disclosure discussion, including practitioners involved in the harm event;
2) engage the support of lawyers, mediators, and patient relations staff as
appropriate; 3) ask, rather than assume, what patients and families need from
the process and recognize that, for many patients, being heard is important
and should occur early in the disclosure process; 4) support timely, sincere,
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and meaningful apologies, avoiding forced or tokenistic quasi-apologies; and 5)
choose words that promote reconciliation.

ABSTRACTS

MORE THAN WORDS: THE ETHICAL IMPLICATIONS OF LANGUAGE
IN ALCOHOL-RELATED HEALTH WARNING LABEL DISCOURSES
Emma Muhlack1, Jaklin Eliott1, Annette Braunack-Mayer1, Drew Carter1

INTERSECTING SOCIAL JUSTICE ISSUES AND THE DISCOURSE
ON USE OF ANIMAL PARTS AND PRODUCTS IN TRADITIONAL,
COMPLEMENTARY, AND ALTERNATIVE MEDICINES
Bronwen Morrell1
1 Centre for Values, Ethics and the Law in Medicine, Level 1, Medical Foundation Building, K25, University of
Sydney, NSW 2006

Biography:
Bronwen Morrell is an NHMRC PhD Candidate at the Centre for Values,
Ethics and the Law in Medicine. Her areas of interest include animal ethics,
environmental ethics, complementary and alternative medicine, and crosscultural ethics.
Abstract:
As Grzanka et al. argued recently in the American Journal of Bioethics,
intersectional approaches to issues of inequality can facilitate the work of
bioethics by highlighting the ways in which multiple forms of oppression, such
as those based on race, class, and gender, are entangled and co-constitutive [1].
Intersectional approaches have already been taken up within the field of animal
ethics to consider the ways in which race and species based oppressions, for
example, overlap, intersect, and are mutually reinforcing. In this presentation
I will present results from my PhD research on the ethics of animal use in
traditional, complementary, and alternative medicine. In this work I consider
the social justice issues that arise both for animals and for cultural others in
the discourse on use of animal parts and products in medicinal systems such
as Traditional Chinese Medicine, Homeopathy, and Western Complementary
Medicines, as well as the social justice issues that arise from efforts to limit or
prohibit such practices.
[1] Grzanka, PR. J. Dyck Brian, and J.K. Shim. 2016. My bioethics will be
intersectional orit will be [bleep]. American Journal of Bioethics 16(4): 27–29.
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1 School of Public Health, University of Adelaide, Adelaide, South Australia, 5005

Biography:
With a background in philosophy and communications, Emma joined the School
of Population Health as a PhD candidate in January 2015.
Her research considers the ethical issues around the implementation of cancer
warning labels in connection with the ARC Linkage Project “Public and ethical
responses to mandated alcohol warning labels about increased long-term risk of
cancer” (LP120200175).
Abstract:
For many researchers outside the field of bioethics, ethical considerations in
research consist of meeting institutional requirements for proposed research.
However, the fundamental assumptions of reported research are also valid
targets for ethical evaluation. In this study, we show how problematic ethical
arguments underpinning scholarship can be identified through examination of
language used in reporting research.
We reviewed academic literature (106 publications), advocacy group statements,
and industry bodies, and identified justificatory language referring to mandatory
warning labels on alcoholic beverages. We then examined this language to
identify and clarify themes and any relationships between them.
We found that the academic literature most often drew from three nested
arguments, collectively consistent with the tenets of liberalism dominant in
developed democracies, namely: that warning labels would (1) inform, thereby (2)
change drinking behaviour and (3) ultimately reduce alcohol-related social and
economic burdens on society. This is contrasted with both literature from industry
bodies, focussed solely on the informative nature of warning labels, and advocacy
literature, with a more sophisticated argument in support of labels as part of a
comprehensive suite of interventions.
The assumptions evident in the academic literature, and some industry
literature, clearly assumed a justification at odds with known mechanisms of
change to health-affecting behaviours (information on risk often fails to reduce
risky behaviour). By contrast, the arguments proposed by health advocate
organisations were supported by data, and acknowledged various social and
economic influences upon consumers’ decision-making regarding alcohol
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consumption. Whilst it is important to ensure that the mechanics of research are
ethically sound, it is equally important to understand underlying assumptions and
biases and how they might have an effect on the design and reporting of research.

ABSTRACTS

DEVELOPING AN EMPIRICALLY-INFORMED VIRTUE ETHICS
POLICY APPROACH TO MEDICAL PRACTICE
Justin Oakley1
1 Centre for Human Bioethics, Monash University, Victoria 3800. justin.oakley@monash.edu

EMERGING TECHNOLOGIES AND THE ‘TOO MUCH MEDICINE’
PROBLEM
Ainsley J. Newson1, Wendy Rogers2, Stacy Carter1
1 Centre for Values, Ethics and the Law in Medicine, School of Public Health, University of Sydney, NSW 2006
2 Centre for Agency, Values and Ethics and Australian School of Advanced Medicine, Macquarie University,
NSW 2109

Biography:
Ainsley Newson is Associate Professor of Bioethics at the University of Sydney.
She undertakes research on a range of ethical issues arising from emerging
technologies in health care; focusing on genetics, genomics and human
reproduction. Ainsley has degrees in science and law and a PhD in Bioethics. She
also leads the Sydney Bioethics Program of postgraduate coursework.
Abstract:
Emerging technologies such as genomics, biomarkers and imaging modalities
are increasingly being implemented into healthcare. This is often an appropriate
course of action. Genomic testing, for example is being used to increase
diagnostic yield in groups living with rare disease. Alongside this, however,
scholars are highlighting medicine’s increasing tendency to overdiagnose and
overtreat. This is driven at least in part by enthusiasm among policymakers and
the public for initiatives including screening for disease risk and personalised
and precision medicine. Without appropriate reflection, these technologies may
contribute to the problem of ‘too much medicine’; including by unnecessarily
widening definitions of disease or ‘pre-disease’. In this workshop, we will
argue that considerations of ‘too much medicine’ and overdiagnosis need to
be made more visible in the planning and delivery of emerging technologies in
health care. The workshop will comprise presentations from three academics
who work in theoretical and empirical bioethics. The presenters will consider
concepts such as: the balance of benefits and harm, the technological imperative,
technology-led demand, our natural inclination to be ‘information seekers’, public
communication, and some of the vulnerabilities created by these technologies.
The workshop will advocate for critical implementation of these technologies in
healthcare, including evaluation of possible concepts that can usefully inform
ethical debate.
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Biography:
Justin Oakley is Associate Professor at Monash University Centre for Human
Bioethics. He is author of Morality and the Emotions (Routledge, 1993), and Virtue
Ethics and Professional Roles (with Dean Cocking) (Cambridge University Press,
2001), and editor of Informed Consent and Clinician Accountability: The ethics of
report cards on surgeon performance (with Steve Clarke) (Cambridge University
Press, 2007), and Bioethics (Ashgate, 2009). He is currently working on a project
on policy applications of virtue ethics in medical practice, and a project on genetic
parenthood and the regulation of assisted reproduction. Justin is also co-editor of
the journal Monash Bioethics Review.
Abstract:
Several philosophers have recently developed accounts of virtue ethics which are
more empirically-informed than previous versions of this approach. In doing so,
they have argued for a comprehensive conception of virtuous character-traits,
whereby practically intelligent virtues include an awareness of situational and
environmental factors which conduce to or inhibit virtuous behavior. However,
these accounts have so far had only a limited impact on virtue ethics approaches
to medical ethics, and on policy applications of medical virtue ethics.
In this presentation I argue that policymakers should design institutional
environments which help raise medical practitioners’ awareness of when such
situational ‘conducers’ or ‘inhibitors’ are likely to assist or derail medical role
virtues from hitting their targets. I also argue that policymakers can feasibly
support doctors developing and maintaining role virtues such as medical
beneficence by designing institutional environments which minimize the impact of
these situational ‘inhibitors’ on the therapeutic relationship between doctors and
patients.
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PUBLIC AND PRIVATE MECHANISMS OF ACCOUNTABILITY FOR
HEALTH CARE JUSTICE: AUSTRALIA’S ASYLUM SEEKER AND
REFUGEE OFFSHORE HEALTH CARE PROGRAM

THE VOLUNTARY EUTHANASIA BILL 2016 (SA) AND UNDUE
INFLUENCE – INADEQUATE PROTECTION OF A VOLUNTARY
DECISION?

Paula O’Brien1

Michaela Okninski1

1 Melbourne Law School, The University of Melbourne, 185 Pelham Street, Carlton, VIC, 3053, obrienpl@
unimelb.edu.au

1 University of Adelaide, Adelaide Law School

Biography:
Paula O’Brien is a Senior Lecturer at Melbourne Law School. She has a BA/ LLB
from The University of Melbourne and an LLM from the University of Cambridge,
specialising in international law. Paula’s research is focused on access to health
care for marginalised groups, the legal regulation of dangerous commodities (in
particular alcohol), and public interest lawyering.
Abstract:
The Australian Government retains foreign governments and private corporations
to provide health care to asylum seekers in off-shore detention on Nauru and
Manus Island. It also contracts to provide health care services to persons found
to be refugees whom the Government refuses to settle in Australia and instead
settles on Nauru and in Papua New Guinea. It is emerging that the health care
needs of these vulnerable groups are being poorly served by the arrangements
put in place by the Australian Government.
This paper analyses three accountability mechanisms which have been recently,
or are presently being, used to scrutinize the Australian Government’s conduct
in relation to the health care of asylum seekers and refugees: private litigation
for harms suffered by individuals or groups of asylum seekers; freedom of
information requests, in particular by the media; and an audit by the Australian
National Audit Office into health care delivery in immigration detention.
In examining these three mechanisms, the paper asks the following questions:
What do these different public and private accountability mechanisms offer in
terms of health care justice for asylum seekers and refugees? What are the
comparative strengths and weaknesses of these mechanisms? What other
mechanisms might be usefully used to ensure that the Australian Government
is meeting the health needs of asylum seekers and refugees in off-shore places
in a fair manner? And in addressing these questions, the paper seeks to answer
the urgent underlying question: what does health care justice look like for asylum
seekers in off-shore detention and, very significantly, for those persons who have
been found to be refugees but have sent to live permanently on Nauru and PNG,
both being places with less than adequate health care systems by Australian
standards?
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Biography:
Michaela E. Okninski is a first year Master of Philosophy Candidate at the
University of Adelaide and holds LLB/LP (Hons) qualifications from Flinders
University (South Australia). Her research interests include voluntary euthanasia,
physician-assisted suicide, undue influence in medical treatment and consent
and refusal of medical treatment.
Abstract:
Voluntary euthanasia is a controversial issue that has divided South Australian
Parliament for over two decades now. While the issues contained within the
euthanasia debate are vast, they can largely be reduced to arguments pertaining
to a right to exercise individual autonomy and concerns about adequate
regulation. Because euthanasia is such a severe and definitive form of medical
treatment, protecting a voluntary decision is obligatory. Indeed, protecting
voluntariness is crucial as it justifies euthanasia and gives it legitimacy. Thus to
achieve this objective, the legislative response to this pertinent issue has been to
mandate comprehensive safeguards. However, the proposed legislative response
to assessment of undue influence that serve to safeguard a voluntary decision
have not been adequately addressed and require proper consideration.
Thus this paper argues for proper consideration of undue influence provisions
in proposed euthanasia legislation in South Australia. First, a brief discussion
on past euthanasia Bills in this jurisdiction will be provided. This discussion will
primarily focus on undue influence safeguards in the current Voluntary Euthanasia
Bill 2016 (SA). Second, the complexity of the legal doctrine of undue influence will
be addressed, highlighting the risks inadequate consideration of undue influence
poses. This paper concludes proffering basic recommendations for proper
inclusion of undue influence provisions in euthanasia legislation.
It is hoped that this paper will generate critical discussion on, and appreciation
of, the complexity of the doctrine of undue influence. As the Voluntary Euthanasia
Bill 2016 (SA) stands, it is doubtful whether undue influence provisions offer
any meaningful protection. Until undue influence is given proper consideration,
voluntariness is seriously undermined which disrupts the very foundation of
voluntary euthanasia.
24–26 NOVEMBER 2016 RYDGES ON SWANSTON MELBOURNE

97

ABSTRACTS

ABSTRACTS

FINDING THE ‘MEAN’ IN DEBATES ABOUT ACCESS TO HIGH COST
CANCER MEDICINES

•

Activity 1: Is it desirable and possible to ‘push back’ against demands for
enhanced access to high cost medicines? (20 minutes)

Narcyz Ghinea1, Jessica Pace1, Claudia Harper1, Wendy Lipworth1

•

Activity 2: How might a bioethicist might conceptualise, and weigh up,
the risks and benefits of ‘accelerated access’ to high cost medicines? (20
minutes)

•

Activity 3 (Time permitting): How might a bioethicist might think about
resource allocation decisions in a manner that accounts for values other than
safety, efficacy and cost-effectiveness?

1 Centre for Values, Ethics and the Law in Medicine, the University of Sydney, Medical Foundation Building K25,
NSW 2006.

Biographies:
Narcyz Ghinea is a researcher at the Centre for Values, Ethics and the Law in
Medicine investigating how to improve the funding of high cost cancer medicines
in Australia.
Jessica Pace is a pharmacist and PhD candidate at the Centre for Values, Ethics
and the Law in Medicine. She has undergraduate degrees in biochemistry,
law and pharmacy. Her doctoral research is examining the ethics of debates
surrounding accelerated access to medicines.
Claudia Harper is a science and law student at the University of Sydney. She has
broad research interests in resource allocation in the health system and access to
medicines.
Wendy Lipworth is a bioethicist and health social scientist at the Centre for
Values, Ethics and the Law in Medicine, University of Sydney. Her research, which
is supported by a NH&MRC Career Development Fellowship, focuses on the
ethics and politics of health technology innovation.
Abstract:
The cost of medicines is currently an issue of major concern to Australian
patients, physicians and government. Exorbitant prices for some medicines mean
that most patients rely on Pharmaceutical Benefits Scheme (PBS) to ensure
access to medicines. When medicines are not listed on the PBS, physicians often
have to lobby hospitals or pharmaceutical companies to provide their patients
with free or subsidised access. Many consider this to be an ethically untenable
situation, and they appeal to ‘goods’ such as ‘innovation’, ‘compassion’ and
‘affirmative action’ as arguments for increased access to medicines. All of this
places immense pressure on the government to fund more medicines more
quickly, even if these medicines provide only marginal benefits, are supported by
relatively little evidence, and/or threaten the sustainability of the PBS.
In this workshop, we aim to develop a more nuanced bioethical perspective of the
debate about access to high cost medicines. We will begin with a series of short
presentations that describe empirical research we have recently conducted into
debates about access to high cost medicines. We will then involve the audience in
a series of group discussions, exploring the following questions:
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THE VERY IDEA OF TEACHING MEDICAL/HEALTH ETHICS WITHOUT
MEDICAL/HEALTH LAW OR MEDICAL/HEALTH LAW WITHOUT
MEDICAL/HEALTH ETHICS
Malcolm Parker1
1 School of Medicine, University of Queensland, Herston Road, Herston, Qld 4006, m.parker@uq.edu.au

Biography:
Malcolm Parker was the inaugural Head of the Discipline of Medical Ethics, Law and
Professional Practice in the School of Medicine UQ, coordinating the development
and teaching of courses in ethics, law & professional practice in the MBBS/MD
program from 1994 to 2015. He is the immediate past president of AABHL, served on
committees of the Medical Board of Queensland and the Medical Board of Australia,
and was a long-serving director of the Postgraduate Medical Council of Queensland.
He has published nationally and internationally in philosophy of medicine, bioethics,
medical ethics, health law, and medical education.
Abstract:
Within applied ethics, the pre-eminence of medical and health ethics has led to
its explicit inclusion in education programs, but through a wide variety of formats.
Formal medical/health law instruction has lagged ethics; this makes for even
more variable student exposure to current norms. Both ethics and law may be
taught in a variety of ways: by internal or external teachers; comprehensively
and systematically or in opportunistic offerings; separately or in some integrated
form; and so on.
Health professionals practise in professional, political, social and legal, as well as
ethical contexts, all of which overlap and interact. No health provider can deliver
health care on the sole basis of fundamental ethics, or of current law, or existing
professional codes. These primary social normative aspects of medical and health
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practice should be more consciously integrated (and systematised) in medical
and health education. This allows for a greater appreciation of the pervasiveness
in professional life of values of different though related kinds, together with how
and why these normative sources will sometimes deliver congruent prescriptions,
but sometimes discordant guidance. An understanding of the history of change
in ethics, professional ethics and law contributes to understanding the history
of the health professions, how they have helped mould and been influenced
by the society they serve, and why the normative environment they will enter
on graduation is like it is. This includes an appreciation of the prominent legal
traditions of natural law and positivism that inform our legal structures, the
ethical and historical underpinnings of these traditions, and hence our law.
Clinical examples are provided, demonstrating the advantages of teaching
ethics, law and professional issues in an integrated fashion, to underpin the
understandings described and to prepare students for the complex normative
environment in which they will practise.

ABSTRACTS
Leadership: the medical graduate as a professional and leader’. Graduates
are required to describe the principles and practice of professionalism and
leadership in health care, and to demonstrate qualities of leadership. Curriculum
content must ensure that graduates are “effectively prepared for their roles as
professionals and leaders”.
These requirements concerning leadership are inconsistent with, because they
go considerably further than, the AMC’s stated purpose of accreditation as ‘the
recognition of medical programs that produce graduates competent to practise
safely and effectively under supervision as interns in Australia or New Zealand,
and with an appropriate foundation for lifelong learning and for further training in
any branch of medicine’. This inconsistency reflects misconceptions concerning
leadership in general and medical leadership in particular. The presentation
explores the motivations for introducing the requirement that all graduates
demonstrate qualities of leadership through the provision of leadership training to
all, and reasons to think that leadership in medicine, as in other spheres, cannot
be taught, owing to its core moral nature and social structure.

THE MEDICAL GRADUATE AND THE DOCTOR AS PROFESSIONAL
AND LEADER – A CRITIQUE

INDEPENDENT REVIEW OF CHAPERONES TO PROTECT PATIENTS

Malcolm Parker1

Professor Ron Paterson1

1 School of Medicine, University of Queensland, Herston Road, Herston, Qld 4006, m.parker@uq.edu.au

1 Professor of Law, University of Auckland

Biography:

Biography:

Malcolm Parker was the inaugural Head of the Discipline of Medical Ethics,
Law and Professional Practice in the School of Medicine UQ, coordinating the
development and teaching of courses in ethics, law & professional practice in
the MBBS/MD program from 1994 to 2015. He is the immediate past president
of AABHL, served on committees of the Medical Board of Queensland and the
Medical Board of Australia, and was a long-serving director of the Postgraduate
Medical Council of Queensland. He has published nationally and internationally
in philosophy of medicine, bioethics, medical ethics, health law, and medical
education.

Ron Paterson is Professor of Law at the University of Auckland. He was Health
and Disability Commissioner 2000–10 and Parliamentary Ombudsman 2013–
16. Ron is an international expert on complaints, healthcare quality and the
regulation of health professions. He is co-editor of Health Law in New Zealand
(2015) and author of The Good Doctor: What Patients Want (2012). Ron was made
an Officer of the New Zealand Order of Merit (ONZM) for services to health in 2011
and an honorary Fellow of the Royal Australasian College of Physicians in 2014.

Abstract:
Continuing accreditation of medical education providers by the Australian Medical
Council (AMC) requires them to define their graduate outcomes in consistency
with the AMC’s Graduate Outcome Statements, a component of its ‘Accreditation
Standards for Primary Medical Education Providers and their Program of Study
(2012)’. The fourth domain of AMC graduate outcomes is ‘Professionalism and
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Abstract:
In what circumstances is it appropriate to impose a chaperone condition on the
registration of a health practitioner to protect patients while allegations of sexual
misconduct are investigated?
I have been appointed by the Australian Health Practitioner Regulation Agency
and the Medical Board of Australia to review the use of mandated chaperones to
protect patients.
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The purpose of this session is to invite bioethicists and health lawyers to
consider:
1.

whether chaperone conditions are an effective measure to protect patients

2.

whether chaperone conditions are appropriate given the importance of trust
and informed consent in the professional relationship between patients and
their health practitioners

3.

in what circumstances chaperone conditions are not appropriate

4.

if chaperone conditions are appropriate in some circumstances, what
steps need to be taken to ensure patients are protected (including effective
monitoring of chaperone conditions to ensure compliance) and are
adequately informed

5.

what alternative regulatory measure can be used to protect patients while
allegations of sexual misconduct are investigated.

The full terms of reference for the review may be viewed at:
www.nhpopc.gov.au/chaperone-review

THOMAS SZASZ AND THE INSANITY DEFENCE
Neil Pickering1
1 Bioethics Centre, University of Otago, 71 Frederick Street, Dunedin 9016

Biography:
Neil is a senior lecturer in the Bioethics Centre at the University of Otago. He
specialises in the philosophy of psychiatry and medicine, and in particular on
conceptualisations of disease. He is author of The Metaphor of Mental Illness
(Oxford University Press, 2006) and a number of articles on concepts of disease.
The work of Thomas Szasz has been a particular interest.
Abstract:
In 1980, Thomas Szasz appeared in Oakland, California, in the case of People of
the State of California vs Darlin June Cromer. Cromer was charged with the racially
motivated torture and murder of a young black child. Szasz was called by the
prosecution to rebut claims made by defence psychiatrists, that Cromer should be
found not guilty by reason of insanity. In answer to the question, what was Cromer
suffering from on the day she committed the crime she was charged with, Szasz
responded: ‘[My] opinion is that she was suffering from the consequences of
having lived a life very badly, very stupidly, very evilly’ (The Psychiatrist in Court,
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1980, p.20).
Szasz gives a number of sorts of reasons for being opposed to the use of the
insanity defence. In this paper, I present and review some of them. (1) He was
morally opposed to it, as an offence to the dignity of human kind. But I argue that
Szasz should not appeal to morality to oppose the use of the defence, because
it is inconsistent with his opposition to the use of morality to define a group of
humans as mentally ill. (2) He was opposed to it because he believed that all
humans are responsible for their acts, and this is consistent with opposition
to the defence, which reflects the intuition that not all people are responsible
for their acts. But I argue that an appeal to consistency does not support his
position, unless he can give us some independent reason for thinking he is not
only consistent but right. (3) He was opposed to it because no scientific testimony
can help decide the question whether someone is responsible for a crime they
committed. This is a much more convincing argument, premised on plausible
ideas about the role of scientific explanation of behaviour, and I suggest that it is
the strongest argument he has.

THE SCOPE OF REPRODUCTIVE RESPONSIBILITY AND
REPRODUCTIVE DUTIES
Vera Lúcia C. Raposo1
1 Macau University, Macau, vraposo@umac.mo

Biography:
Vera Lúcia Raposo holds a law degree, a post-graduated degree in medical law,
a master and a PhD in juridical-political sciences and a PhD, all obtained in the
Faculty of Law of Coimbra University (Portugal)
She worked as an Auxiliary Professor at Coimbra University and at Agostinho
Neto University (Angola). In addition, she also acted as of counsel in some
law offices in Lisbon (Portugal). Presently she is Assistant Professor at Macau
University (China).
She authored several book and articles in Portuguese, English and Spanish and
she is a frequent speaker in international events on these topics.
Abstract:
Macau Civil Code states, in Article 63/4, that parents won’t be responsible for
malformations or diseases transmitted to their children during conception, nor
for the ones subsequently transmitted to the foetus, except when these last ones
were intentionally caused.
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The purpose of this norm is to prevent wrongful life actions against parents.
However, by doing so in such broad terms the norm ascribes a privileged
status to parents, i.e., a kind of parental immunity that disregards the idea of
reproductive responsibility towards the offspring.
It’s a fact that several arguments can be invoked in favour of Article 63/4, namely
parents’ reproductive rights and their right to freedom of beliefs, based on
which they can argue that every human life should have the chance to be born,
disregarding the pain and limitations that it will face during its existence.
However, parent’s rights and beliefs cannot overlap the wellbeing of the future
child and its right to a dignified life, to health and physical integrity. Even if we
accept that being born is always better than not being born (which is yet to be
demonstrated), and thus that parents cannot be held liable for not having aborted
a severely handicapped or sick embryo/foetus, there are other situations in which
parents should be held liable. This is the case when it was possible to bring to the
world a healthy child instated of a sick child, either because a medical procedure
was available (for instance, a medical treatment for the embryo/foetus, which in
the future may be genetic therapy) either because parents could have selected a
healthy embryo instead of a sick one (in the case of pre-natal genetic diagnosis).
In my presentation I will sustain the existence of parental reproductive duties and
I will try to define their scope.

HOLDING BIG FOOD ACCOUNTABLE FOR MARKETING UNHEALTHY
PRODUCTS TO CHILDREN: A NEW APPROACH UNDER
INTERNATIONAL HUMAN RIGHTS LAW?
Belinda Reeve1
1 Sydney Law School, University of Sydney, F10 Eastern Avenue, Camperdown, NSW 2006, email: Belinda.
reeve@sydney.edu.au

Biography:
Belinda is a lecturer in health law at the Faculty of Law, University of Sydney.
She has a particular interest in the role of law in chronic disease prevention, and
has done research on topics such as food reformulation and regulation of food
marketing to children.
Abstract:
Multinational food companies are a key “vector” for non-communicable disease,
thanks to their role in manufacturing, selling, and promoting unhealthy foods and
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beverages. But unlike tobacco, public health advocates face an uphill battle in
securing government restrictions on the sale and marketing of unhealthy foods.
In an attempt to prompt government action, advocates have framed aspects of
chronic disease prevention as a human rights issue, including the promotion
of unhealthy foods and beverages to children. Their argument is that targeting
children in unhealthy food marketing infringes upon rights contained in the UN
Convention on the Rights of the Child, justifying state intervention to protect
children from unhealthy food advertising.
Rather than focusing on state obligations under international human rights law,
this paper looks at whether holding food companies responsible for human rights
infringements could benefit population health. This approach is worth considering
in light of the creation of an international framework that holds businesses
directly accountable for their impact on human rights, centred on the Guiding
Principles on Business and Human Rights. My paper explores the implications of
these principles (and other related instruments) for business practices in relation
to food marketing to children, and for states’ obligation to ensure that food
companies respect human rights. The paper concludes by exploring the pitfalls of
holding businesses directly responsible for their human rights performance, and
explains why states should retain a central role in protecting health and human
rights.

EXPLORING THE INTERSECTION OF INNOVATION AND AUTONOMY
A/Prof. Bernadette Richards1, Dr Tamra Lysaght
1 University Of Adelaide

Biography:
Bernadette comes from the Law School at the University of Adelaide and researches
in the areas of Tort Law, Medical Law, and Bioethics. She has contributed to texts on
medical law and co-authored a text book on Tort Law. Bernadette is Chair of a major
clinical research ethics committee and is the Associate Editor (Law) of the Journal of
Bioethical Inquiry. She is the Deputy Director, Research Unit for the Study of Society,
Law and Religion (RUSSLR) and President of the AABHL. Current projects include,
access to innovative treatment, issues around organ donation and medical decisionmaking through advance care directives.
Abstract:
In our world of continuous technological advancement it is almost inconceivable
that we cannot cure every disease and ensure ongoing good health. Over time we
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have seen repeated examples of medical miracles where the apparently incurable
becomes curable and the specter of mortality has retreated. This ongoing
development of medical technologies has given rise to a broad and unquestioning
acceptance that eventually, all diseases will be treatable. In this climate of
enthusiastic embracing of medical advancement it becomes incomprehensible
to a patient when they become aware of a potentially new form of treatment but
they are denied access on grounds of safety. The current view is that the ‘new’
represents ‘improved’ and to deny access is to undermine basic right to health. It
is thus unsurprising that the patient’s right to access or try innovative therapies
and treatments is gaining increasing attention from scholars in biomedical ethics,
law and clinical medicine. The dialogue around this issue stems from a rights
based discourse with advocates of expanded access to treatment emphasising the
patient’s right to treatment and therefore good health. Underlying this position
is the assumption that all innovative treatment is good treatment and will be
effective, thus ignoring the reality of all medical treatment that positive outcomes
are not guaranteed. This paper will challenge this view and consider whether
or not there is an outer limit to the right to access unproven treatment and
therefore, a limit to the exercise of individual autonomy.

IS THERE AN ACCEPTABLE AND FEASIBLE MODEL FOR
PROVIDING CLINICAL ETHICS SUPPORT IN THE PRIMARY CARE
SETTING?
Kate Robins-Browne1, Nancy Sturman2, Kelsey Hegarty3, Christopher
Dowrick4, Victoria Palmer5
1 Department of General Practice, Melbourne Medical School, The University of Melbourne, 200 Berkeley St,
Carlton, Vic, 3053, k.robinsbrowne@unimelb.edu.au
2 University of Queensland Medical School; 288 Herston Road, Herston, Qld, 4006
3 Department of General Practice, University of Melbourne, 200 Berkeley St, Carlton, Vic, 3053
4 University of Liverpool, Institute of Psychology, Liverpool; United Kingdom; L69 3BX
5 Department of General Practice, University of Melbourne, 200 Berkeley St, Carlton, Vic, 3053

Biography:
Kate Robins-Browne is a general practitioner with an interest in clinical ethics.
Her PhD explored decision making when the patient’s ability to participate is
compromised. This drew her attention to the difficulties clinicians face when they
encounter ethical dilemmas and the lack of formal ethics support for healthcare
providers.
Abstract:
High quality healthcare provision is an intrinsically ethical activity, the ethical
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nature of which often goes unnoticed until a problem arises. Clinical ethics
support services (CESSs) can assist to address these ethical problems and
dilemmas that arise in healthcare. A CESS can take a variety of forms, including
an individual ethicist (ethics consultant) integrated within a care setting or
acting as an external consultant, or, an ethics team/committee also integrated
or external to a health care organisation. Current CESSs are largely designed
for the hospital setting and there is no existing CESS for primary care services.
Yet, primary care presents its own ethical complexities which are often quite
different to those that occur within the hospital setting; the very factors that are
seen as protective, such as the ongoing relationship between primary healthcare
professionals and their patients, can become a source of ethical tension. A
hospital based CESS cannot be directly translated to the primary care setting,
as a primary care CESS needs accommodate the smaller nature of general
practices and be responsive to the kinds of dilemmas that emerge in the primary
care setting. To develop a CESS model for primary care we needed to know what
ethical problems general practitioners (GPs) and primary care practice nurses
(PNs) encounter, how they currently address these, and their perception of the
acceptability and feasibility of CESS models. In this paper we present findings
from 6 focus groups conducted with GPs (3) and PNs (3). The focus groups aimed
to identify the ethical concerns of these professionals and their responses to five
existing CESS models. We outline the challenges and opportunities for individuals
and systems that participants identified for each model, and consider whether it
would be possible to develop a CESS for primary care.

PROCEDURES AND PROCESSES: GENERAL PRACTITIONERS’
AND PRACTICE NURSES’ EXPERIENCES OF ETHICAL DILEMMAS
WITHIN PRIMARY CARE
Kate Robins-Browne1, Nancy Sturman2, Kelsey Hegarty3, Christopher
Dowrick4, Victoria Palmer5
1 Department of General Practice, Melbourne Medical School, The University of Melbourne, 200 Berkeley St,
Carlton, Vic, 3053, k.robinsbrowne@unimelb.edu.au
2 University of Queensland Medical School; 288 Herston Road, Herston, Qld, 4006
3 Department of General Practice, University of Melbourne, 200 Berkeley St, Carlton, Vic, 3053
4 University of Liverpool, Institute of Psychology, Liverpool; United Kingdom; L69 3BX
5 Department of General Practice, University of Melbourne, 200 Berkeley St, Carlton, Vic, 3053

Biography:
Kate Robins-Browne is a general practitioner with an interest in clinical ethics.
Her PhD was focused on decision making when the patient’s ability to participate
is impaired. This drew her attention to the difficulties healthcare providers
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encounter when they face ethical dilemmas and the lack of formal support
structures, particularly for primary healthcare providers.
Abstract:
A significant proportion of healthcare takes place in the primary care setting,
but the clinical ethics literature is heavily weighted towards problems that
occur in the inpatient (secondary care) settings. Inpatient problems may be
more time critical and garner more attention, but primary care presents its
own ethical dilemmas and challenges which to date have received only minimal
attention in the published literature. Primary healthcare professionals (PHPs)
experience ethical tensions within their relationship with the patient, the family,
other healthcare professionals, and the health service system and attendant
regulations. There is currently no formal mechanism whereby a PHP can seek
support regarding an ethical problem. Furthermore, while it is recognised that
primary care ethics is different to hospital ethics, there is relatively little research
regarding PHPs’ experience of these problem or the supports they use to address
them. To address this gap we conducted 6 focus groups with Victorian GPs (3
groups) and primary care practice nurses (PNs) (3 groups) as part of a study to
explore clinical ethics support services (CESS) for primary care. The focus groups
were audio-recorded and a note taker documented the group processes and
interactions. The data for each group was integrated into a single document and
analysed thematically. We found that GPs and PNs tended to recount different
ethical problems. GPs commonly described difficulties in maintaining the doctorpatient relationship, particularly in situations where there was conflict within
the relationship, and were concerned with the blurring of the boundaries of the
relationship; they had a greater focus on process. By contrast, PNs were more
likely to identify tensions within their working relationships, in particular with
the GPs; they had a greater focus on procedures. The two groups also utilised
different supports to resolve their concerns. Both groups thought a primary care
CESS would be useful.
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BIOETHICS, ADVOCACY AND ACTIVISM
Wendy Rogers 1, Heather Draper 2, Jackie Leach Scully 3, Greg Moorlock2
1 Macquarie University, NSW 2109, wendy.rogers@mq.edu.au
2 University of Birmingham, Edgbaston, Birmingham B15 2TT, UK
3 Newcastle University, Newcastle upon Tyne, Tyne and Wear NE1 7RU, UK

Biography:
Wendy Rogers works across a range of topics in clinical, research and
philosophical bioethics. Her current research interests include the definition
of disease and the ethics of overdiagnosis, the ethics of surgical innovation
and research, and vulnerability. Her interest in bioethics advocacy stems her
grounding in feminist ethics, and includes concerns about conflicts of interest in
medical research and clinical care, and more recently, organ harvesting.
Abstract:
In this paper, we explore what counts as advocacy and activism in bioethics, and
why academic bioethicists may be reluctant activists. There are several recent
and current examples of human rights and other abuses within biomedicine and
public health, such as credible and mounting evidence that Chinese prisoners of
conscience are reverse matched and killed on demand for their organs. How do,
and should, bioethicists who become aware of such events respond?
Activism and advocacy may include: i) overt activism in which an individual’s
standing as an academic bioethicist adds credibility to their whistle blowing, such
as Carl Elliott’s advocacy for the late Dan Markingson, or Peter Singer’s animal
rights work and recent effective altruism advocacy; ii) stealth advocacy, e.g. by
quietly promoting gender equity policies within one’s institution; and iii) advocacy
and activism conducted as a private citizen.
Given the emotive nature of many of the topics tackled by bioethics there is
surprisingly little overt advocacy (type i). Why might this be so? First, some issues
are framed as political rather than bioethical, apparently ruling them out of
scope. Second, professional fatigue or burn out may discourage individuals from
taking up bioethical as opposed to other kinds of advocacy as private citizens.
Third, institutional pressures generated by conflicts of interest can be powerful
dissuaders. There may be concerns about real or perceived loss of academic
distance and impartiality if identified as activist, or fear that one’s academic
credibility may be undermined. Fourth, advocacy seems a poor fit with prevailing
metrics for evaluating academic performance. Finally, there is a potential
tension between scholarship and advocacy, given the prima facie commitment of
professional bioethicists to explore ideas and concepts without prior commitment
to particular outcomes.
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We will conclude, with some provisos, that bioethics should include elements of
advocacy and activism.

ABSTRACTS
of DTCPGT. This is in part because the scientific knowledge is still limited and
because this kind of data always reveals different forms of uncertainty. We may
also place too much faith in the relevance and power of genetic information while,
at times, overlooking the importance of our social networks and life-stories.

SEEKING SECURITY WITH PERSONAL GENOME TESTING
Jacqueline Savard1, Julie Mooney-Somers1, Ainsley J Newson1, Ian Kerridge1
1 Centre for Values, Ethics and the Law in Medicine, School of Public Health, The University of Sydney, Level 1,
Medical Foundation Building (K25), 92-94 Parramatta Road, Camperdown, NSW, 2006

Biography:
Dr. Jacqueline Savard is a postdoctoral researcher at the Centre for Values, Ethics
and the Law in Medicine (VELiM) at the University of Sydney. Her research focuses
on the ethics of personal genomics in Australia. She is part of a nation-wide
research project (GeniOz), funded by the Australian Research Council, to study
Australian perspectives on genomics.
Abstract:
Advances in genetics and genomics provide new and powerful ways for individuals
to understand their past and predict their futures. Increasingly, personal genetic
information can be accessed in a number of ways. Direct-to-consumer genetic
information sourced from the marketplace is one such method that is heavily
and directly promoted to consumers. While this can be seen as an inevitable
and valuable democratization and dissemination of biomedical knowledge, it is
not unproblematic. Importantly, there is often a discrepancy between consumer
expectations of what personal genome tests may provide and the explanatory
power that they find they have.
In this presentation, we will draw on findings from a mixed methods research
project that explored Australian consumers’ beliefs, knowledge, expectations
and experiences of direct- to-consumer personal genome testing (DTCPGT). This
research involved a public survey, in-depth qualitative interviews with consumers
of DTCPGT and an autoethnography.
The results of this research reveal that while DTCPGT may have value, both for
consumers and for society, this is contextually dependent. Importantly, we claim
that seeking DTCPGT is best understood as a risk ritual, enabling ‘securitization.’
That is, an individual will seek genetic knowledge about their self through
DTCPGT because they believe it will enable them to confirm ‘certainties’ about
their life and to decrease ‘uncertainties’.
The implications of this process illustrate the reality of that DTCPGT. That is,
instead of decreasing uncertainty, it often reinforces unknowns for consumers
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LEGALISED PHYSICIAN ASSISTED DEATH IN THE AUSTRALASIAN
CONTEXT: AT THE INTERSECTION BETWEEN ETHICS, LAW AND
END OF LIFE CARE
Linda Sheahan1
1 Centre for Values Ethics and the Law in Medicine, The University of Sydney, Medical Foundation Blg K25,
University of Sydney, NSW 2006, Clinical Ethics Consultant and Staff Specialist Palliative Care, South East Sydney Local Health District , Research Support Office, G71, East Wing Edmund Blacket Building, Prince of Wales
Hospital, Randwick NSW 2031,Linda.sheahan@health.nsw.gov.au

Biography:
Dr Linda Sheahan is a Palliative Medicine Physician and Clinical Ethics
Consultant for the South East Area Health Service NSW. She is a Fellow of the
Royal Australian College of Physicians and the Australasian Chapter of Palliative
Medicine, holding a conjoint appointment with UNSW medical school. She has
a Fellowship in Clinical and Organisational Ethics with the Joint Centre for
Bioethics in Toronto, Canada, and is the Clinical Ethics Consultant for South East
Sydney Local Health District. She is an Honorary Associate with the Centre for
Values, Ethics and the Law, University of Sydney.
Abstract:
The issue of physician assisted death (PAD) remains a highly contested. There are
a number of jurisdictions around the world that have for some time had forms
of legalised assisted death, including the Netherlands, Belgium, Luxembourg,
Switzerland, and the U.S. states of Oregon, Washington State, Vermont and
Montana. More recently, California and Canada have introduced PAD legislation.
In June 2016, the Parliament of Victoria Legislative Council’s Legal and Social
Issues Subcommittee Inquiry into End of Life Choices recommended legalisation
of assisted death in the Australian state of Victoria.[1] This paper will briefly
review the ethical arguments for and against legalisation of assisted death,
summarise the international experience of assisted death in jurisdictions where it
has been legalised, and contextualise the recommendation for legalised assisted
death in Australia with reference to end of life care more broadly. It will finish with
identification of the questions that yet need to be answered to help guide next
steps at the intersection between bioethics, end of life care, and the law.
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[1] Parliament of Victoria Legislative Council’s Legal and Social Issues
Subcommittee Inquiry into End of Life Choices Final Report. Accessed 16 June
2016 at: http://www.parliament.vic.gov.au/images/stories/committees/SCLSI/
EOL_Report/LSIC_58-05_Text_WEB.pdf).

THE NEED FOR EVERYDAY ETHICS IN CLINICAL PRACTICE WITH
PEOPLE WHO ARE SUBSTANCE DEPENDENT
David A Silkoff1
1 Centre for Health Equity, Melbourne School of Population and Global Health, 207 Bouverie Street, The University of Melbourne, Victoria 3010, dsilkoff@student.unimelb.edu.au

ABSTRACTS
Textbooks concentrate on applying ethical principles to hypothetical situations.
I will argue that to help with ethical reflection within practice, research should
focus on the everyday work and experiences of practitioners. Ethical challenges
may benefit from a detailed empirical approach to everyday ethics within the
substance use field. This will also broaden the currently narrow study of ethics
within a complicated area of healthcare.

PRE-IMPLANTATION GENETIC DIAGNOSIS (PGD) AND THE
PROHIBITION ON PRO-DISABILITY SELECTION: THE NEED FOR
PUBLIC CONSULTATION IN AUSTRALIA

Biography:

Dr Malcolm Smith1

David Silkoff is a PhD student in the Centre for Health Equity at the University
of Melbourne. He is studying the everyday ethics of practitioners working with
people who have problematic substance use. David is also a nurse practitioner
in the Alcohol and Other Drug sector, and he prescribes pharmacotherapy
within this field. His interest in ethics within daily practice grows from his own
experience of ethical challenges, and exploring possible frameworks to assist
with these.

1 Senior Lecturer, Australian Centre for Health Law Research, Faculty of Law, Queensland University of Technology, GPO Box 2434, Brisbane, Qld, Australia 4001. E-mail: mk.smith@qut.edu.au

Abstract:
This paper argues for a richer understanding of how ethical challenges are
embedded within the everyday practice of practitioners within the field of
substance misuse. This will benefit both thinking regarding ethics and clinical
practice. I describe my own experiences of ethical and legal grey areas in routine
clinical practice as an experienced clinician in the field. Examples include
decisions such as what to do in respect to prescribing a medication for opioid
dependence when any beneficial impact appears negligible; and addressing
hazardous mixing of prescribed and non-prescribed drugs.
To assess whether research in ethics could assist with these challenges. I
conducted a systematic review of 20 high ranking journals in bioethics, using
the terms drug dependen* OR substance dependen* OR alcohol*; and of 20 high
ranking substance misuse journals using the terms ethic* OR moral*. I also
examined textbooks in the field of ethics in substance use work.
Within published research, representation of clinicians’ everyday ethical
challenges was almost absent. Most work concerning ethics and substance
use concentrates on research ethics, or applying ethical theory to specific
interventions or policy. Studies using empirical data at all were a minority.
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Biography:
Dr Malcolm Smith is a Senior Lecturer at the QUT Law School. He is co-leader of
the Children’s Health and Beginning of Life research program in the Australian
Centre for Health Law Research. Malcolm’s research focuses on the law relating
to children and medical treatment and the legal and ethical issues associated
with assisted reproductive technology (ART), particularly embryo selection
technologies. Malcolm’s current research project examines the regulation of
cross-gender hormone therapy for the treatment of childhood gender dysphoria.
Malcolm has published extensively in the area of children’s health and ART.
Abstract:
The National Health and Medical Research Council’s (NHMRC) Ethical
Guidelines on the Use of Assisted Reproductive Technology in Clinical Practice and
Research (2007) have recently undergone review. One aspect of the guidelines
relates to the regulation of pre-implantation genetic diagnosis (PGD). Prior to the
review, the Guidelines stated that ‘pending further community discussion’, the
technology should not be used to select in favour of a ‘genetic defect or disability
in the person to be born’. The draft Guidelines released ahead of the public
consultation have moved away from an emphasis on ‘community discussion’, to
the statement that PGD ‘may not be used to select in favour of a genetic defect in
the person who would be born’, therefore implying that a process of consultation
has settled the issue of ‘pro-disability selection’.
This particular issue was not a focus of the Assisted Reproductive Technology
(ART) Working Committee’s review, nor has it been the subject of community
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discussion in Australia. In this paper, I outline how the regulatory position against
selecting in favour of genetic defects is something that requires appropriate
consideration, thus necessitating engagement with appropriate stakeholders in
the community. In particular, I do this by drawing upon the reform process in the
UK where changes were made to the law without adequate public consultation,
thus sparking significant criticism against the prohibition on pro-disability
selection.

“I DON’T SEE IT AS A MEDICAL PROBLEM”: CLINICIAN’S
ATTITUDES AND RESPONSES TO REQUESTS FOR COSMETIC
GENITAL SURGERY BY ADOLESCENTS
Merle Spriggs1, Lynn Gillam2
1 Children’s Bioethics Centre, Royal Children’s Hospital / University of Melbourne, Flemington Road, Parkville,
Victoria, 3052, merle.spriggs@mcri.edu.au
2 Children’s Bioethics Centre, Royal Children’s Hospital / University of Melbourne, Flemington Road, Parkville,
Victoria, 3052 l.gillam@unimelb.edu.au

Biography:
Dr Merle Spriggs is an ARC Research Fellow at the Children’s Bioethics Centre,
Royal Children’s Hospital; the Centre for Health Equity, Melbourne School
of Population and Global Health, University of Melbourne; and an Honorary
Research Fellow at the Murdoch Childrens Research Institute. She has a PhD in
Bioethics and her expertise is in the areas of informed consent, patient autonomy,
paediatric ethics, empirical ethics and the ethics of research practice. Her
publications are predominantly in this area and she is author of Autonomy and
patients’ decisions. She is currently working on a project titled: ‘The ethics of
altering children’.
Abstract:
Labioplasty is a form of genital surgery to reduce large or protruding labia
minora. Internationally, the rates of this surgery among women and girls is
increasing and people are worried about it. Medicare data shows that the biggest
increase in Australia is among 15 to 24 year olds. This is described in the medical
literature as a disturbing trend.
Our focus is under 18s and currently, the main clinical strategy when clinicians
are approached by under 18s requesting labioplasty is to reassure them that they
are normal. This is done by talking about variation of labia size and appearance
and showing pictures demonstrating the wide range of what is normal female
genital appearance.
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In order to find out on what basis clinicians decide how to treat or manage
adolescent patients seeking labioplasty, we interviewed clinicians who are likely
to be approached by under 18s requesting this surgery. Our findings support the
usual strategies but other interesting issues that have not figured previously in
the literature came out as well. In this paper we discuss the following new issues:
1.

What is the ethically acceptable response to those adolescents who still have
major concerns after the standard reassurance strategy? There is a category
of girls who persist by saying “Well I don’t like it!”

2.

The ethical significance of the adolescent’s stated reason for wanting
labioplasty. Are reasons related to “function” more valid than reasons related
to “appearance”?

3.

What is the proper role of medicine in relation to labioplasty? Is surgery ever
an ethically justified response to the issues? Does anyone ever “need” this
surgery?

EXPLORING NEWLY CHARTERED TERRITORY: CAN LEGAL
MEDIATION PROCESSES BE OF BENEFIT IN CLINICAL
CONFLICTS?
Associate Professor Nikola A. Stepanov1 2, Doctor Nicole Ash 3
1 Division of Tropical Health & Medicine, James Cook University, JCU Clinical School, The Townsville Hospital ,
100 Angus Smith Drive, Douglas QLD 4814 nikola.stepanov@health.qld.gov.au
2 Centre for Health Ethics, Law and Education in the Tropics (CHELE), JCU Clinical School, The Townsville
Hospital , 100 Angus Smith Drive, Douglas QLD 4814
3 Bespoke Dispute Management, Ground Floor, 53 Martin Place, Sydney 2000

Biography:
A/Prof Nikola Stepanov is the Director of the Centre for Health Ethics, Law, &
Education (CHELE) in the Tropics; Chair of the Townsville Hospital and Health
Service Human Research Ethics Committee; and a Board Director at Central West
Hospital and Health Service.
Nikola is an ethicist, and is accredited as a (NMMAS) mediator by the Department
of Justice, Qld; and as a Family Dispute Resolution Practitioner by the Federal
Attorney General Department (children and property). Her main professional and
research interests are in legal realism, paediatric ethics, and clinical mediation.
Abstract:
Mediation and alternative dispute resolution processes are now well established
in most areas of law including in the family law setting.
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The ethos of mediation is that mediator should act as facilitator to encourage any
parties to the dispute to work together to resolve conflict. Generally it is preferred
to litigation, particularly where the parties need to work together to preserve a
functional relationship. It may also be preferable on occasion to more prescriptive
approaches such as clinical ethics committees.
In the family law setting co-parents in dispute need to find a way to work together
for the sake of any children to the relationship. Similarly, in the clinical setting
it is often critical to the wellbeing of affected patients (including children) that
decision-makers and decision-influencers discuss issues and reach agreement in
a timely, functional manner whilst preserving the relationship.
In this paper we discuss whether there is space for mediation in the clinical
setting when disputes arise. Our primary purpose is to invite discussion on
the use of clinical mediation generally; and to consider how current mediation
models can be adapted to work effectively within the highly nuanced and complex
area of health.

SUFFERING, EUTHANASIA AND PROFESSIONAL EXPERTISE
Xavier Symons1
1 Research Associate, Institute for Ethics and Society, University of Notre Dame Australia. L1, 104 Broadway
(PO Box 944), Broadway NSW 2007. Email: xavier.symons@nd.edu.au

ABSTRACTS
is far more complex than mere physiological pain and distress. In the second
section of the paper I argue that the sort of suffering experienced by patients
desiring euthanasia falls outside the area of expertise of clinicians; I suggest
that clinicians are acting beyond their professional capacity when they make
a judgment about the appropriateness of euthanasia for such individuals. I
conclude by presenting a number of options for policy makers to address this
problem of professional expertise.

ETHICAL ISSUES IN GLOBAL HEALTH PLACEMENTS:
REFLECTIONS ON PERSONAL EXPERIENCE
Benjamin Tassie1, Bronwen Morrell2
1 St Vincent’s Hospital, Sydney, 390 Victoria Street, Darlinghurst, Sydney 2010
2 Centre for Values, Ethics and the Law in Medicine, Level 1, Medical Foundation Building, K25, University of
Sydney, NSW 2006

Biography:
Over the last four years, Benjamin has been working as a medical officer at St
Vincent’s Hospital in Sydney. He has recently returned from a 10 week placement
in Gizo Hospital, Solomon Islands where he managed the emergency department
and conducted outreach clinics. He is currently completing his masters in
bioethics at the University of Sydney.

Biography:

Abstract:

Xavier is a Research Associate with the Institute for Ethics and Society at the
University of Notre Dame. He is also a PhD candidate with the Centre for Moral
Philosophy and Applied Ethics at the Australian Catholic University. In 2016 he
is a visiting scholar at Georgetown University’s Pellegrino Center for Clinical
Bioethics. Xavier is deputy editor of the onlin bioethics news service BioEdge.

In recent years global health ethics has begun to address ethical issues emerging
from short-term global health placements of health practitioners. This includes
issues arising from short-term medical volunteerism by doctors and other health
professionals, medical student global health electives, and other forms of global
health outreach work. For over a decade St Vincent’s Hospital Sydney has been
sending Senior Resident Medical Officers to Gizo Hospital, Solomon Islands as
part of a joint initiative with the Honorary Consul for the Solomon Islands. In
2015 I spent 10 weeks in Gizo Hospital as part of this initiative. The experience
was educational, inspirational, and incredibly challenging. In this presentation
I will describe my experiences, outline the challenges and complexities I faced
in my day-to-day life and work in the Solomon Islands, and discuss the ways in
which these experiences highlight the ethical issues of such programs. I will then
promote discussion amongst conference attendees about these ethical issues,
the ways in which practitioners participating in these programmes might be best
prepared and supported, and the role such programmes might play in promoting
global health advocacy.

Abstract:
Many bioethicists have considered the question, ‘is appropriate for a doctor to be
involved in actively ending a patient’s life’? Discussion of this issue has typically
focused on the compatibility of euthanasia with the doctor’s role as a ‘healer’.
In this paper I approach the question from a different angle; I consider whether
doctors are qualified to make the value judgement involved in assessing the
appropriateness of euthanasia for a patient.
I begin my paper by discussing the nature of suffering, and specifically the
nature of the suffering experienced by patients who request euthanasia. I
argue that the kind of suffering experienced by patients requesting euthanasia
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SHOULD PATIENTS CONSENT TO TREATMENT BY TRAINEES?

Abstract:

Dr Cordelia Thomas1

Uterine transplants are now a real medical possibility (Brännström et al. 2015).
Like other types of transplantable human organs, wombs are expected to be
in very high demand, and the supply is likely to be small. Given this, difficult
decisions need to be made about (justifiable) eligibility criteria for access to the
scarce transplantable uteruses available.

1Office Of The Health And Disability Commissioner

Biography:
Dr Cordelia Thomas is the Associate Commissioner- Investigations for the Health
and Disability Commissioner. She was previously the HDC Acting Chief Legal
Advisor, Specialist Senior Legal Advisor and Investigations Manager.
Previously, she was the senior legal advisor for Toi te taio : the Bioethics Council.
She was a senior lecturer in law at Massey University and continues to teach
Public Health Law.
Her research interests include medical law and bioethics . She has published
widely and is the author of several textbooks.
Abstract:
Maintenance of an effective medical workforce is dependent on ongoing training
of medical professionals. Training includes theoretical and practical training and
at some stage trainees must perform procedures for the first time.
Informed consent is the cornerstone of the NZ Code of Rights. The code
requires the patients are given the information that a reasonable person in their
circumstances would expect to receive. If informed some patients may refuse to
be treated by a trainee.
This paper considers with reference to decided HDC cases whether patients
should be informed that the person performing a procedure on them is a trainee
and, if so, whether a disclaimer in the consent form is sufficient.

MORALLY UNJUSTIFIED CONDITIONS ON ACCESS TO SCARCE
TRANSPLANTABLE UTERUSES
Ryan Tonkens1
1 Centre for Human Bioethics, Monash University, Wellington Rd., Clayton VIC, 3800,
ryan.tonkens@monash.edu

Biography:
Dr Tonkens received his PhD in Philosophy in 2012. His main research areas are
in applied ethics and bioethics, especially reproductive ethics, transplantation
ethics, and the ethical issues accompanying recent developments in artificial
intelligence and robotics research.
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There have been some recent arguments in the literature that suggest that the
expected parenting ability of the woman to receive the transplant ought to play a
role in allocation decisions. For example, the Revised Montreal Criteria for the
Ethical Feasibility of Uterine Transplantation(Lefkowitz, Edwards and Balayla 2013)
includes as one of its assessment criteria that the woman “does not exhibit
frank unsuitability for motherhood” (p.924). Moreover, Bayevsky & Berkman
(2016) suggest that “child-rearing capacity” ought to be considered when making
allocation decisions regarding available wombs. [The most recent NHMRC (2016)
and TSANZ (2016) guidelines on eligibility for transplantable organs do not
mention uterine transplantation at all].
The purpose of this paper is to challenge the inclusion of such non-medical
eligibility criteria, regarding anticipated parenting ability: (1) As there is nothing
about fertility status that says anything about parenting ability, and not all kinds
of family builders are being screened prior to pursuing their family building
goals, the inclusion of this information is an example of “infertilitism”, i.e. undue
discrimination based on fertility status; (2) appealing to the best interests of the
(potential, future) child is medically and morally irrelevant in this context, and it
is not clear that uterine transplants ought to be made available exclusively for
the purpose of gestating new life; and (3) parenting ability is very difficult to
predict ahead of time, and medical professionals cannot be expected to have the
necessary ‘expertise’ to make such assessments.

SELF-REGARDING/MOTHER-REGARDING? FEMALE AUTONOMY
AND MATERNAL OBLIGATIONS DURING PREGNANCY
Bridie Walsh1, Adrian Walsh2
1 University of Melbourne
2 University of New England

Biography:
Adrian Walsh is an Associate Professor in Philosophy at the University of New
England. He works mainly in political philosophy and applied ethics. He has
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published on the ethics of markets, on the philosophy of economics and on
questions of philosophical method. His most recent work is the co-edited
collection, The Ethical Underpinnings of Climate Economics.
Bridie Walsh is a law student at the University of Melbourne currently completing
her Juris Doctoral degree. Her undergraduate work was in Politics and History.
Abstract:
In 1991 in the landmark case of Lynch v Lynch, the NSW Court of Appeal, held
that a woman found to be guilty of negligent driving while pregnant could
subsequently be sued by the child for harms inflicted as a result of prenatal
injury. The court restricted the finding to cases where the driver had motor vehicle
insurance in order to limit its range of applicability. Nonetheless, concerns were
raised about the extent to which this might unconscionably limit women’s choices
while pregnant. In a similar case in Canada, the fear of setting a precedent and
restricting women’s autonomy led the court to reject the claim for damages. The
findings in the Australian case raise many ethical questions concerning, amongst
other things, the extent to which a woman’s autonomy can and should be
curtailed when bearing a child she intends to carry to term. What moral and legal
limits upon women’s activities whilst pregnant should be regarded as acceptable?
In exploring this question, the paper will draw upon John Stuart Mill’s Harm
Principle in which a distinction is drawn between self-regarding and other
regarding actions and, according to which, one can engage in harmful activity so
long as it does not impinge upon others. The problem is that just about anything a
woman might do while pregnant, including driving a car or walking up the street
(to take two everyday examples), could conceivably harm the future child. How
do we balance the rights of women to lead normal lives whilst pregnant with the
rights of the future child? In this paper we argue that while some restrictions on
the range of activities undertaken by pregnant women are justifiable, concerns
with the well being of the future child are not absolute trumps and we provide
some basic guidelines for distinguishing between legitimate and illegitimate
restrictions.. This paper also raises critical questions about whether John Stuart
Mill’s moral distinction between self–regarding and other-regarding harms—
which is typically thought to safeguard autonomy—might well be overly restrictive
when applied to pregnant women.
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COMMUNITY KNOWLEDGE OF LAW AT THE END OF LIFE
Professor Ben White1, Professor Lindy Willmott2, Associate Professor Cheryl
Tilse3, Professor Jill Wilson4, Dr Deborah Lawson5, Professor Jeffrey Dunn6,
Ms Angela Pearce7, Professor Joanne Aitken8, Dr Rachel Feeney9
1 Australian Centre for Health Law Research, Queensland University of Technology, GPO Box 2434,
Brisbane Qld 4001, bp.white@qut.edu.au
2 Australian Centre for Health Law Research, Queensland University of Technology, GPO Box 2434,
Brisbane Qld 4001
3 School of Nursing, Midwifery and Social Work, The University of Queensland, Brisbane Qld 4072
4 School of Nursing, Midwifery and Social Work, The University of Queensland, Brisbane Qld 4072
5 Cancer Council of Victoria, 100 Drummond Street, Carlton Vic 3053
6 Cancer Council Queensland, PO Box 201, Spring Hill Qld 4004
7 Cancer Council New South Wales, PO Box 572, Kings Cross NSW 1340
8 Cancer Council Queensland, PO Box 201, Spring Hill Qld 4004
9 Australian Centre for Health Law Research, Queensland University of Technology, GPO Box 2434,
Brisbane Qld 4001

Biography:
Professor Ben White is a Director of the Australian Centre for Health Law
Research at the Queensland University of Technology (QUT). He has published
extensively in the area of health law, with a particular focus on end of life
decision-making and adult guardianship law. Ben graduated with first class
Honours and a University Medal in Law from the Queensland University of
Technology. He won a Rhodes Scholarship to complete a DPhil at Oxford
University, where his doctoral thesis investigated the role that consultation
plays in the law reform process. Before joining the Law School, he worked as
an associate at the Supreme Court and at Legal Aid Queensland. Between 2005
and 2007, Ben was appointed as the full-time Commissioner of the Queensland
Law Reform Commission where he had carriage of the Guardianship Review on
behalf of the Commission. He also served as a part-time Commissioner between
2007 and 2010. He is presently undertaking a number of ARC and NHMRC funded
studies examining law at the end of life.
Abstract:
We report on research undertaken as part of a three year Australian Research
Council-funded study examining community members’ understanding and
use of law when participating in medical treatment decisions at the end of life.
There has been little Australian research undertaken on general community
knowledge of end-of-life law. It is also unclear how knowledge of end-of-life law
affects people’s involvement in making treatment decisions for themselves or
their loved ones. Part of this project involved a large scale survey (n = 1175) of a
representative sample of adults from Queensland, New South Wales and Victoria,
conducted using computer assisted telephone interviewing. The survey explored
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the extent to which adults know their legal duties, rights and powers as patients
or substitute decision-makers, the sources from which people derive relevant
legal knowledge (e.g., family, doctors, legal services, the internet), experiences of
end-of-life decision-making and demographics. Surveys were adapted for each
State law. Findings presented will include levels of community knowledge on
end-of-life law, how people would seek information if needed, predictors of legal
knowledge and details of decision-making experiences.

clear parameters for deliberation. Response from reviewers was positive yet
the paper remains unpublished, ostensibly because it lacks “primary source
evidence”. There was also acknowledgement of the controversial nature of the
topic and potential to alienate their professional readers.
We will use this experience to prompt group discussion, asking:
•

Should bioethicists strive to engage with stakeholders and influence policy
and practice? If so, how?
– How can bioethics research most effectively find its voice?

DOING BIOETHICS: (HOW) SHOULD WE ENGAGE WITH THOSE WE
CRITIQUE?
Jane Williams , Christopher Mayes , Wendy Lipworth
1

1

1

1 Centre for Values, Ethics and the Law in Medicine, Medical Foundation Building (K25) University of Sydney,
NSW 2006 Australia

Biographies:
Ms Williams is a final year PhD student at the Centre for Values, Ethics, and the
Law in Medicine (VELiM). She is working on the ethics of cancer screening, and
conflicts of interest in medicine.
Dr Mayes is a post-doctoral researcher at VELiM. His areas of work include
conflicts of interest in medicine, continental philosophy, and food ethics.
Dr Lipworth is a senior research fellow at VELiM. She works on conflicts of
interest in medicine, the ethics of biobanking, and the ethics of drug development.
Abstract:
Successful research is increasingly characterised as that which has ‘impact’,
engages with stakeholders, and informs policy and practice. However
policymakers can be slow to respond to evidence and practitioners can be hostile
to recommendations. These problems may be greater for bioethicists as our work
often adds further nuance to already complex issues and may involve critiques
of those whose engagement is sought. At best, our work tends to be viewed as
peripheral in the eyes of policymakers and practitioners and it can be difficult
to even find a voice in “real world” debates. In this workshop, we will generate
discussion about the challenges faced by bioethicists who want to both critique
current practice and influence policy and practice. We will begin by describing our
attempts to engage with the Assisted Reproductive Technology (ART) industry on
our work in conflicts of interest (COI). Following recent media focus on perceived
COI in ART in Australia, we wrote a paper which called for debate and set out
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– How can different conceptions of evidence be negotiated?
•

More generally, what do concepts like ‘impact’, ‘significance’, ‘innovation’
‘engagement’, and ‘translation’ mean in the context of bioethical
scholarship?

We will ask audience members to reflect upon and share their own experiences of
“doing bioethics” with a view to informing policy and practice.

TWO DECADES OF EUTHANASIA LAW REFORM ATTEMPTS IN
AUSTRALIA: ARE THERE ANY LESSONS TO BE LEARNT?
Professor Lindy Willmott,1 Professor Ben White,2 Christopher
Stackpoole,3 Dr Kelly Purser,4 Dr Andrew McGee5
1Australian Centre for Health Law Research, Faculty of Law, Queensland University of Technology, 2 George
Street, Brisbane 4000, Queensland, Australia, l.willmott@qut.edu.au
2Australian Centre for Health Law Research, Faculty of Law, Queensland University of Technology, 2 George
Street, Brisbane 4000, Queensland, Australia, bp.white@qut.edu.au
3 Australian Centre for Health Law Research, Faculty of Law, Queensland University of Technology, 2 George
Street, Brisbane 4000, Queensland, Australia, christopher.stackpoole@protonmail.com
4 Australian Centre for Health Law Research, Faculty of Law, Queensland University of Technology, 2 George
Street, Brisbane 4000, Queensland, Australia, k.purser@qut.edu.au
5 Australian Centre for Health Law Research, Faculty of Law, Queensland University of Technology, 2 George
Street, Brisbane 4000, Queensland, Australia, a.mcgee@qut.edu.au

Biography:
Lindy Willmott is a Professor with the Faculty of Law at the Queensland University
of Technology and a Director of the Australian Centre for Health Law Research
at QUT. She researches in the area of health law, particularly end-of-life issues
and is currently undertaking a number of empirical research projects funded by
the ARC. She is also a Chief Investigator in a NHMRC funded Centre of Research
Excellence on End of Life. Lindy is also the author of many text books and is one
of the editors of the text ‘Health Law in Australia’.
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Abstract:

with VELiM, University of Sydney.

Law reform to allow euthanasia or physician-assisted suicide (or ‘assisted dying’
as it is commonly labelled now) is likely to occur in Australia at some point in the
future. The authors suggest that pressure to reform the law comes from a range
of factors: there is high and sustained public support for reform, an ageing and
increasingly informed population seeking greater choice at the end of their lives,
a changing legal landscape internationally and continued agitation for reform
from the media (including social media).

Patsi Michalson is a South African- born former Barrister and Senior Counsel
who practised extensively in the areas of Family Law and Medical Law before
recently moving to Australia where she now oversees Medico-Legal matters
for the Sydney Children’s Hospitals Network, which includes the two largest
children’s hospitals in NSW.

Over the past two decades or so, there has also been a sustained attempt by
individual politicians in most Australian states and territories to amend current
laws that prohibit such acts. More than 50 bills have been tabled since the first
voluntary euthanasia bill was introduced into the ACT Legislative Assembly by
an independent member of parliament, Michael Moore, on 16 June 1993. Yet (at
least at the time of writing this abstract), both euthanasia and physician-assisted
suicide remain unlawful throughout Australia.
In this paper, the authors present the results of its review of legislative attempts
in Australia over the past two decades. We examine who has been proposing
reform, relevant political affiliations and the role, more broadly, that party politics
has played. We have examined the nature of those attempts to better understand
the various legislative models that have been proposed, and the differences
between them. Through a close examination of parliamentary records, we also
identify a handful of those Bills that have been ‘close to passing’ (including the
Bill that was passed into law for a brief period in the Northern Territory), and
examine whether any conclusions can be drawn from why these Bills, although
unsuccessful (except for the Northern Territory Bill), garnered a greater degree of
political support.

Abstract:
Medical decision-making can be complex as parents of patients in the paediatric
context weigh up the treatment choices they have available for their child. In the
majority of cases, parents and the clinicians involved in the care of their child
come to a consensus view about the most appropriate treatment option(s) for the
paediatric patient. There are, however, occasions when divergent views strongly
held by both parties cannot easily be reconciled and where legal and ethical
considerations provide the only structure for resolving the impasse. Such cases
can sometimes result in legal experts becoming involved to the exclusion of
organisational ethics experts.
The workshop will commence with the proposition that discussions exploring
the ethical issues that arise in paediatric medical decision-making must be
embedded in considerations of lawful practice but that early discussions
involving ethics can often prevent their escalation to purely legal considerations
and improve the quality of the decision-making both in and out of Court. The
role that the inclusion of ethical deliberations can have in courts of law will be
highlighted and insight from a range of healthcare professionals with whom this
has been discussed will be provided. The proposition will be further considered by
workshop participants.
Other workshop themes include:
•

practical issues involved in the provision of advice from the areas of ethics
and law in the clinical context

•

perceptions around the merit of involving the two disciplines in the
conversations health providers have with parents

•

impediments to involving the two disciplines in discussions with parents

•

an exploration of how the two disciplines can work side by side to provide the
best outcome for patients, families, and clinicians.

RECONCILING ETHICS AND LAW IN THE CLINICAL CONTEXT
Vicki Xafis1, Patsi Michalson2
1 Sydney Children’s Hospitals Network, Children’s Hospital at Westmead, Corner Hawkesbury Rd &
Hainsworth St, Westmead, NSW 2145
2 Sydney Children’s Hospitals Network, Sydney Children’s Hospital, High Street, Randwick, NSW 2031

Biography:
Vicki Xafis is the Sydney Children’s Hospitals Network Clinical Ethics Coordinator.
She is a founding member of the Australasian Clinical Ethics Network and costream leader of the Clinical Ethics Stream, AABHL; a founding member and
Secretary of the PSANZ Perinatal Palliative Care Subcommittee; and affiliated
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Based on the presenters’ experience and input from workshop participants,
practical suggestions on how the two disciplines can work together effectively to
produce optimal outcomes will be summarised.
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SHOULD HEALTHCARE PROVIDERS BOYCOTT WORKING IN
AUSTRALIAN ASYLUM SEEKER DETENTION?
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Abstract:

Sam

Boyle

Tc Beirne School Of Law, University Of Queensland

QLD

Australian immigration detention has been identified as perpetuating ongoing
human rights violations. Concern has been heightened by the assessment of
clinicians involved and by the United Nations that this treatment may in fact
constitute torture. On this basis there has been increasing discussion as to
whether or not healthcare providers should continue to work in detention,
especially under the employ of the prison providers, and the Department of
Immigration. In essence such employment has been described as a “dual loyalty”
conflict, where the care of the patient is in conflict with the demands of the
employer and the state.
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Cynthia

Forlini

Centre For Values, Ethics And The Law In Medicine,
University Of Sydney
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Associate Professor Deborah Zion1, Professor Louise Newman2, Professor
Linda Briskman3
1 Centre for Cultrual Diversity and Wellbeing and Office for Research, Victoria University, Victoria, 8001.
2 Director of the Centre for Women’s Mental Health at the Royal Women’s Hospital and Professor of Psychiatry,
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3 Swinburne Institute for Social Research, Swinburne University of Technology, 3122.

Biography:

The question then remains: What are morally acceptable roles for healthcare
providers in the current asylum system, and is there any role for health care
providers in detention? If so, what might that be?
In order to answer these questions, we will present short papers on the meaning
of boycotts, the role of witnessing and dual loyalty conflict. We will then draw
on the experience of those who have worked in the detention setting to try and
resolve these questions.
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