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Making the law work better

for people with cancer

Reducing the impact of all cancers for

all Victorians is Cancer Council Victoria’s
(CCV) mission, to be delivered through

a combination of prevention, research,
fundraising and support. CCV’s Strategy
and Support programs strive to reduce

the impact of cancer by providing reliable
information and compassionate support to
people living with cancer, their family and
friends. As part of Making the law work
better for people affected by cancer, the
strategy and support team have been able
to examine legal issues across the cancer
journey from transport and accommodation
challenges for people undergoing treatment
and their carers, to the challenges of
returning to work, obtaining insurance
following a cancer diagnosis, and for
people who are having to make difficult
choices in end-of-life situations.

With the commencement of this project,
the Strategy and Support division have
utilised the experience and capacity of
the McCabe Centre to affect change at

a law and policy level in order to reduce
financial and emotional distress for people
affected by cancer, and to enable better
delivery of treatment services for health
professionals. The project has built new
capacity, relationships and networks around
the relationship between law and cancer
treatment and supportive care.

Working with a variety of partners and
stakeholders has been a key focus of the
project this year, in particular, engaging
with Department of Health strategic
objectives in relation to palliative care and
access to transport and accommodation
support. Other highlights included the close
engagement between project staff and the
Clinical Network.

In 2014 we look forward to engaging
further with the Victorian government on
key cancer supportive care issues, and
expanding the capacity of the strategy
and support division to deliver support
for cancer patients, carers and health

professionals who are impacted by the law.

Nicola Quin

Head of Division, Strategy and Support
Cancer Council Victoria

December 2013

The law has a significant impact on health
outcomes for people with cancer, their
experiences of cancer, and those of their
families and health professionals. This
project, Making the law work better for
people affected by cancer, recognises that
there are many opportunities to improve
laws and policies, and their understanding
and implementation, to enhance the health
outcomes and experiences of people
affected by cancer.

This report provides an overview of the
major legal and policy issues across

its focus areas of access to treatment,
employment, insurance discrimination and
end of life decision-making and recognises
the significant stakeholder engagement
and partnership development that have
occurred in the project’s first year.

In 2014, we will be disseminating the report

and following up on its main findings and
recommendations, and broadening the
focus of our work to include regulation of
complementary and alternative treatment,
and the operation of principles of informed
consent, areas that have been identified
as meriting further attention. We will
continue to build partnerships with NGOs,

government and health agencies, the
legal profession and academia, in Victoria,
Australia and internationally.

Through the McCabe Centre’s international
networks, we are sharing information,
knowledge and experiences with colleagues
in other countries, particularly in Europe,
through the Norwegian Cancer Society, the
McCabe Centre’s network hub for Europe.
Not surprisingly, we are finding that our
colleagues in other countries are grappling
with similar issues, and there is much we
can learn from one another.

We are fortunate that UICC’s biennial World
Cancer Congress will be held in Melbourne
in December 2014. The Congress will
provide a wonderful opportunity for us to
share our major findings, and learn from
our colleagues in Victoria, Australia and
around the world.

We look forward to continuing to work with
our partners through 2014, and to seeing
many of you through the year and at the
Congress in December.

Jonathan Liberman
Director, McCabe Centre for Law and Cancer
December 2013
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Executive summary

This project examined how identified areas
of law impacted on experiences and
outcomes for people affected by cancer.

In relation to these areas, our key findings
and recommendations for further work are:

Access To Treatment: The
Victorian Patient Transport
Assistance Scheme

The costs of transport and accommodation
for treatment represent a significant burden
for people affected by cancer living in rural
and remote areas, and contribute to the
context in which decisions are made about
treatment and recovery.

Key findings

* Many patients and carers who are eligible
for the VPTAS are grateful that the scheme

exists, and for the financial support it
provides them at a difficult time.

¢ Almost all stakeholders agreed that
the VPTAS subsidy levels are too low.
Many stakeholders informed us that
the subsidies were not making much
of a dent in their travel costs and were

unrealistic in light of how much petrol and

accommodation actually costs.

* Almost all stakeholders agreed that
the distance eligibility thresholds (100
kilometres, or 500 kilometres per week
for five weeks) seem arbitrary and are
unfair, particularly for those who fall just
outside the criteria despite having the
same needs as eligible users of the
scheme. Ineligibility for accommodation
support acutely impacts those having
block treatment who are just short of the
100 kilometre threshold.

¢ Lack of awareness of the scheme is a
key challenge. Many people told us that
they did not hear about the VPTAS until
after they had already made several trips
for treatment — or that the first time that
they heard about it was through our
consultation process.

Recommendations
1. That the Victorian government:

a. Increase the VPTAS subsidies from:

* 17 cents per kilometre to 30 cents
per kilometre for private vehicle
usage; and

* $35 (+ GST) per night to $75 (+ GST)
per night for accommodation

With annual increases to the subsidies
indexed against the Consumer Price Index;

b.Change the VPTAS distance criteria
from 100 kilometres each way/500
kilometres over five consecutive
weeks to a single cumulative threshold
of 200 kilometres per week; and

c. Improve administration of the scheme,
to allow for online processing and
prepayment for accommodation costs.

2. That GPs’ offices, public and private
hospitals and other cancer care
treatment centres:

a. Prominently display VPTAS posters,
brochures and forms, to increase the
likelihood that patients and carers who
need to travel for treatment know about
the VPTAS before they travel;

b. Ask patients and carers about their
likely need to travel as part of routine
information gathering and needs
screening, and provide VPTAS
information for those who require it.

Employment-Related Issues
Retaining, returning to or finding new
employment can be problematic for some
people who have or have had cancer, and
for people who care for someone affected
by cancer. While cancer remains a leading
cause of death in Australia the survival rate
for many common cancers has increased
by 30 per cent in the past two decades; as
screening services and treatment options
improve, it is likely that people will be living
longer with a cancer diagnosis. Many people
choose to continue working or to return

to work after a cancer diagnosis, and/
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or treatment, but current approaches to
facilitate working with cancer or a return to
work after cancer may not be sufficiently
sensitive to cancer patients’, survivors’ or
carers’ needs.

Key findings

* Assessing the extent of employment
problems for people affected by cancer
remains a challenge, although we are
now better informed about some of the
challenges and priority issues for people
affected by cancer in the workplace.

¢ Feedback on the issues paper revealed
that discrimination is a problem for
some people affected by cancer, while
others’ employers have been very
supportive when they were diagnosed
and having treatment.

* Among those affected, there is concern
about taking time off, losing opportunities
and losing their jobs.

* Many people who provided feedback on
our issues paper referred to relationship
and communication problems with
employers and colleagues, which were
often related to taking time off. These
concerns were not limited to patient
experience; it appears that some carers
also experience difficulties at work.

* Very few people take formal action about
being treated unfairly at work.

* For people affected by cancer, suggested
improvements for the workplace include:

e greater flexibility, including flexible hours
or the ability to work from home;

* more knowledge, understanding and
sympathy among employers and
colleagues regarding the effects of a
cancer diagnosis and treatment;

¢ allowing a staggered return to work
and full responsibilities — where this is
needed and desired — which recognises
the gradual recovery process.



Recommendations
Education programs for employers,
people affected by cancer and their
colleagues on:

The effects of a cancer diagnosis and
treatment on an employee;

The legal frameworks, rights and
responsibilities that apply when an
employee or potential employee is
affected by cancer, whether personally
or as a carer, and practical solutions to
common problems.

More research to accurately assess the
extent and type of employment problems
that people affected by cancer and their
carers experience.

Furthermore, there is a case to be made
for introducing more flexibility into the
timeframes for making a complaint for
an unfair, unlawful or general protections
dismissal.

Access to insurance — particularly life and
travel insurance — is an area of increasing
concern for people affected by cancer,
including those who may have a genetic
predisposition to, or family history of, cancer.

Key findings
Feedback on our issues paper showed
that many people find it difficult to
obtain insurance following a cancer
diagnosis and treatment. However, very
few complaints about discrimination are
made to the Australian Human Rights
Commission (AHRC) or the Victorian
Equal Opportunity and Human Rights
Commission.

There is anecdotal evidence of people
being denied insurance based on
inadequate data, or with no reasons given.

Greater transparency in the collection and
use of information may improve decision
making processes and inspire greater
confidence in people affected by cancer,
who at the moment, perceive that they will
not be treated fairly (whether or not this is
actually the case).
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Recommendations

1. That the Insurance Contracts Act be
amended to clarify the right to information
from insurers for people who have
received an adverse decision based
on genetic information, including an
entitlement to details of the actuarial,
statistical or other data relied on by
the insurance company. We support
extending this right to others who receive
an adverse decision, whether or not it is
based on genetic information, and taking
into account the sensitivities associated
with this information.

2. Development of education programs and
resources to support people affected
by cancer to understand and use the
protections in the Disability Discrimination
Act, and to make a complaint where
appropriate; and

3. More research on the uptake and use of
genetic information for the purposes of
insurance.

End Of Life Decision-Making
Planning for the end of life can improve

end of life care and increase the likelihood
that a person’s family, carer and healthcare
team can make decisions that they feel
confident are in accordance with the
person’s preferences and best interests.

In Australia, laws relating to advance care
planning mechanisms — appointing substitute
decision-makers and recognition of advance
care directives — can differ greatly between
states and territories, which can lead to
confusion and different outcomes for patients
depending on which jurisdiction they are in.

Key findings

* Feedback on our issues paper indicated
low awareness of options for advance
care planning.

* Many contributors acknowledged the
importance of advance care planning
but said that they had not made any
arrangments “yet”.

* Others were more proactive, seeing
advance care planning as an integral part
of, or addendum to, making a will.

It was also noted that conversations
about end of life and advance care plans
needed to happen a lot earlier than they
ordinarily do, because often decisions
were being made under pressure, or
when a person had lost capacity.

Stakeholder feedback suggested
changing terms like ‘end of life’ — which
may be too direct and confronting for
some people — and ‘advance care
planning” which borders on being
euphemistic.

Recommendations

1. Implementation of the recommendations
in the Victoria Law Reform Commission’s
(VLRC) Guardianship Final Report with
regard to documenting wishes about the
future, which in general state that there
should be a broader statutory right to
make an advance care directive, which
encompasses future as well as current
conditions, and the ability to provide

consent and refusal to medical treatments

in advance. Such legislation should also
clarify the relationship between substitute
decision-makers, and advance care

directives; that is, which takes precedence
if the substitute decision maker disagrees

with the treatments proposed in the
advance care directive. The VLRC
recommends that new guardianship
legislation should enable a person with
capacity to document instructions about
future decision-making by:

Appointing an enduring power of
attorney with instructions; or
Appointing an enduring power of
attorney with no instructions; or

Making a standalone advance care
directive.
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2. That there be a voluntary register of
advance care directives and substitute
decision makers, which can be easily
accessed by health professionals, and
which would be particularly useful in
emergency situations.

3. That the way we talk about advance care
planning in the community ensures the
topic is raised sensitively so that people
are willing to listen and engage. Part of
this will involve developing education tools
to improve how health professionals, and
lawyers, talk about death and dying.



A shapshot

Cancer incidence is increasing
Cancer is a leading cause of disease in
Victoria with 80 new diagnoses (excluding
non-melanoma skin cancers) and 30 deaths
from cancer every day." A total of 29,387
Victorians were diagnosed and 10,780 died
from cancer in 2012.2 One in three Victorian
women and one in two Victorian men will
be diagnosed with some form of cancer
before the age of 75.% It is estimated that by
2023-2027 the average annual incidence

of cancer will reach more than 44,000, an
increase of 53 per cent from 2008-2012.4
During the same period, deaths from cancer
are projected to increase to more than
13,000 per year.®

Cancer survival rates are
increasing

Survival rates for some cancers are
increasing, meaning more people are living
longer after a cancer diagnosis. Though

Cancer in Victoria:

cancer incidence rates continue to increase
(annual percentage increases of 0.8 per
cent for men and 0.6 per cent for women),
death rates have declined steadily since
1982 with average falls of 1.5 per cent

per year for males and 1.2 per cent for
females.® This reflects earlier detection
through screening, falling tobacco-related
cancer rates for males” and improvements
in treatment and outcome.® During the
period 1986-2010, five-year survival
increased from 47 per cent to 65 per cent.®

Legal needs of people affected
by cancer, their families and
carers and health professionals
People affected by cancer are not always
well served by the legal structures that
impact on their treatment and support.
Laws and policies can affect travel and
accommodation entitlements for people
affected by cancer, equitable access to
insurance and superannuation, workplace

rights, and the quality of decision making
at the end of life.

The challenge of navigating the legal and
policy environments to address these
issues can have a significant effect on
treatment experiences and outcomes for
people affected by cancer. For example,
these challenges can lead to unnecessary
uncertainty and stress and create barriers
for people already under a range of
pressures, including people diagnosed
with cancer and their families and carers.
For many health professionals there are
complex legal and related financial issues
that may affect how they provide treatment
and support, and uncertainty about legal
frameworks and protections regarding
treatment decisions — particularly where
substitute decision-makers are involved.
This uncertainty can lead to a reluctance to
raise or discuss legal issues with patients.
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Trends in cancer incidence and mortality rates by sex, Victoria 1982-2012.
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The Project

In late 2012, the McCabe Centre for Law
and Cancer (McCabe Centre) and CCV’s
Strategy and Support Division, supported
by a major grant from the Legal Services
Board of Victoria, began working on a
project addressing legal issues for people
affected by cancer.

The purpose of this project is to analyse the
laws and policies that impact on Victorians
affected by cancer, to encourage discussion
about the impacts of these laws, and to
formulate recommendations for law reform
where appropriate. While the primary focus
is on how law and policy in these areas
impact on the experience of Victorians
affected by cancer, many of the issues
raised have national relevance with some
of the laws focused on in this paper being
Commonwealth rather than Victorian laws.

The project’s initial key focus areas are:

* Access to treatment: access to support
for travel and accommodation

* Employment: equal opportunity legislation
and returning to work

Discrimination: discrimination in insurance,
and genetic testing in insurance

Decision making at the end of life:
advanced care planning, substitute
decision making and the right to
demand treatment.

In selecting the issues above, we relied

on feedback and contributions from the
project’s steering committee and other

stakeholders.

We were fortunate to be awarded a second
major grant from the Legal Services Board
of Victoria for a further two years, which will
enable us to continue our work on the key
legal issues already identified and to expand
our focus to work on other legal and policy
issues that impact on people affected by
cancer, their carers and health professionals.

The Issues Paper - Making

the law work better for people
affected by cancer

The first phase of this project (2012-2013)
was a scoping exercise, to determine the
level of concern in the community about
legal issues for people affected by cancer.
On 1 March 2013 we released the Making
the law work better for people affected by
cancer issues paper (‘the issues paper’)
online for public consultation. The paper
introduces the key focus areas, and
discusses some of the practical legal
issues arising under each area. The paper
was distributed to our networks and
promoted through social media. To facilitate
responses, we included a list of questions
at the end of each section of the issues
paper to promote feedback, dialogue and
ideas about how to make the law work
better. We encouraged responses from
people affected by cancer, carers and
health professionals from a wide variety of
backgrounds and experience, recognising
that a broad perspective from all sectors is
critical in understanding and reforming laws
that affect people with cancer.

Key stakeholder engagement
Throughout 2013 we ran a series of events
and meetings to consult widely with key
stakeholders about their experiences

and recommendations with regard to the
content of the issues paper. We spoke with
key stakeholders from all over Melbourne,
and also held a workshop in Gippsland. In
late August 2013 we set a 30 September
deadline for submissions on the paper, and
circulated an online survey which included
more direct questions about people’s
experiences and views to better enable
people affected by cancer to contribute to
the consultation.
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Events

Metropolitan workshop on draft

issues paper

Cancer Council Victoria, 20 February

At the start of the year we hosted a well-
attended workshop on the draft issues paper
with representatives from oncology, palliative
care, cancer organisations, the legal sector
and consumer advocacy groups. Attendees
provided valuable feedback in a series of
interactive sessions on the key legal issues.
Presentations included:

° Access to treatment — Informed decision
making and complementary therapies
Beth Wilson, Former Health Services
Commissioner

o The insurance exemption in the Disability
Discrimination Act and the rights of
cancer patients
Sondra Davoren, Senior Legal Advisor,
CCVv

* Palliative care and end-of-life decision
making — Surrogate decision makers,
and requests for futile care
Associate Professor Jenny Philip,
Deputy Director Palliative Medicine
& Centre for Palliative Care

Feedback was incorporated into the draft
issues paper before it was publicly released
on 1 March 2013.

Regional workshop on the issues paper
Latrobe Regional Hospital, 7 August 2013

We held a workshop at the Latrobe Regional
Hospital in Traralgon in conjunction with

the Gippsland Regional Integrated Cancer
Services. We presented and consulted on
the key legal areas with a diverse group of
attendees, including lawyers, consumers,
consumer advocates, cancer support
services, occupational therapists, social
workers, nurses and physiotherapists. In
the evening we were fortunate to have local
lawyer Belinda Wilson and local palliative
care nurse practitioner mentor Irene Murphy
participate in an engaging panel discussion
on end-of-life decision-making.



Key stakeholder meetings on the Victorian
Patient Transport Assistance Scheme

On 8 August, we hosted a roundtable event
in Melbourne, at which representatives

from cancer, chronic disease and patient
support agencies gathered to discuss ways

in which the current patient transport and
accommodation scheme can be improved for
Victorians who have to travel for treatment.
The key issues for attendees were:

The cost of travel for specialist treatment
is a significant burden to patients and their
carers, causing financial and emotional
stress; and is an area of concern for
clinicians;

Reimbursement rates for transport and
accommodation in Victoria are significantly
lower than reimbursement rates in most
other states and territories;

There is low awareness about the Victorian
Patient Travel Assistance Scheme (VPTAS)

and some patients experience difficulties in

claiming reimbursements for which they are
eligible; and

No reimbursement is available for patients
involved in clinical trials.

Roundtable attendees recognised the
importance of improving the VPTAS to
facilitate equitable access to treatment, by:

Increasing current reimbursement rates
to a reasonable proportion of actual travel
costs, and securing a commitment to
regular rate increases;

Reforming eligibility requirements to take
into account distance travelled at a lower
threshold than the current 100kms each
way/500kms over five consecutive weeks
benchmarks, and to provide greater
flexibility in choice of treatment provider;
and

Improving administration to allow for
online processing and prepayment for
accommodation costs.

Attendees also committed to taking steps
to raise awareness of the availability of the
scheme. See page 14 for more information
about our VPTAS advocacy work.

Victorian Patient Transport Assistance
Scheme Alliance Launch

Following the roundtable event in August,
we invited stakeholders from health and
allied agencies to work together on ways to
improve support for patients who need to
travel for treatment, and people in financial
distress. On 5 December 2013, CCV hosted
a launch of the alliance, which will continue
to work on these issues throughout 2014.

Presentations

‘Insurance, Discrimination and the Law
— Protecting rights of Cancer Survivors’
Sondra Davoren

Flinders Centre for Innovation in Cancer
Survivorship Conference, Adelaide,

1-3 February 2013

‘Making the law work better for people
affected by cancer’

Deborah Lawson

Victorian Integrated Cancer Services
Inaugural Conference, Melbourne,
13-14 May 2013

Cancer Council Relay for Life Leadership
Summit 2013

Sondra Davoren

Melbourne, 1 June 2013

‘Making the law work better for people
affected by cancer’

Sondra Davoren and Deborah Lawson
Grand Round, Austin Hospital,
Melbourne, 22 July 2013

‘Making the law work better for people
affected by cancer’

Deborah Lawson

Cancer Social Work Victoria Annual General
Meeting, Melbourne, 13 August 2013

The metropolitan workshop
was held at CCV.

The GRICS co-hosted the
regional workshop in Traralgon.

Victorian Patient Transport
Assistance Scheme Alliance
Launch.
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CCV’s Clinical Network sub-committee
meetings

* Genetics
* Psych-Oncology
* Palliative Care

Additional Stakeholder Input

We are grateful to the following people and
organisations for taking the time to share
their experiences of and recommendations
in relation to the legal and policy areas
under review.

The Alfred Hospital, Patient and Family
Services

Anglicare Victoria

Austin Hospital

Australian College of Rural and Remote
Medicine

Australian Medical Association Victoria
Baptcare Gippsland

Belinda Wilson, Solicitor, Tyler Tipping
& Woods, Gippsland

Breast Cancer Network Australia
BreaCan

Cancer Action Victoria

Cancer Council Victoria’s Clinical Network
Cancer Social Work Victoria

CanSpeak Australia

Centre for Palliative Care

Chronic lliness Alliance

Denise Horsey

Diabetes Australia (Vic)

Eileen Pica

Familial Cancer Genetics Service,

the Royal Melbourne Hospital,
Gippsland Regional Integrated Cancer
Services

Grampians Integrated Cancer Service
Health Issues Centre

Health Social Workers Directors Group
Hearts4Heart

Hume Regional Integrated Cancer
Service

Insurance Council of Australia

Irene Murphy, Nurse Practitioner Mentor,
Gippsland Palliative Care Consortium
Kidney Health Australia

Leukaemia Foundation

Lung Foundation Australia

McGrath Foundation

Mercy Health Lymphoedema Services
National Stroke Foundation

North Eastern Metropolitan Integrated
Cancer Service

The Northern Hospital, oncology

social workers

The Norwegian Cancer Society

Olivia Newton-John Cancer and Wellness
Centre, Austin Health

Paediatric Integrated Cancer Service
Palliative Care Victoria

Peter MacCallum Cancer Centre
Professor Ingrid Winship, Melbourne
Health

Public Interest Law Clearing House
Queensland University of Technology
Health Law Research Centre

The Royal Children’s Hospital

St Vincent’s Hospital Melbourne
Sunraysia Cancer Resources

Victorian Council of Social Services
Western and Central Melbourne Integrated
Cancer Service

Western District Health Service,
Cancer Consulting and Education Suite
Think Pink Foundation

Travellers Aid Australia

Victorian Council of Social Service

Online Survey

We developed an online survey (via
SurveyMonkey) to enable people affected by
cancer and their carers to easily and directly
contribute to the consultation. The survey
questions were loosely based on those
posed in the issues paper, but sought to
elicit evidence of people’s actual concerns
and experiences in relation to each key legal
issue, in addition to their views on whether
the law and legal processes are in need of
change. Emma Sayers, Cancer Information
and Community Engagement Lead at the
Olivia Newton-John Cancer and Wellness
Centre also provided valuable expert input
into the survey questions.

The survey contained 70 open-ended and
closed-ended questions, grouped under
four headings relating to the key legal issues
under review. Respondents could choose to
skip any questions that were not relevant to
their experiences, or that they did not wish
to answer.

Breast Cancer Network Australia (BCNA)
offered to disseminate the survey by emalil
to more than two thousand members

of their Review and Survey Group. A
Victorian-specific survey was sent to all
Victorian members of the group, and a
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non-state specific survey was sent to non-
Victorian group members. The questions
differed only to the extent that the Victorian
survey specifically mentioned the Victorian
Patient Transport Assistance Scheme,

and the Victorian legislative arrangements
for making appointments for substitute
decision-makers, whereas the non-
Victorian survey referred more generically
to the patient transport assistance scheme
offered in the respondent’s state/territory
and the options available for advance
planning in the respondent’s state/territory.

The Victorian survey was also emailed to the
McCabe Centre’s networks. Results of the
survey are included in this report.

Publications and Media
Jill Stark ‘Cancer survivors denied access to
travel insurance’ The Age, 17 March 2013

Grant McArthur ‘Country cancer death rates
are higher because of costs’ Herald Sun
7 September 2013

Breast Cancer Network Australia ‘Ask the
expert — Sondra Davoren’ The Beacon
magazine, issue 64, Spring 2013, p 4

Deborah Lawson ‘Access to Radiotherapy
and the Victorian Patient Travel Assistance
Scheme’ Cancer Action Victoria Newsletter,
issue 9, Spring 2013, pp 8-9

‘Regional patients count cost of travelling
for treatment” ABC 7.30 Report, Friday 25
October 2013

Blogs

Making the law work better for

people affected by cancer:

a McCabe Centre issues paper
‘Whether we’re consciously aware of it or
not, the law influences how people make
decisions about health care, treatment
and support. This is no different for people
affected by cancer...’

Read more at: http://www.mccabecentre.
org/blog-main-page/issues_paper_making_
law_work_cancer

Making the law work better for people
affected by cancer: support for travel
for treatment
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‘Across Australia, as geographical isolation
increases, cancer care is less accessible.
According to the Australian Institute of
Health and Welfare, the further from a
metropolitan centre a person with cancer

‘While many employers are supportive when
an employee is affected by cancer, retaining,
returning to, or finding new employment
can be difficult for some people who have

or have had cancer. A diagnosis of cancer
lives, the more likely they are to die within five  can have significant implications for a

years of diagnosis. For some cancers, those  person’s work, for example: long periods

who live remotely are up to 300% more likely — of leave for treatment; the physical and
to die within five years of diagnosis. emotional toll of cancer treatments affecting

a person’s ability to work; and the potential
In the second blog of our series, we outline

for unfair treatment on the basis of their
some of the challenges for people who cancer diagnosis or history. Carers of people
need to travel long distances for cancer undergoing cancer treatment may also be
treatment....’

affected, particularly if they need to take
Read more at: http://www.mccabecentre.  extended leave to look after a loved one or
org/issues-paper-blog-2 accompany them to treatment...’

. Read more at: http://www.mccabecentre.
Making the law work better for people ra/bloa-main Jemplovment bl
affected by cancer: employment orgrblog-main-page/employment-paper-biog
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Access to
treatment

Cancer is a lot harder in the country
(Female patient affected by cancer for

10 years, who moved from Melbourne to a
regional Victorian town three years ago).

In 2012, the estimated resident population in
regional Victoria was 1.4 million, compared
with 4.2 million living in metropolitan
Victoria.™ Victorians living in rural and regional
areas generally experience poorer health than
metropolitan residents.™ While a complex set
of factors contribute to this inequity, including
higher levels of poverty and disadvantage in
rural and regional areas and limited access to
educational and economic opportunities, ' a
key barrier for rural and regional Victorians is
distance to specialist medical services, most
of which are concentrated in urban centres.™
Lack of access to specialist treatment is
especially telling in the health outcomes for
people affected by cancer. As geographical
isolation increases, cancer care is less
accessible.™ The further from a metropolitan
centre a person with cancer lives, the more
likely they are to die within five years of
diagnosis.™ For some cancers, those who
live remotely are up to 300 percent more
likely to die within five years of diagnosis.'®

People from rural or remote areas will almost
always need to travel for some elements

of their cancer care due to the complexity

of cancer treatment—including the way in
which treatment is delivered, the requirement
for input from more than one specialist,

and the need for highly specialised medical
equipment.’” The costs of transport and
accommodation for treatment represent

a significant burden for people affected

by cancer living in rural and remote areas,
and contribute to the context in which
decisions are made about treatment and
recovery. People may defer treatment or
seek alternative treatment options due

to the financial burden that travel and
accommodation can add to the process.

One in six (16 percent) of the 86 Victorians
who responded to this online survey
question indicated that transport and
accommodation costs had an impact

on their decisions about treatment.

Too difficult to travel down to Melbourne
for treatment as it was too expensive
to stay in Melbourne. (Online response)

It impacted on my decision whether to
have treatment in Melbourne on a clinical
trial or stay in my local hospital and have
generic chemo. (Online response)

As a result of our time spent with people
in the chemo room and waiting rooms,
we found that there were many people
who couldn’t bring family with them for
support due to distance/cost factors
and also that some people had opted to
consider not to have further treatment
purely due to the travelling involved.
(Female carer of a male patient)

Financial support for transport
and accommodation costs

[t would have been good to have something
else, more support. With what happened to
us, we couldn’t afford to pay the mortgage,
so we got threats from the bank. Because
you’re paying out so much money that you
wouldn’t normally be paying out — we got
threatened with our house being taken.

We nearly lost our house. | went without
food some nights — you actually go without
eating. And that’s fine; | don’t need to eat,
as long as I've got some water. (Mother of a
young male patient who required treatment
in Melbourne for almost nine months)

CCV'’s Strategy and Support Division,

and the Clinical Network, have previously
highlighted their concerns that the VPTAS

is not meeting the needs of many Victorians
who need to travel for treatment. Our issues
paper outlined the key concerns with

the scheme:
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* The low level of subsidies provided for
travel and accommodation: just 17 cents
per kilometre for private vehicles, and $35
+ GST per night for accommodation;

* The distance threshold for eligibility and the
requirement that patients see the nearest
specialist rather than the most appropriate
specialist: only patients who travel at least
100 kilometres each way from their home
to the nearest approved medical specialist,
or travel an average of at least 500
kilometres per week for five consecutive
weeks are eligible for the subsidies;

* Limited awareness of the VPTAS scheme
and complexity of the paperwork and
application process; and

¢ Lack of support for patients to attend
clinical trials.

A recent article on the continuing trend of
regional and remote disadvantage in cancer
morbidity and mortality concluded that in

the last two decades little progress has

been made towards reducing the disparity.'®
Coory et al suggested that possible solutions
include ‘more support for regional and
remote patients to travel to metropolitan
centres (and more funding for associated
accommodation)’.

Some jurisdictions have recently taken steps
to address the disparity. In the Northern
Territory, where patient transport rebates
had not been reviewed since 2008, the NT
Department of Health noted that subsidy
levels did ‘not reflect the increased cost of
travel since 2008 and have fallen behind
the subsidy levels of other jurisdictions’™®
and took steps to improve accommodation
and transport rebates, from $35 per night
for commercial accommodation to $60 per
night, and from 15 cents to 20 cents per
kilometre petrol rebate. New South Wales
also made improvements to their patient
travel scheme in 2013 and South Australia
is currently reviewing its scheme.



In Victoria, the VPTAS rebates have not
increased since 2007, despite average
petrol costs having risen by around 20
cents per litre since then?® and standard
accommodation rates in Melbourne now
being upwards of $100 per night.

Stakeholder feedback

What improvements could be made

to the Victorian Patient Travel

Assistance Scheme?

We asked stakeholders to give us their views
about how the VPTAS could be improved.

Better promotion of the scheme

More than half (55 percent) of the 166
Victorians who responded to the online
survey question had not heard of the
VPTAS. Among the respondents who had
personally been diagnosed with cancer,
three quarters of those who live in regional
Victoria were aware of the scheme,
compared with just one in four of those
who live in metropolitan areas.

My breast care nurse informed me about the
VPTAS. | didn’t know about it for about two
months into treatment (Online response)

My argument is “why aren’t people told
about this?” If it wasn'’t for the newspaper
ad, | wouldn’t have had a clue. (Patient who
would have been eligible for the VPTAS,
who travelled more than 1,000 kilometres
return for treatment before hearing about
the VPTAS via one of our newspaper
advertisements)

Many people with previous experience
of travelling for medical treatment told us
that they did not hear about the VPTAS
until after they had already made several
trips for treatment — or that the first time
that they heard about it was through

our consultation processes. For some

it was too late to claim as they had lost
receipts or missed the opportunity to have
someone sign their forms, and others
were out of time to claim (as completed
VPTAS forms must be submitted within
12 months of the travel taking place).

Many of the people who contacted

us recognised the lack of community
awareness of the scheme, and so made a
concerted effort to let others know about the
VPTAS, often through conversations with
other patients in treatment waiting rooms.

A friend of mine in here at Alexandra said
“have you claimed on your fuel going
down”? | didn’t know anything about it.
She said “oh yes, I've got a form at home.”
(Elderly male patient who had made several
trips to Melbourne for treatment before a
friend told him about the scheme)

| tell a ot of people about it; a lot of people
aren’t aware it’s available, that'’s the biggest
problem — even just speaking to people

in waiting rooms for X-Rays etc. — if you
start talking to people, and they’re from

the country they always say “oh it’s just

So expensive to stay anywhere”... They
used to have the forms sitting on their front
counter; unless you’re actually aware of
them — that the scheme’s available — then
people don’t know, and for country people
the stress of that, the concern and worrying
of wanting to be near the sick person...

if they’ve got this it’s just tremendous.
(Female carer of male patient)

| can’t remember who pointed me into the
VPTAS direction, and | think that that is the
problem. To find out about it. The medical,
nursing, receptionist, allied health staff
don’t talk about it, don’t point out that it is
available. So making it public knowledge is
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very important, and at this point is lacking
in my view. [ certainly have informed people
about it, as having cancer is a costly
business, and travelling is a huge expense
when one lives in the country... | have never
seen brochures re VPTAS in waiting rooms
or treatment areas. (Female cancer patient)

Stakeholders’ suggestions for better
promotion of the scheme included placing
ads in regional papers and other regional
media, and posters and brochures at GP
clinics and in regional hospitals.

[Bletter info for newcomers. Having to beg
for a form from the [doctor’s] is humiliating.
Upon diagnosis maybe more info could be
given by the [doctor’s] rooms instead of
finding out from word of mouth from other
people who all have a different story and
then having to go in and ask for a form that
you know nothing about or never knew
existed. | was so clueless at such a mind
blowing time. (Online response)

Change in the distance threshold
eligibility criteria

Patients who travel an average of at least
500 kilometres over five consecutive weeks
are only eligible for the transport subsidy,
not the accommodation subsidy, which

is only paid to patients who live more

than 100 kilometres from their treatment
centre. We spoke with many stakeholders
about their experiences of just missing

out on eligibility for the VPTAS, by virtue

of living a few kilometres short of the 100
kilometre distance threshold. Many of those
who needed to travel regularly for cancer
treatment were eligible for the private vehicle
rebate of 17 cents per kilometre, by virtue of
covering an average of 500 kilometres per
week over five consecutive weeks, but were
ineligible for the accommodation subsidly.

Ineligibility for accommodation support
acutely impacts those having block treatment
who are just short of the 100 kilometre
threshold, as they must travel significant
distances on a daily basis for several weeks,
without the support of an accommodation
subsidy should they need to stay overnight,
rather than travel back and forth.

The trips were absolutely shocking, when
you're feeling so rough, and you’re in the
fifth and sixth weeks of treatment. | was just
a bag of bones; I'd lost twenty percent of
my body weight. We would have very much
appreciated being able to stay in town,
especially where we were too. At Peter

Mac — the Sheraton was well within walking
distance. Would have been much better
than driving home in peak hour... | don’t think
that did me any good frankly. | genuinely
think it was detrimental to the whole
treatment program. It's not just a financial
issue it’s a health issue too. ... you have the
knockout blow of a day’s treatment and then
having to travel home in peak period. (Elderly
patient who made a daily 184 kilometre
round trip for treatment, for almost seven
weeks, partly because they weren't eligible
for accommodation assistance)

When we’re travelling we usually get up at
5.30 am, leave by 6.30 am — get down there
about 8/8.15 am. We used to get home
about 7 or 7.30 pm. Then [my husband]
would have to run around and light the fire
(because it was winter then) and make some
food. (Elderly patient who wasn't eligible for
accommodation assistance because she
lived 98 kilometres from her treatment centre)

When [my husband] was a patient at
Peter Mac at one stage, there was a guy
from the Dandenongs, and he was having
radliation twice a day; it was too far for him
to go home and back between treatments
but he wasn'’t eligible for accommodation
assistance. (Female carer of male patient)

I live in Colac Victoria, 79 kilometres from
Geelong. Under VPTAS we weren’t able to
claim any accommodation expenses even
though it was 158 kilometres round trip. ...
We have no alternative for cancer treatment.
At a time where | was unable to work or get
Centrelink payments it has proven to be

a large financial stress. | had to go to the
Salvos for fuel vouchers a couple of times,
which was a completely demoralising and
gut-wrenching experience — when you've
formerly been independent and self-
sufficient. (Female patient)

We spoke with many people in south-

west Victoria who were pleased about

the development of a Warrnambool

Cancer Centre, but at the same time,
conscious of the fact that those who live

in the neighbouring towns of Portland and
Hamilton’s south, would be ineligible for
VPTAS support to travel to the new centre
for cancer treatment, because Warrnambool
is, respectively, 98 and 99 kilometres away.

It just struck a chord with me that the new
Cancer Centre will be just out of range for
people in Portland. Our daughter is south,
S0 she’s fine; she’s about four kilometres
further than us — we’re 99 kilometres from
Warrnambool. I'm not eligible for hearing aid
visits there because | fall about 200 metres
short. (Male patient)

The reason | am writing is to say the new
Cancer centre in Warrambool is a great
thing but it could bite the people that travel
from Portland, as an example from our
home it is 99 kilometres and the scheme
won'’t pay under 100 kilometres, | realise
99 kilometres is not that far but if they had
to do 40 trips as we did it could make it
difficult for most people and | suggest that
this could be looked at before it causes
problems financially for patients but as |
said the Warrnambool facility is a wonderful
thing for the Western district. (Male carer of
female patient)

Some stakeholders raised a further limitation
of the VPTAS eligibility criteria; which is that
those who live in Department of Health
designated Metropolitan areas are never
eligible for the VPTAS even if they would
meet the distance threshold otherwise.

We had to travel from Toolangi to Peter
Mac for six weeks of treatment after
major surgery. In the end we had to stay
in Melbourne as the travel was too much
and we received NO assistance either for
our travel (i.e. petrol) or accommodation
because we were supposedly not in the
designated rural zone. Do they know how
far out Toolangi is? It is definitely rural.

As you can tell it still makes me angry.
(VPTAS-ineligible female carer for male
patient, travelling almost 750 kilometres
per week for six weeks)
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I live and work on a dairy farm approximately
90 kilometres out of Melbourne, which is
situated about four kilometres inside the
south west corner of the Cardinia Shire.

| required six weeks of radiotherapy, five
days per week. This was performed... 85
kilometres from my home. When | started
treatment, | was told by the social worker

| was eligible for financial assistance with
the costs associated with travelling. At

the end of my treatment, as | was filling
out the form it became obvious that | was
ineligible because the shire of Cardinia was
considered “metropolitan”. The trip was
85 kilometres one way, so each day |
travelled 170 kilometres. This makes the
875 kilometres travelled well over the

500 km threshold needed to gain benefits.
(Female cancer patient)

Increased subsidies

Many stakeholders informed us that the low
subsidy levels were ‘not making much of a
dent’ in their treatment travel costs and were
unrealistic in light of how much petrol and
accommodation actually costs. For some
patients, the added costs of travelling for
treatment influenced their treatment choices.

I live near Swan Hill in Victoria and my
treatments and long stays with my husband
are in Melbourne, about four hours’

drive. We do get some reimbursement

from VPTAS however the cost is now
outweighing the benefit. I'm at a point
where costs will stop me from continuing

to see my oncologist at regular intervals...
We have done this exercise for over a year
now and we are at point of not attending
appointments because we just don’t

have the $500 at the time to fund the trip.
Unfortunately that is just how it is for us
now. More help from VPTAS financially and
with accommodation would be extremely
beneficial for my family and I to continue with
my treatment. (Female cancer patient)

The other thing that still baffles me is why
reimbursement is so low when you drive.
The amount paid back does not even cover
the petrol, let alone car running costs. The
rate per km is way too low. $35 a night is an
absurdly low amount when accommodation
in Melbourne is generally $150 minimum.
Several women who | know through

a support group here in Mildura often
complained about the low rebate which is a

burden, especially if you have to
stay for a sustained time period.
(Female cancer patient)

This scheme is better than nothing but it

is a ridiculously low amount you can claim
back... It's like a slap in the face; is my life
worth that? I've paid all of my taxes; | can’t
get anything else? (Woman eligible for the
VPTAS for breast cancer treatment)

We were paying 90 — 95 cents per litre
then (in 2006); it'd be so much worse
now at $1.50 per litre. (Man who travelled
92 kilometres each way for seven weeks
of treatment)

Average cost for a night was $180 —
reimbursed $35. (Female cancer patient)

Faster processing of claims

Many stakeholders — particularly those
whose professional roles include assisting
people to apply for the VPTAS — said that
the application forms had vastly improved
in recent years and were much easier to
complete than those in the adjoining states.
However, there were still concerns over
reimbursement delays. The requirement to
make sometimes large upfront payments
for petrol, flights?' and accommodation was
reported to be particularly difficult for those
on benefits and low incomes.

There is a few weeks delay in VPTAS
payments and with a young family is hard
to budget for. With the Dr’s bill, fuel, day of
work, child care etc it cost me around $500
for each appointment attended. And that’s
without staying overnight (too expensive)...
(Female cancer patient)

Outlaying monies for travel expenses often
can take two months to reimburse. | am
currently waiting on reimbursement of $1300
for flights and travel (it has been five weeks
now). This is a burden when you consider
the costs of medical and other expenses.
(Female cancer patient)

Stakeholders suggested that subsidies could
be more effectively administered if they were
reimbursed similarly to Medicare rebates,

so that rebates could be claimed promptly.
Some respondents told us that receiving

the subsidy a day or two after lodging their
claims could be as helpful to some people
as pre-payment.
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Early on there used to be about a six week
turnaround from submitting an application to
being refunded. This seemed reasonable to
me. More recently, the time it takes is closer
to three months, which | believe is ridiculous.
The airfare costs for two people to travel to
Melbourne can easily be $1000 and there
have been times that it was financially difficult
having to wait so long to be refunded. This
was particularly so when we were a one
income family. (Female cancer patient)

Additional feedback

Parking costs

The cost of parking was the single

most independently raised problem for
the stakeholders we spoke with. Many
stakeholders also complained of limited
parking options around hospitals, and the
difficulty of avoiding parking fines while
undergoing treatment.

You pay that much per day. We got a

three day pass for about $60. At Vizard
House they used to give you a pass so if
you'’re staying there you’d have a pass so
you could park your car out the front. The
Council took it away, so now you have to
go there after 7 or 8 at night — you have to
move it by 7 am in the morning. Then we’d
go to the hospital and park it there. When
the footy was on, | couldn’t park at all. We
had to leave the car at the hospital overnight,
and pay for that parking. I'd hate to know
the car park costs over that year. (Mother of
young male patient who required treatment
in Melbourne for aimost nine months)

Parking was an issue in the first instance.
[The hospital] provide parking ... for a
nominal fee if you have an appointment card.
You could rarely get in the car park unless
you had an early morning appointment.
Parking in the street was almost non-existent
and involved moving your car every two
hours. Once we tried [a commercial] car park
and that was over $100. (Female carer of a
male patient, travelling one and half to two
hours each way for weeks of chemotherapy)

More assistance for carers and families
The VPTAS provides no financial assistance
for carers’ transport and accommodation if
they are not actually travelling or staying with
the patient. In practice, this means that if a
patient who has been staying overnight in a



Melbourne hotel suddenly needs to spend
a night in hospital during their treatment, the
carer’'s accommodation isn’t reimbursed for
the night/s that the patient isn’t with them.

If the carer needs to go home to work, to
collect items for the patient, or to check on
children, animals, or a farm, they receive no
financial assistance to do so.

After a couple of months | had to return

to work or | would have lost my job. You
need to travel with the patient — so | wasn’t
reimbursed for most of my train trips. They
need to change it. City people don’t have
those costs. They've got their own house,
kitchen, food. It’s like nearly shifting home
for a year. (Mother of young male patient
who required treatment in Melbourne for
almost nine months)

It was a very stressful time in so many ways
as we were trying to keep two houses
running. [My husband] was unable to claim
for his trips to Traralgon to see me each
weekend and | was not eligible to come
home to see my family and friends... this

is the information | received from a vague
social worker. [My husband] was also
unable to secure any time off during my
radiotherapy as his place of employment
were unable to release him for leave for

this length of time and we did not have

any funds left for [him] to take the leave
without pay . At this time we felt like we just
needed a fairy godmother to say here is a
small token amount of cash to assist you so
[my husband] could be with me to provide
support, love and friendship. (Female cancer
patient receiving radiotherapy 700 kilometres
from her home town)

Rural patients don’t have the luxury of going
to work during the day and visiting inpatients
at night. This becomes a huge burden on
families and finances. (Manager, hospital
family accommodation service)

Many stakeholders also lamented the lack
of additional accommodation assistance for
dependent children, who need to travel with
their parents when one parent is undergoing
lengthy periods of treatment.

Another group. .. would be parents with
young children who travel for their child’s
treatment or parents who travel for their
own treatment and have to leave children at

home which is traumatising for all — especially
young children in single parent families.
(Female patient with long history of travelling
from Mildura to Melbourne for treatment)

Clinical trials

Patients who are receiving treatment via a
clinical trial are not eligible for the VPTAS.
This particularly disadvantages patients who
have no other treatment choices and are
receiving very little or no financial assistance
to be on a clinical trial.

Subsidies for trips to a wider range

of health care specialists

Some stakeholders called for the VPTAS
to be extended to subsidise travel costs
for allied health services treatments.

Many women with breast cancer-related
lymphedema, for example, need to see
physiotherapists, while many patients

with head or neck cancers need to see
dentists after treatment, due to the effects
of radiation. The Stroke Foundation told us
that country people who have had strokes
need regular rehabilitation, for which travel
and accommodation costs are currently
not subsidised.

Citylink

A few stakeholders suggested that CityLink
charges should also be covered under the
scheme, particularly as the scheme requires
applicants to take the shortest or most direct
route to their treatment centre.

More subsidised accommodation needed
A large number of stakeholders told us of the
need for more subsidised accommodation
options, and emphasised the value of
accommodation providers like Vizard House,
Ryder-Cheshire Home and the Leukaemia
Foundation accommodations. These not
only subsidise accommodation—usually

at the VPTAS rebate rate, so patients and
carers are not out of pocket — but were

also reported to be welcome respite from
the hospital, with self-catering facilities and
opportunities to interact with other people
facing similar challenges. Stakeholders
reported concerns about the often long
waits to get in, and sometimes short stays
due to high demand.

It took a while to get in there — more than a
month. They’re fabulous there — everyone
staying there is in the same boat. You
realise how many people need this help to
stay somewhere. | kind of missed it when

[ left. (Mother of young male patient who
required treatment in Melbourne for almost
nine months)

What level of transport and
accommodation support is reasonable
for those who need to travel for medical
treatment?

| believe there needs to be a high level of
support. People should not have to make
decisions based on what they can afford
but on what treatment is best for them.
(Online response)

The representatives from cancer, chronic
disease and patient support agencies we
met with at the roundtable events in August
had a range of suggestions about the level
of transport and accommodation support
that is reasonable for people who need to
travel for specialist medical treatment. It
was generally agreed that the petrol rebate
should be increased from 17 cents to 30
cents per kilometre (as it is in Queensland)
and the accommodation subsidy should be
increased from $35 + GST per night, to $75
+GST per night.

Regardless of the actual rate of the
subsidies, many stakeholders suggested
that the subsidies need to be more regularly
increased to keep pace with inflation and
other rising costs. Suggestions included
tying annual increases to:

» the Consumer Price Index (CPI);

* a set percentage of RACV vehicle
reimbursement rates increases (which are
indicative of the cost to private motorists
to own and operate their own vehicle for
business use); or

* a set percentage of government employee
travel reimbursement rates increases.

People affected by cancer who responded
to our online survey had a range of
suggestions for reasonable rates of transport
and accommodation support, ranging from
20 cents per kilometre for private vehicle
usage and $50 per night for accommodation
to 100 percent reimbursement of costs.
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Should Australia have a national
transport and accommodation support
framework to ensure consistency and
improved administration between
states and territories?

Australia previously had a national patient
transport and accommodation assistance
scheme (the Isolated Patients’ Travel and
Accommodation Assistance Scheme),
before this responsibility was devolved to
the States in 1987, on the basis that it was
thought the States would be better able to
administer the scheme.?

Over the years it became apparent that the
lack of uniformity between state schemes
resulted in inequitable outcomes for patients
from different regions, difficult border issues,
and complexities for interstate travellers.*

In 2007 the Senate Standing Committee

on Community Affairs released a report,
Highway to health: better access for

rural, regional and remote patients, which
recommended that:

as a matter of urgency, the Australian
Health Ministers’ Advisory Council establish
a taskforce comprised of government,
consumer and practitioner representatives
to develop a set of national standards for
patient assisted travel schemes that ensure
equity of access to medical services for
people living in rural, regional and remote
Australia.?*

It was recommended that the taskforce
identify mechanisms to improve access

for patients travelling between jurisdictions
and identify, as a matter of priority, core,
minimum standards that are relevant to all
jurisdictions particularly in relation to eligibility
criteria and subsidy levels.

In 2008 the National Health and Hospitals
Reform Commission produced an Interim
Report, which stated:

There is a need for a patient travel and
accommodation assistance scheme with
nationally consistent guidelines and user-
friendly submission processes. This scheme
should be funded at a level that takes
account of the ‘real’ costs to families, and
have regard to a safety net for frequent users
of specialist services.*®

Prior to the 2010 federal election Cancer
Council Australia and the Clinical Oncological
Society of Australia called on the next
Australian government: ‘to lead a national
agreement with the states and territories

to uniformly improve remote patient travel
and accommodation assistance through
increased funding, minimum standards and
streamlined administration.’?

Most stakeholders — professionals

and patients — who contributed to our
consultations expressed the view that
Australia should again have a national
transport and accommodation scheme

to ensure consistency and improved
administration between states and territories.
Those who work or live in border towns

in particular emphasised the need for
greater equity and consistency between
the schemes. Of the 100 Victorians who
responded to the online survey question,
90 (90 percent) were in favour of a national
transport and accommodation scheme.

Absolutely — justice/equity being the most
obvious reason. There should also be
equal access to services across the nation!
(Online response)

The person would know “the rules and
entitlements” no matter where in Australia
they were. (Online response)

It would be a fairer system. | live in a border
town;, there are many examples of people
living two kilometres from each other
separated by a river and they are eligible for
quite different benefits just because of where
they live. The differences are very obvious
and make no sense. (Online response)

VPTAS Activities

We developed a cross-jurisdictional table
to build a comprehensive picture of the
patient transport assistance schemes in
the other Australian states and territories
(see Appendix A). An analysis of key
elements, including eligibility criteria and
private vehicle and accommodation
rebates, revealed Victoria lags behind most
other states and territories in the support
offered to patients who need to travel for
specialist medical treatment.
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In August 2013, we convened two
roundtable events with other cancer, chronic
disease and patient support agencies

to discuss shared experiences of, and
concerns with, the VPTAS. Representatives
from 25 agencies attended, and agreed to
form an alliance to advocate for three key
improvements to the VPTAS.

The key objectives of the VPTAS Alliance are:
* Anincrease in the VPTAS subsidies from:

* 17 cents per kilometre to 30 cents per
kilometre

* $35 (+ GST) per night to $75 (+ GST)
per night, plus annual increases to
the subsidies indexed against the
Consumer Price Index;

¢ A change in the VPTAS distance criteria
from 100 kilometres each way/500
kilometres over five consecutive weeks to
200 kilometres per week; and

* Improved administration, to allow for
online processing and prepayment for
accommodation costs.

The group also agreed to promote
awareness of the VPTAS through their own
networks and through media and other
public education campaigns.

Following the roundtable events we put out
a call through our networks and regional
newspapers for people to contact us with
their stories of travelling for treatment; we
received about 50 phone calls and emails
in response. As mentioned above, some
callers indicated that they had never heard
of the VPTAS until they spoke with us. Some
contacted us to express their gratitude for
the scheme, while others reported their
disappointment at being ineligible for their
scheme, by virtue of living just short of the
100 km distance threshold for eligibility.

While being interviewed for the ABC’s
7.30 Report ‘Regional patients count cost
of travelling for treatment’ on Friday 25
October, the Minister for Health, the Hon.
David Davis, said that the Department of
Health was currently reviewing the VPTAS.
In November, we wrote to the Minister on
behalf of the VPTAS alliance to offer our
collective assistance with this review.

On 5 December 2013 we formally launched
the VPTAS Alliance.
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On a positive note, many of the patients
and carers who contacted us and who
had been eligible for the VPTAS were
grateful that the scheme exists, and for
the financial support it provided them at
a difficult time.

However, almost all stakeholders agreed
that the VPTAS subsidy levels are too
low and that the distance eligibility
thresholds of 100 kilometres or 500
kilometres per week for five weeks seem
arbitrary and are unfair, particularly for
those who fall just outside the criteria
despite having the same needs as
eligible users of the scheme.

Key challenges that came through
strongly from regional patients and carers
were a lack of awareness of the scheme,
and the difficulties in finding and then
paying for parking.

Calling for personal stories and
experiences of travelling for treatment
through regional newspapers proved

a highly effective method of engaging
with rural and regional stakeholders. The
large number of people who responded
by phone or email emphasises the
significance of the costs of travelling for
treatment to country Victorians.

There was a great deal of interest from
a range of cancer, chronic disease,
patient support and rural and regional
organisations in partnering in an alliance
to advocate for improvements to the
VPTAS. The diversity and high profile of
our partner organisations strengthens
our message about the need for key
improvements to the VPTAS.

CCV will continue to support patients, carers
and health professionals to access support
for travel and accommodation for treatment.
As part of this work, we will collaborate with
other Victorian agencies to advocate for the
following improvements to the VPTAS:

Increase the VPTAS subsidies from:

17 cents per kilometre to 30 cents per
kilometre for private vehicle usage; and

$35 (+ GST) per night to $75 (+ GST)
per night for accommodation

With annual increases to the subsidies
indexed against the Consumer Price
Index;

Change the VPTAS distance criteria from
100 kilometres each way/500 kilometres
over five consecutive weeks to a single
cumulative threshold of 200 kilometres
per week; and

Improve administration of the scheme,
to allow for online processing and
prepayment for accommodation costs.
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In line with these priority areas, we will LA

support the Victorian government’s efforts
to address some of the key concerns e
with the VPTAS. pL o S

Further, we recommend that GPs’ offices,
public and private hospitals and other
cancer care treatment centres:

Prominently display posters, brochures
and VPTAS forms, to increase the
likelihood that patients and carers who
need to travel for treatment become aware
of the VPTAS before they travel;

Ask patients and carers about their likely
need to travel for treatment as part of their
initial patient information collection and
needs screening, and then provide VPTAS
information for those who require it.
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Employment-related

ISSUes

While many employers are supportive when
an employee is affected by cancer, retaining,
returning to or finding new employment

can be problematic for some people who
have or have had cancer, and for people
who care for someone affected by cancer.
Undergoing time-consuming treatments,
being physically or emotionally unable

to work as a result of cancer or cancer
treatment, a lack of understanding of cancer
treatment on the part of employers and
colleagues, and discrimination are among
the range of factors that can impact on
employment.

Our issues paper outlined the protections
afforded to people affected by cancer and
their carers by Commonwealth and Victorian
anti-discrimination legislation. Cancer is
considered to be a ‘disability’ pursuant

to both the Commonwealth Disability
Discrimination Act 1992 (DDA) and the
Victorian Equal Opportunity Act 2010 (EOA).
Both pieces of legislation protect people
affected by cancer, (whether they have
cancer now, have had cancer in the past or
have an increased likelihood of developing
cancer in the future due to family history or
genetic predisposition) and their carers from
direct and indirect discrimination (see Figure
1. for more detail).

Under the DDA or EOA, employers must
take reasonable steps to accommodate

the effects of a person’s cancer, or caring
responsibilities, whether a person continues
to work during treatment, returns to work
after taking leave for treatment, or is applying
for a new role.

It is not unlawful for employers to
discriminate against people affected by
cancer, or their carers, if they’re unable

to ‘carry out the inherent requirements of
the particular work’, even if ‘reasonable
adjustments’ are made for them (section
21A(1) DDA). It is also not unlawful for
employers to discriminate against a person
on the ground of their being affected by
cancer, if avoiding the discrimination would
impose ‘unjustifiable hardship’ on the
employer. See Figure 2. for more detail.?”

The issues paper also discussed other legal
issues that might impact on people affected
by cancer in the workplace, including using
leave entitlements and obtaining financial
support when people are unable to work.
Employees are entitled to use paid leave
entitlements (personal and annual) or ask
for unpaid time off if they’re unable to work
due to illness or treatment. Generally, it is
unlawful to dismiss someone for taking leave
due to iliness, if they’re off work for less

than three months over a 12-month period
and they have provided medical certificates
or statutory declarations for their absence
within a reasonable period of time.

Further, people affected by cancer report
difficulties accessing financial support

if they’re unable to return to work after
diagnosis or treatment. Cancer treatments
and outcomes can vary, and may be
unpredictable. As such, it is difficult for
some people to qualify for support. For
example, eligibility for the Disability Support
Pension is limited to people with a condition
that renders them unable to work or to be
retrained for work, for more than 15 hours
per week within the next two years. Both the
Disability Support Pension and the Sickness
Allowance are means-tested, which can be
problematic for people who are just over
the income threshold and who are faced
with significant treatment related costs.
Anecdotally, people affected by cancer

who do not return to work also experience
difficulties in obtaining early access to
superannuation funds or in accessing
disability insurance, income protection and
employer-provided retirement benefits.

Figure 1. Types of discrimmination.

Direct discrimination

Treating a person with a disability
less favourably than someone
without a disability in the same

or similar circumstances. For
example, denying a person a job

or promotion because of their cancer
diagnosis or history.

Indirect discrimination

Treating a person with a disability the
same as a person without a disability,
with the effect that the person with the
disability is disadvantaged because
they are not able to participate

or comply with a condition. For
example, requiring that employees

in a manufacturing role stand all day,
when an employee’s cancer makes
standing for long periods difficult, may
constitute indirect discrimination.
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Key challenge

One of the key challenges in exploring how
cancer intersects with people’s jobs and
employment laws is getting an accurate
picture of the scale of the problem. There
is limited evidence of people affected

by cancer making employment-related
complaints to human rights commissions
or pursuing court action.?® However, a lack
of evidence of formal complaints does not
mean that problems do not exist.

Possible reasons why people do not make
complaints include:

* Lack of knowledge or understanding of
the law and employment rights among
employees and employers;

* The usual need to maintain an ongoing
relationship in employment contexts
(which is not as frequently the case in
other areas of discrimination e.g. insurance,
the purchase of goods and services);

¢ Lack of confidence or energy to challenge
an employer’s decision;

* The challenges of proving a complaint,
particularly in the context of direct
discrimination, where it can be difficult for
employees to prove that an employer’s
decision was related to the employee’s
cancer or caring responsibilities;

* Lack of knowledge of external avenues
for recourse if the problem cannot be
sorted out internally;
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Figure 2. Some definitions.
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o Difficulty identifying which legislative
scheme to complain under, and where
and how to make a complaint — the
specific circumstances in each case will
dictate whether a person complains to the
AHRC, the Victorian Equal Opportunity
and Human Rights Commission, the Fair
Work Commission (FWC), VCAT or the
Federal Court;

* The tight deadlines for complaints
— 21 days for unfair or unlawful dismissals
and general protections dismissals;

* Not having the time, energy or money
required to pursue a complaint.

We found that there is very little data on the
effect of employment protections on people
affected by cancer and their carers, including
the level of discrimination, and reasons why
people pursue a complaint or are dissuaded
from pursuing a complaint. Accordingly,

this part of the project was focused on
canvassing the laws that may impact on
employment experiences and outcomes

for people affected by cancer, and seeking
stakeholder feedback about employment
experiences during and after cancer.

Developments in employment
law which may impact on people
affected by cancer

Legislative changes

The Fair Work Amendment Act 2012
changed the time limit for lodging unfair
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©0cccccc0ccc0000000000000 eeccccccccccccc e

dismissal or general protections dismissal
claims to 21 days (increased from 14 days
for unfair dismissals and reduced from

60 days for general protections claims),
from 1 January 2013.

From 1 January 2014 new anti-bullying
provisions in the Fair Work Act 2009 (FWA)
will allow people who reasonably believe that
they have been bullied at work to apply to
the FWC for an order to stop the bullying.
A person is bullied at work if a person or
group repeatedly behaves unreasonably
towards them, and the behaviour creates a
health and safety risk.? This might involve
spreading misinformation or malicious
rumours about a colleague affected by
cancer, for example, saying that they’re
not pulling their weight, or taking too much
time off. The person bullied does not have
to first make a complaint internally in the
workplace. The FWC must respond within
14 days of the application, and may then
hold a private conference, conciliate and/
or have a hearing. Employees, volunteers,
contractors, subcontractors, apprentices,
trainees and students gaining experience
will all be able to apply for an order to stop
bullying. Employers who do not comply with
anti-bullying orders may face penalties.

Case - Fair Work Ombudsman v AJR
Nominees Pty Ltd [2013] FCA 467
In 2012 the Fair Work Ombudsman
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commenced action against a Western
Australian company for terminating a
man’s employment so that he couldn’t
take personal leave for cancer treatment.
Upon learning of Mr Bill's cancer diagnosis,
AJR Nominees coerced him to resign,

and then, when that didn’t work, fired

him. In May 2013 the Federal Court found
AJR Nominees Pty Ltd had contravened
the FWA by terminating his employment

in order to prevent him from exercising

his workplace right to use accrued and
accumulated paid personal leave for the
purpose of his treatment. Gilmour, J ordered
that AJR Nominees pay Mr Bill $14,991
compensation for five weeks’ pay in lieu

of notice of termination and accumulated
personal leave, plus interest.

Stakeholder feedback

Much of the stakeholder feedback for

this part of the report came via the online
survey, most of the respondents to which
are likely to be women who have been
diagnosed with breast cancer, as the survey
was distributed to Breast Cancer Network
Australia’s (BCNA) Survey and Review
Group. Only the responses from Victorian
participants are reported here because this
project has a Victorian focus.

It is important to note at the outset that:

¢ The time since diagnosis for most
respondents is unknown, which means
that some of the policies and laws outlined
in this section may not have applied at the
time some respondents had their cancer
diagnosis and treatment.

Women with breast cancer generally
receive better support than people

with other types of cancer®, so their
experiences, as reported via the online
survey, may not be representative of the
experiences of people with other types
of cancer. In the context of exploring
the extent of possible problems in
employment and accessing insurance,
it may be that people with other types of
cancer, who are less supported,

may have more negative experiences

— although this is speculation.

We received additional feedback about
employment experiences from other
stakeholders at events and over the
phone; some of their comments have
been included below.

Is discrimination in employment a
significant issue for people affected

by cancer?

The majority (72 percent) of Victorian
respondents indicated that discrimination

is a problem, even if they had never worried
about being discriminated against or
experienced discrimination themselves. The
fact that there was not a ‘don’t know’ option
for this question could well have influenced
people’s responses in this regard. More than
a quarter of respondents to the online survey
question indicated that they did not think
discrimination was a significant issue.

The framing of the question, and the
absence of a ‘don’t know’ response
option, meant that it was difficult to know
whether some of the comments given as
to why discrimination is or isn’t a significant
problem for people affected by cancer
were based on actual experiences, or
concern or anxiety about how employers
or future employers might react to a cancer
diagnosis or history. However, a number

of respondents commented about being
treated unfairly based on assumed effects
of a cancer diagnosis or history, as well as
the actual effects.

Even if you are in remission, future employers
treat you as if you are still sick and maybe
not wanting to employ you just in case you
get sick again!

Many work areas are sympathetic in the short
term, however, if the treatment is ongoing
and multiple days are needed to cope with
this, the sympathy dims very quickly.

| wasn't treated unfairly, but | still think
it happens a lot. | think many miss
promotions because of the lingering
thought of “what if” in the employer’s
mind, re future absences etc.

My experience has shown me that once
people find out I've had and again have
cancer I'm definitely treated differently.
Generally ignored and colleagues kept their
distance. My last employer just stopped
talking to me.

Extremely. | was in this position where my
manager would not even speak to me. It
was made quite clear that “| was employed
to do that position”. | was receiving
treatment and still went to work. In the end |
felt unsupported and | resigned.

Employers fear impending absences
resulting from further diagnoses, fatigue, etc.
When I apply for a job, | don’t disclose my
cancer history — it’s all very well to say such
discrimination is illegal but in practical terms
it’'s impossible to ‘police’.

| think this comes down to people not having
a complete awareness of the long-term
effects of cancer post-treatment, meaning
that people who have not previously being
exposed to what cancer entails may have
preconceived notions of how survivors are
affected post-treatment.

One in three respondents indicated that
they have worried about being treated
unfairly because of cancer, while the majority
(70 of the 110 respondents who answered
this question) said they had not worried
about this. The following concerns were
articulated:

Promotional opportunities or opportunities
to travel or work harder are assumed to be
out of reach for a person with cancer

— unproven of course.

Once diagnosed with breast cancer, | took
three weeks off work to have breast cancer
surgery and recover. | felt if | was away any
longer, | wouldn’t have a job to go back to!

Most people in my workplace are on
short-term contracts, and we have been
down-sizing so few people are offered

new contracts when their current contract
expires. Before my diagnosis | was confident
of getting a new contract. | am not confident
anymore. Why would they offer me a
contract if there is a chance | will get sick
and need time off again? And also because
my energy levels have not returned to what
they were so | feel | cannot produce the
same amount of work as before.

Of those respondents who had worried
about being treated unfairly because of
cancer, 70 percent (28 of 40) said that they
had taken action to avoid being treated
unfairly. Such actions often revolved
around minimal disclosure of diagnosis and
treatment, and taking minimal time off.

Went back to work after surgery too soon.

Minimal time off, but struggled to get
through some days.
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Figure 3: Have you ever felt or suspected that you were treated unfairly at work,

or when applying for work, because of cancer?
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| have never been
diagnosed with cancer

Went back to work early as. | was worried
about my job.

| told as few people as possible about the
diagnosis and continued to work as much
as possible around my treatment.

The majority of respondents indicated

they had never suspected that they had
been treated unfairly at work, or when
applying for work, because of cancer.

(Note that it is unclear whether all
respondents were working at the time of
the cancer diagnosis). However, almost a
quarter (26 of 112) said they suspected
they had been treated unfairly at work, or
when applying for work, because of cancer.
Four of the 111 people who responded to
the question about discrimination as carers
indicated they suspected that they had been
treated unfairly at work, or when applying
for work, because they were a carer of
someone affected by cancer.®'

Reasons given for having such suspicions
included:

A person in management made snide
remarks to me and informed other staff
| had cancer.

My manager would not speak to me. | was
not given the opportunity of retraining to take
another position within the organisation.

| was highly anxious when [ returned to work
as | felt the long hours were challenging and
felt afraid to ask for consideration as the
manager was a bit of a bully.

My thought process was really bad... | kept
making small mistakes frequently (with a lot
of eye rolling from other staff). My speech
was affected and | could see my co-workers
getting very frustrated with me, speaking to
me like | was an idiot and on my return the
relieving staff member made it very plain

that she wanted to stay. Two staff members
made my transition back to work very difficult
for me. | knew | was struggling but they had
little or no compassion and calls were going
to management about me which resulted

in a meeting with my boss. Unfortunately
people see you back at work and think all is
back to normal, which is not the case. At the
meeting with my manager | had to explain
my situation but | really didn’t think anyone
could understand. So | just laid low and tried
my best. | spoke with the HR person about
what was going on she was very supportive
but I didn’t take things further, I still don’t
have the energy but | am playing the game.

Carers’ experiences of unfair treatment
included:

Husband was demoted (role not salary)
as he couldn’t put in his normal hours as
he was either caring for me or running
household or doing school runs for about
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18 months of treatment. It affected his
career but not necessarily finances.

My husband at the time was treated harshly
by his employers when he asked for reduced
hours during the months that | had active
treatment. Asking for time off being so hard,
that he felt he had no choice but to stop
working and become my full time carer. He
has since found it hard to find work, as he
had been honest in his interviews that he
may require time off occasionally as he was
my caref.

When | had my breast cancer surgery, my
husband took three days off work to care for
our three young children, he was not paid for
those three days, so when | started chemo

| felt he could not help me as financially our
life would become extremely more difficult.
He had worked for this company for 10
years and hardly taken a sick day, they
claimed they didn’t have to pay sick leave as
my husband wasn’t sick.

Experiences of other employment
problems

One in five respondents (21 percent or 23
of 110) told us that they had experienced
other (not necessarily discrimination-related)
problems at work due to a cancer diagnosis
or history.

Other employment problems people
reported experiencing included:

¢ feeling isolated or bullied;
* being overlooked for opportunities;

¢ alack of understanding of the effects
of cancer and its treatment among
colleagues and employers;

e struggling to get through the day; and

* having no sick leave available, for
example, because of being self-employed.

How could the law respond better for
people affected by cancer?
Respondents to the online consultation
were asked what would make things better
for people affected by cancer in a variety of
different employment scenarios, for example,
continuing to work during treatment or
seeking a new job after treatment. Not all
of the participants’ suggestions related

to legal issues or support, but are of
interest nonetheless in terms of additional
employment supports that may improve
experiences and outcomes for people
affected by cancer.



For people who continue in

their employment while

undergoing treatment

Respondents emphasised flexibility when
asked what would make things easier for
people affected by cancer who continue
to work during treatment. Aimost all of the
80 respondents who responded to this
question mentioned the need for greater
flexibility. For many this meant the option
to work reduced or different hours, and to
sometimes work from home.

If employers could be as flexible as possible
to allow cancer patients to work when and
how they could during treatment if they were
well enough. Work and normality can help
some patients [get] well.

Flexible working hours and ability to work
from home or job share - it helped me
enormously to keep in touch with work
during treatment. During chemo, | worked
whenever | felt able - some days, not at all,
some days a full day.

Several respondents indicated that more
knowledge, understanding and sympathy
on the part of employers would be very
helpful, and recommmended practical support
for employers, such as an education kit
explaining the different challenges for their
employees. Two respondents recommended
employers make greater effort to reduce
stigma and bullying. One respondent
suggested the option to get treatment
outside of normal business hours.

For people who take leave for

treatment and return to work

Many of the 66 respondents to this question
gave the same or similar responses as

they did for the question about supporting
people to continue work while undergoing
treatment. Respondents emphasised

the need for flexibility and for more
understanding and support from employers
and colleagues.

A general understanding that once you have
finished treatment that there can be very
long term or permanent effects.

Several respondents placed particular
emphasis on the need for a slow

or staggered return to work and full
responsibilities, to take into account the
person’s gradual recovery.

Starting back on reduced hours and
increasing over the next few weeks as
person’s health improves.

A transition period when returning, meaning
that survivors slowly come back and then do
more and more work as they feel capable.

For people who seek new
employment after treatment

Being considered as the same as any
illness or injury. A life experience that can
add to a person’s life experience and not
an ongoing disability.

Fifty seven respondents commented on

the online survey question as to what might
make things easier for people affected

by cancer who seek new employment

after completing cancer treatment. Some
respondents felt that a history of cancer was
irrelevant to new employers:

Again, why should it be an issue? Is there a
form somewhere that asks if you have had
cancer? | certainly hope not!

| don’t understand why having had cancer
should define you. It doesn’t define me.

There clearly exists some concern among
people with a cancer history that they will

be discriminated against or treated differently
by employers or colleagues if they seek

new employment:

Employers to look at our experience not our
illness. We have all thought long and hard
about when we return back to work.

That future employers can look past the
fact that they are/were cancer patients, and
give us a chance to feel worthy of having
employment again.

Guidance on how to explain an absence
from the workforce due to medical reasons
and how much you should disclose to a
potential employer without fear of being
treated unfairly.

A person who has or has had cancer in the
past, or someone who cares for someone
with cancer, is under no obligation to
disclose this fact to their employer, or a
prospective employer. However, a person
affected by cancer, or a carer, may find that
they are unable to keep the situation private,
depending on the impact of the illness and
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treatment type. Additionally, it may become
necessary to disclose their situation if it

will affect their performance or if they need
to take leave, as some employers require
medical certificates for personal leave
(although they need not disclose cancer in
particular).®> Many of the respondents to the
online survey cautioned against disclosing a
history of cancer for fear of not being offered
arole or being treated differently:

Don’t disclose the cancer history.

Keep it a secret, quite frankly. Never
reveal a personal weakness of any kind
to a potential employer. You won’t be
considered.

Whether we agree or not the industry

| was in would not agree to grant an
interview unless you fully disclosed full
medical history. It would be hard to prove
that you missed out on employment in
that circumstance, due to cancer.

Other respondents advocated honesty,
and suggested getting supporting
documentation from a health professional
about work-readiness, capabilities and
limitations.

To be honest about limitations if still not back
mentally and physically to 100 percent.

For their specialist to advise the employer
that the person is fit to be a part of the
workforce.

For people who choose not to,

or are unable to, return to employment
after treatment

Of the 69 respondents who made
comments in response to the question of
what might make things better for people
who choose not to, or are unable to, to
return to employment after cancer treatment,
42 explicitly called for more financial
assistance. For some this meant easier
access to their superannuation, while others
called for more accessible government-
funded financial assistance for people who
cannot work because of cancer.

Many respondents reiterated that more
understanding and support is needed for
people affected by cancer, whether they’re
able to go back to work or not.

There is life after cancer. This should be
conveyed.

An understanding that once treatment has
been completed there still may be problems
even if there is no sign of the cancer. Five
year survival rates give a very incomplete
picture of cancer.

A few respondents recommended counselling
in particular while others indicated that more
support to go back to work or remain in other
meaningful activities would be beneficial for
people affected by cancer.

Along similar lines, a small number of
respondents suggested that volunteering
might be beneficial for people affected by
cancer who are unable to go back to work.

Are changes required to current
employment and discrimination laws
and processes to better enable and
support people affected by cancer to
pursue complaints? For example, more
advocacy support, or longer timeframes
within which to lodge complaints? Are
existing legal remedies for discrimination
sufficient to redress the needs of people
affected by cancer?

In response to the question as to whether
respondents had ever made a formal
complaint about being treated unfairly

at work, three quarters of respondents
(84/110) indicated that they had never
been treated unfairly at work because of

a cancer diagnosis or history. None of

the respondents had ever made a formal
complaint about unfair treatment at work
based upon a cancer diagnosis, including
the 26 respondents (23 percent) who said
that they had been treated unfairly at work
due to cancer, and all of those who said
that they had been treated unfairly at work
because of being a carer for someone
affected by cancer.

Reasons given for not making a complaint
included: not knowing that they could
complain; not wanting to make things worse;
wanting to keep their jobs; it not being worth
the effort or cost to complain; not trusting
that the truth would come out; and not
having the energy to complain.

| wanted to keep my job.

Was too unwell and exhausted to do
anything about it.
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| didn’t know I could at the time and just
put up with it.

You have to be joking; do you think |
wanted to make things worse?

| do not want to leave with a sour note
since | have been with the company for a
very long time.

COST and when you are having treatment
it is difficult to find the strength and
courage to do so.

Since my cancer diagnosis | am less
ambitious and haven’t got the energy
or desire to take my complaint to a
higher power.

A male stakeholder we spoke with
over the phone told us that in his
experience most people who feel
discriminated against just want an
apology, rather than compensation,
and that people don’t want to

be labelled as victims for making
complaints. Further, he emphasised
the emotional costs of making a
complaint, the fact that you might
not succeed, and that even if

you did, you were unlikely to be
adequately compensated for what
you'd been through.

Almost half (48 percent) of the respondents
thought that there needed to be changes to
the laws and complaints processes relating
to unfair treatment at work, to make it easier
for people to make complaints. It is perhaps
unsurprising that 42 percent (46 of 110) said
that they did not know whether changes

to the law were required, given that many
people had not experienced employment
problems, and among those who had many
indicated that they did not know their rights
and had not made a complaint.

Many of those who considered that changes
to the law were required emphasised that
longer timeframes within which to make
complaints were needed:

Time frame extended as it can often be
months before a person can deal with the
issue. Often a person does not complain
because they need the job.



Funds available for people in hardship
and a longer timeframe in which to
complain. When one has cancer they
don’t have the confidence to complain
as they are too unwell.

| see no reason why timeframes for
any complaint should be very tight, it
seems unfair. When people are not well,
it’s even harder to cope. Why should
cancer discrimination laws be so, well,
discriminatory?

Maybe extended time frame in which to
complain. Difficult to make a complaint
and cover all aspects of the issues when
unwell...most of your energy is spent
just trying to get better and resume your
normal/usual lifestyle

Others supported the idea of having an
advocate available to assist people with
complaints.

An advocate for the patient.

Counsellors, social workers to support and
assist those who want to make a complaint.

Most people affected thus are sometimes
not well equipped emotionally to deal with
the issues. There needs to be a “cancer
aware” advocate for such people, someone
with the sensitivity to pursue the case.

Support for the cancer patient in preparing
for the process and necessary document.
(Chemo Brain is a problem) Longer
timeframe MAY be necessary and should be
an option particularly if treatment is long.

Some respondents emphasised the need
for more readily available information about
employment rights and laws:

Let patient be aware of different avenues
available for support about unfair treatment
while being treated at hospitals.

| really don’t know, but the early days of my
treatment required many letters to request
extended leave. | think an information
checklist for Victoria might have been
helpful then.

Not knowing all the laws and processes it
is every difficult to comment. Managers,
Payroll Officers and HR Departments need
to have more training. They need to explain
the process and where they receive their
information from.

Other comments included:

Financial support for legal advice or
representation.

The current process you described in
previous questions is cumbersome,
bureaucratic, stressful and sometimes
costly. If people have to lodge complaints
themselves, it needs to be a simple, cost
effective process.

Reflections

The key challenge identified in our issues
paper — assessing the extent of employment
problems for people affected by cancer
remains — although we are now better
informed about some of the challenges
and priority issues for people affected by
cancer in the workplace. The responses to
the online survey revealed mixed results in
terms of whether discrimination and other
employment problems were common

for people affected by cancer and their
carers. The responses are not necessarily
representative of the experiences of other
Victorians, given almost all responses are
from women affected by breast cancer,
but they do provide further anecdotal
evidence about the types of concerns

and experiences people affected by
cancer can encounter.

Cancer-related problems are clearly not a
problem for everyone; many respondents
told us that their employers were very
supportive when they were diagnosed
and having treatment.

However, others expressed concern about
unfair treatment at work, which seemed
particularly acute in relation to taking time
off, losing opportunities and the possibility
of losing one’s job. The actions respondents
reported taking to avoid unfair treatment may
have been suboptimal for their productivity,
safety and health. Respondents reported
not disclosing their cancer to employers

or colleagues and taking less time off

for treatment than they felt was needed.
Among those respondents who reported
being treated unfairly, many referred to
relationship and communication problems
with employers and colleagues, which were
often related to taking time off.

These concerns were not limited to patient
experience, and it appears that some carers
also experience difficulties at work.
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Not one of the stakeholders we spoke with,
or who responded to our survey, had made a
formal complaint about being treated unfairly
at work. In our issues paper we speculated
about the reasons people might not make
complaints, including not knowing one’s
rights or the avenues for complaint, the need
to maintain an ongoing relationship, fear of
losing one’s job, and it not being worth the
time, money or energy to complain. These
barriers were also identified by respondents
to the survey, who made suggestions

for better supporting people affected by
cancer by: allowing longer timeframes for
complaints, because people with cancer are
unwell; having advocates available to assist
people with cancer to make complaints; and
increasing availability of information about
employment rights and complaints processes
s0 people know their options.

While the FWC can extend the time period
for lodging an unfair dismissal application

if it is satisfied that there are exceptional
circumstances, ‘mere ignorance of the
statutory time limit’ for lodgement is

not an exceptional circumstance.® In
determining whether there were exceptional
circumstances the FWC considers:

* The reasons for the delay;

* Any action taken by the former employee
to dispute the dismissal;

Prejudice to the employer (including
prejudice caused by the delay);

The merits of the application; and

Fairness between the employee and other
persons in similar situations.*

People affected by cancer or other ilnesses
have sometimes been granted extensions
when they have been able to convince

the FWC that their medical condition,
appointments, treatment and mental state
comprise exceptional circumstances that
prevented them from lodging an application
on time.*® However, the FWC does not

grant automatic extensions of the time to

all applicants affected by cancer. Previous
cases have emphasised that: the person
needs to have been too ill in the 21 day
timeframe immediately following the dismissal
to lodge the claim?®; that medical conditions
cannot be used indefinitely to justify out of
time applications®’; and that the exceptional
circumstances should cover the duration of
the period by which the application is late, not
just part of the period.®

Survey respondents also reported
additional employment problems such as:
feeling isolated or bullied; being overlooked
for opportunities; a lack of understanding
of the effects of cancer and its treatment
among colleagues and employers;
struggling to get through the day; and
having no sick leave available.

Clearly, some people affected by cancer
fear they will face discrimination in the future
if they look for new employment. Many
respondents suggested they would not
disclose their cancer diagnosis or history to
a new employer for fear of not being offered
a role or of being treated differently, despite
the discrimination protections in place.

The difficulties of obtaining financial

relief either through early access to
superannuation or government assistance
programs were emphasised by several
people in their responses to the questions
about what could make things easier for
people who are unable to return to work.
We included a question about whether

a new category of income support was
required for people affected by cancer.
The majority of respondents indicated that
income support needs to be more readily
available to people affected by cancer and
pointed to the unique aspects of cancer
and other long-term chronic diseases of
uncertain prognoses. We recognise that
there is a need for improvements to income
support benefits and processes for people
affected by cancer and other chronic
diseases and will continue to explore this
challenge in the next phase of the project.

The context of these issues is important.
Fifty percent of Australian men and a third
of Australian women will be diagnosed with
cancer by the age of 85.%° Although cancer
remains a leading cause of death in Australia
(around three in 10 deaths) the survival rate
for many common cancers has increased
by 30 percent in the past two decades;

as screening services and treatment
options improve, it is likely that people will
be living longer with a cancer diagnosis.*°
As indicated by our survey results, many
people choose to return to work after a
cancer diagnosis, and/or treatment, but
current approaches to facilitate a return

to employment after cancer may not be
sufficiently sensitive to cancer patients’,
survivors’ or carers’ needs. Employment
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laws and policies will need to adapt to these
needs to ensure equitable treatment for
people affected by cancer.

Equally, as our survey indicated, some
people will choose not to return to work,
and therefore support and social services
must be equipped to properly respond to
the needs of this group.

What measures are needed to reduce
discrimination and other employment
problems for people affected by cancer?
Regardless of whether people continued

to work during treatment, returned to work
after treatment, sought new employment,

or chose not to or were unable to return

to work, similar suggestions were offered

as to how the law could respond better for
people affected by cancer. While not all of
the suggestions for what would make things
better necessarily related to legal responses,
there were some complementary common
themes, including:

* the need for greater flexibility, including
reduced or flexible hours or the ability to
work from home;

the need for more knowledge,
understanding and sympathy regarding
the effects of a cancer diagnosis and
treatment among employers and
colleagues;

allowing a staggered return to work and
full responsibilities—where this is needed
and desired—which recognises the
gradual recovery process.

It seems that tailored education and
information for employers, people affected
by cancer and their colleagues, could go
some way towards reducing the problems
that people face at work when diagnosed
or being treated for cancer. It appears that
in some workplaces there is either a lack
of understanding of or compliance with
anti-discrimination laws and the FWA.
Employers, people affected by cancer and
their colleagues need to know about the
protections in place for people who need
to take time off for treatment, and who
may need reasonable adjustments made
on their return to work. It would also be
beneficial for employers and colleagues to
understand more about the potential short
and long-term effects of a cancer diagnosis
and treatment on a colleague or employee.
More understanding of employment law

frameworks and what to expect when

a colleague or employee is affected by
cancer may help to reduce stigma, bullying,
the fear of disclosure, and discrimination,
and has the potential to make workplaces
more supportive.

In terms of the emphasis stakeholders
placed on the need for more flexibility in

the workplace, the existing protections in
the anti-discrimination legislation at both
the Victorian and Commonwealth levels
should provide some support, if properly
utilised. Employers must make reasonable
adjustments to support people affected by
cancer, unless this would cause unjustifiable
hardship. Reasonable adjustments may well
include allowing more flexible work hours
and the opportunity to work from home,

s0 long as the employee is still fulfilling the
inherent requirements of the job. As outlined
above, more understanding of the effects

of cancer treatment, and education on the
anti-discrimination protections and how
they should apply in practice could assist
employers and employees to reach mutually
agreeable solutions.

Similarly, carers who have worked for their
employer continuously for more than 12
months and who meet the definition of a
carer in the Carer Recognition Act 2010
currently have the right to request a flexible
working arrangement under the National
Employment Standards (section 65 FWA).
Results from our survey suggest that this
option may not be known to many carers.
Perhaps if more carers were aware of this
right and employers were more aware of
caring responsibilities, more flexible working
arrangements could be established.

It is apparent from the responses to our
survey —and perhaps implied from the
small number of employment law cases
related to cancer—that there are multiple
reasons why people do not make formal
complaints when they think that they have
been treated unfairly at work. Respondents
indicated that more support and more
time is needed to encourage people with
cancer to pursue employment complaints.
Regardless of the ease and efficacy of
complaints processes, many people

may never complain about employment
problems because of the need to maintain
an ongoing relationship with an employer.

While the increased protections in respect
of bullying, as of 1 January 2014, are
encouraging, it is questionable how

many people affected by cancer will avail
themselves of the complaints mechanism,
given the apparent reluctance to make
formal complaints with respect to other
employment problems (as demonstrated
by the anecdotal evidence from our
stakeholders, and the lack of evidence
regarding formal complaints being made
to human rights commissions, the FWC
and the courts).

Recommendations

Responses to the issues above will require
a combination of law and policy reform, but
mostly, research and evidence collection

to more clearly define the problem, and an
extension of support services for people
affected by cancer. It is clear that there is still
a limited understanding of the extent of the
problem and a lack of support for people
who do have a problem. Accordingly, our
recommendations are for:

* Education programs for employers,
people affected by cancer and their
colleagues on:

* The effects of a cancer diagnosis and
treatment on an employee;

* The experience of living with cancer;

* The legal frameworks, rights and
responsibilities that apply when an
employee or potential employee is
affected by cancer, whether personally
or as a carer, and practical solutions to
common problems.

* More research to accurately assess the
extent and type of employment problems
that people affected by cancer and their
carers experience.

Furthermore, there is a case to be made
for introducing more flexibility into the
timeframes for making a complaint for
an unfair, unlawful or general protections
dismissal.
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Insurance

In Australia, health insurance is

provided universally under Medicare

and supplemented by private insurance
providers. Many people also elect to take out
other policies such as life, travel, home and
contents and income protection insurance.
Medicare is the national health insurance
scheme that provides free or subsidised
health care services for people living in
Australia.*? Medicare funds most primary
medical health care treatment, including by
GPs or specialists, and treatment in public
hospitals and also part-funds some private
health services.*® Medicare is funded by the
Commonwealth Government.*

Private health insurance cover is also
available and provides cover for services
not covered by Medicare.*® While private
health insurance is not compulsory, people
in Australia are encouraged to take out
insurance through an income tested tax
rebate for those people who take out
cover. Additionally, people who earn above
a threshold amount, and do not have
approved hospital cover with a registered
health fund, have to pay a Medicare levy
surcharge.“® Private health insurance is
‘community rated’, which means that an
individual’s risk is shared and equalised

in a large pool of insured people. This
means that everyone is entitled to the
same insurance product at the same price,
and insurers are not permitted to refuse
insurance on the basis of a person’s health
or likelihood of claiming.*”

Other forms of insurance, such as life
and travel insurance are ‘risk-rated’
through the insurance underwriting
process. Underwriting takes into account
an individual’s risk profile to ensure that
the premiums paid by each policyholder
reflect their risk relative to the whole pool.
Cover is offered and premiums are set
by making differentiations based on risk.
In at least some cases, the presence of
an iliness or disability (or risk of illness or
disability) including cancer, will increase
an individual’s risk, and the probability

that they will make a claim against their
insurance policy. Many people elect to

take out other forms of insurance and the
inability to obtain cover can have important,
broader implications for people.

Access to insurance (particularly life

and travel insurance) was identified by
CCV'’s Strategy and Support division, and
colleagues from the McCabe Centre’s
European network, as an area of increasing
concern for people who have finished active
treatment for cancer.

Internationally, fears about people affected
by cancer being denied insurance —in
particular, being denied health insurance

— have resulted in legislative responses in
the US and UK. In 2008, the USA enacted
the Genetic Non-Discrimination Act, which
prohibits health insurance plans from
requesting or requiring that a covered
member or family member undergo genetic
testing. In the UK, there is an agreement
between the Association of British Insurers
and the UK Government setting out broad
principles for the use of genetic testing in
insurance, and a moratorium on the use of
genetic testing in specific circumstances.*®
According to the moratorium, individuals
are not obliged to disclose the results of
predictive genetic tests when applying for
life insurance up to £500,000, critical illness
insurance up to £300,000 or for income
protection insurance of more than £30,000
per annum. Above these threshold amounts,
insurers may ask, and customers must
disclose, the results of a predictive genetic
test, but only where the test is one that

has been specifically approved by the UK
Government.

In Australia, the availability of Medicare and
of community-rated private health insurance
policies means that people affected by
cancer have broad access to public and
private health insurance. However, access

is more complicated in relation to risk-rated
insurance policies, such as travel and life
insurance policies, where a person’s cancer
diagnosis or history of cancer can affect their
ability to obtain cover.
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The Disability Discrimination Act 1992 (Cth)
(DDA) makes it unlawful to discriminate
against a person on the grounds of
disability by refusing to provide goods or
services, including financial services and
insurance. Because cancer comes under
the definition of disability, and the DDA
prohibits discrimination on the basis of a
past, present, future or imputed disability,
discrimination on the basis of a family
history of cancer or genetic predisposition
to cancer is prohibited. However, there is an
exemption in the DDA in relation to risk-rated
insurance policies and superannuation.

This exemption allows insurers discretion to
make reasonable distinctions when offering
insurance policies; and for such distinctions
to not be discrimination in accordance with
the DDA.

In our issues paper, we outlined how the
insurance exemption in section 46 of the
DDA operates. This includes the requirement
for insurers who refuse to cover, or modify
an insurance policy for, a person affected by
cancer to show that the decision:

* is based upon actuarial or statistical data
on which it is reasonable for the insurer to
rely; and is reasonable having regard to
the matter of the data and other relevant
factors; or

* in a case where no such actuarial
or statistical data is available and
cannot reasonably be obtained - the
discrimination is reasonable having regard
to any other relevant factors.

In order to measure the effectiveness of

the DDA's protection for people affected by
cancer trying to obtain insurance cover, it

is essential to find out if people are being
denied insurance, and if so, on what basis.
However, measuring the overall effectiveness
of disability discrimination laws in protecting
cancer survivors attempting to access
insurance is difficult.

The case study in Box 1 is indicative of some
of the anecdotal reports we have received in



the course of our work on this topic. In our
issues paper, we noted that there have been
few complaints under anti-discrimination
law about discrimination in insurance on the
basis of cancer. However, there have been
only limited investigations carried out to
determine if Australians affected by cancer
are facing refusals of insurance cover; thus
the key question for us was whether people
with cancer, or with a genetic predisposition
to cancer, are being unreasonably denied
insurance cover.

We looked at two aspects of this topic:
general issues about discrimination; and the
implications of genetic testing for insurance.
These will be dealt with separately below.
Initially, this section of the issues paper
examined issues relating to insurance and
superannuation, however given there were
few reported problems with people affected
by cancer obtaining superannuation policies,
and many more questions and feedback in
relation to insurance issues, this section was
reframed for the purposes of this report.

As with the stakeholder feedback for the
employment section, feedback for this part
of the report came via the online survey, and
so the caveats identified in relation to the
employment section feedback also apply
here. Most of the respondents are likely to
be women who have been diagnosed with
breast cancer, as the survey was distributed
to Breast Cancer Network Australia’s (BCNA)
Survey and Review Group. Again, as the
time since diagnosis for most respondents

is unknown, some of the policies and laws
outlined in this section may not have applied,
or may have changed in the time since
respondents were diagnosed with cancer,

or had their experience with obtaining
insurance. We received additional feedback
from other stakeholders about difficulties
obtaining insurance; some of these
comments have been included below.

“Life insurance and genetic test results: a mutation carrier’s fight to achieve full
cover’ Medical Journal of Australia 2013

In September 2013 the Medical Journal of Australia published an article that
described the experience of an Australian man who was refused insurance on
three separate occasions on the basis of genetic information that he disclosed.*
The man, in his early 20s and with a family history of cancer — which he had
previously disclosed — was denied extended cover for cancer under an existing
life insurance policy, after he revealed that he had discussed genetic testing with
a genetic counsellor.®® It was suggested that there was no actuarial or statistical
data to justify this decision, and at most, should have only postponed the decision
of the insurer until after the results of the genetic test.>' The man was later tested
and found to have an increased risk of Lynch syndrome (hereditary non-polyposis
colorectal cancer).%? Following this test, he applied to two different insurers for life
insurance cover and was offered restricted cover that excluded cancer in both
instances.®® The man challenged the decision of the third insurer.

As noted above, the DDA requires insurers to use actuarial or statistical data in
order to justify a decision to discriminate, or where such data is unavailable, to
make a reasonable decision having regard to other relevant factors. Additionally,
insurers are to take into account the benefits of special medical surveillance

(as the man was willing to undertake) in accordance with the Financial Services
Council’s (FSC) Standards, which are compulsory for all FSC members.5

The man provided information to the insurers to show that, with regular health
checks, he presented no greater risk than the risk in the average population.®

He also asked for the actuarial evidence relied upon to justify the decision, but
was never supplied with this evidence.*® He complained to the AHRC and advised
the third insurer of the same; following which, he was offered full cover by the
third insurer. The authors noted that this response from the insurance company
suggested that the company did not have actuarial data to justify its decision.®”
They highlighted the case study as an example of the ‘high level of initiative and
proactivity required for a consumer to achieve a fair result.’®
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Stakeholder feedback:
Discrimination in insurance

How significant is the problem of
discrimination in insurance and
superannuation for people affected

by cancer?

Eighty-seven per cent (81 of the 93 people
who responded to this question) thought
that obtaining insurance cover is a problem
for people affected by cancer. Around half
of those who responded had personally
experienced problems getting insurance
because of a personal or family history of,
or genetic predisposition to, cancer.

| believe travel insurance has improved. |
was demoralised when | was told that | was
‘uninsurable’ in terms of income insurance
etc in the early days late 1990s, to the extent
that | haven’t followed it up.

Could be but | have chosen not to disclose
this when applying for insurance. | have life
insurance but took out this policy prior to
diagnosis and too scared to change now
to another provider in case my family lose
the benefits.

Premiums go up and up, it’s not fair, we
don’t know if the cancer will come back.

We have to declare our iliness and are
judged on this even though we are in
remission. This adds to our stress of the
cancer returning.

| travelled overseas recently and wanted
medical insurance for when | was away. |
couldn’t get any because of my previous
diagnosis. | want it to be that you can
exclude certain illnesses from insurance,
not just not get any at all. | would have
loved to have general medical insurance
that excludes any cancer related illness.

Difficulty getting travel insurance because
of past breast cancer even when there was
a small chance of re-occurrence and not
something that would require immediate
treatment while away.

Have you ever made a complaint

about discrimination in insurance

on the basis of current, past or an
increased risk for cancer?

None of the respondents had made a
complaint about discrimination in insurance.
Sixty-four per cent indicated they have not

been treated unfairly as a result of being
affected by cancer, while 36 per cent said
they had been treated unfairly, but had never
made a complaint. Although the majority of
respondents indicated they had not been
treated unfairly, it is not clear whether this
means that discrimination is rare; this result
may also indicate a level of acceptance by
people affected by cancer of the status quo,
or lower expectations of protection.

It may also be possible that people lack
access to, or knowledge of, the relevant
complaints mechanism. We asked people
if they had ever made a complaint about
discrimination in insurance on the basis of
current, past or an increased risk of cancer,
and if not, why not. Most people did not
want the ‘hassle’; others believed that they
should not get cover.

Because | would never win against a big
multinational insurer. If they gave me a
policy it would probably include so many
restrictions that it was worthless anyway.
So, decided against making a complaint
because | do not trust the system.

To waste time and money making a
complaint, didn’t think me against the
insurance company was going to work out
to my advantage (or anyone else’s). Plus
with cancer you don’t have the energy to
fight those sort of battles...likely to spend
whatever energy on things that add to
wellbeing not subtract!

I do not believe | will get anywhere. | do
not want to go through another stressful
situation. It will be very costly exercise
financially and emotionally. It is acceptable
norm to reject cancer survivors.

Do you think the law about unfair
treatment in insurance, and the exception
that lets insurance companies treat
people differently according to their
health risks, needs to be changed?

As noted above, the law allows for the
differentiation between someone with cancer
and someone without for the purposes of
risk rated insurance policies, but stresses
that if such a distinction is drawn, then it
should be evidenced through statistics, and
not anecdote. However, many respondents
felt that insurance providers had limited
understanding of the implications of living
with cancer.
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With advances in medical treatment, cancer
is not necessarily a death sentence. So,
insurance companies should review their
policy regarding cancer survivor applicants.

People who have had cancer, or are of an
increased risk don’t necessarily get cancer.
One can pass from many things in life, with
or without cancer/and or risks. Because you
cycle to work, should you have to be insured
or excluded from insurance?

A family history does not mean that member
will get that disease. Insurance companies
have too much leeway to opt out of
payments.

Some people suggested that they
understood the challenges that insurers face
when considering cover for someone with a
history of cancer:

| can understand the insurance company’s
point of view. They are in a business but
cancer is often not caused by decisions a
person makes, so it is hard to be penalised
for something | have no control over. How
relevant are the health risks? Do smokers or
illegal drug users suffer the same as cancer
sufferers? It is assumed a cancer sufferer will
die early, | guess, but with current survival
rates is this relevant.

Usually the little person against insurance
companies isn’t a fair match and in so many
legal situations trying to get fairess from
the law is a very demanding task and not
for someone who is unwell or lacking in
resources- however, there has to be some
protection of the company and other policy
holders if someone is an enormous risk.
Maybe a small increase in premium and
limits to payouts might be a reasonable
course of action.

Do you think that changes are required
to complaints processes to help people
affected by cancer to make complaints
about unfair treatment in insurance?
Most respondents (80 per cent) thought that
changes were needed to the complaints
process to help people affected by cancer
make complaints about unfair treatment in
insurance.

When asked what sorts of changes were
required, respondents asked for the
correction of perceived power imbalances,
to ‘stop making people feel intimidated’.



Other respondents suggested:

As for other discrimination complaints, a
‘cancer sensitive’ and aware advocate.

Insurance companies can’t just take your
money for policies when you are healthy.
There needs to be a fairer system to allow
those who have had cancer in the past,
(say cancer free for at least five years), to
be able to take out standard insurance,
and if they can’t there needs to be an
ombudsman to complain to.

Risk assessments of cancer patients seeking
insurance should be conducted by an
independent and informed third party.

A number of respondents also wanted more
information about where to complain.

Genetic testing and insurance

A component of the discussion on access

to insurance focused on the implications of
genetic testing and the prospect of genetic
discrimination. The key concerns in relation
to genetic testing are that:

* Very few current genetic tests are
actually predictive and guarantee a
specific outcome, for example, disease.
Most genetic tests can only indicate,
at best, increased susceptibility for
particular conditions.

People may be discriminated against
purely on the basis of a family member
having a heritable genetic condition.

As noted in the issues paper, Australians are
protected from discrimination in the DDA on
the basis of a past, present, possible future
or imputed disability. The exemption which
allows for reasonable distinctions (discussed
above) also applies in relation to applicants
who have had a genetic test, or a family
history of cancer, which may indicate an
increased risk of cancer. Therefore, where a
genetic test indicates a higher risk of cancer,
insurers may charge a higher premium

or change the terms under which they
provide cover (in the same way as if insuring
someone with a history of cancer), but only
if there is sound actuarial and other relevant
statistical data to underpin the decision.

Predictive genetic testing is currently
available for a limited, but increasing
number of inherited conditions including
some cancers, for example, hereditary
breast cancer, ovarian cancer and

Lynch syndrome.* In time, advances in
technology and genomics may lead to
more — and increasingly sophisticated
genetic tests. However, there are limitations
to genetic test results. Sometimes results
can provide guidance only; results may be
unclear; or give false impressions. A genetic
test result can only give an indication of
increased risk, and can’t predict what will
happen to a person.®°

‘Essentially Yours’: Australian Law
Reform Commission Report

In 2003, the Australian Law Reform
Commission (ALRC) and the Australian
Health Ethics Committee of the NHMRC
examined an extensive range of activities
in which genetic information plays an
important role, including in relation to
insurance.®’

The report, ‘Essentially Yours’, tabled in
May 2003, made 144 recommendations
about how Australia should deal with the
ethical, legal and social implications of
genetic information and testing. Four of the
recommendations related to an insurer’s
duty to disclose reasons for unfavourable
decisions made on the basis of genetic
information (although the ALRC noted

that the rationale for providing reasons
applied also to other cases of unfavourable
decisions, and not just those using genetic
information).®?

Submissions to the ALRC highlighted a
lack of transparency and accountability to
the public in relation to risk assessments
using genetic information.®® As noted
above, a decision to refuse or modify the
terms of insurance may be discriminatory
if an insurer cannot point to relevant
actuarial or statistical data supporting the
decision. However, although individuals
can request written reasons for an
unfavourable decision, including where
genetic information has been disclosed, it
is not clear from the legislation whether an
insurer is obliged to provide the actuarial
or statistical data relied upon in making the
decision.®* Often, an applicant is able to
gain access to this information only after
lodging a complaint with a human rights
commission, but not before — a position
which diminishes an individual’s capacity
to assess a decision before determining
whether to challenge it under anti-
discrimination legislation.® It was submitted

that consumers should have the right to
access sufficient information about the
basis for an insurer’s decision, including
actuarial or statistical evidence, without
having to first lodge a complaint with the
AHRC.% The Inquiry accepted that some of
this actuarial and statistical evidence was
likely to be commercially sensitive; but also,
and more importantly, this evidence would
be personally sensitive to some people
because of the inclusion of data about
expected morbidity and mortality.®”

These sensitivities notwithstanding,
the ALRC recommended the following
improvements to disclosure requirements:

* Amending the Insurance Contracts Act
1984 (Cth) (ICA) to include disclosure
requirements for decisions based on
genetic information, that include clear and
meaningful reasons and that explain the
actuarial, statistical or other basis for the
decision.

* The Financial Services Council and
Insurance Council of Australia to develop
policy guidelines for members that
outline how applicants are to be informed
of unfavourable decisions, including
informing applicants of their statutory
entitlement to reasons for an adverse
underwriting decision.

The Government responded to the report
in December 2005.% In its response

the Government agreed that clear and
meaningful reasons should be provided to
those denied insurance.®® However, it was
proposed that the best way to facilitate
this was through appropriate industry
body policies, rather than an amendment
to the ICA.

Stakeholder feedback

The issues paper sought input from
stakeholders with regard to their concerns
about, and experiences of problems getting
insurance due to a genetic test or a family
history of cancer, and how that affected
their views of genetic testing.

We asked if people had ever considered
genetic testing to learn if they have an
increased risk for cancer, and (separately)
if people had undergone a genetic test for
cancer predisposition. Fifty-four per cent
of respondents (56 of the 103 respondents
to this question) had considered genetic
testing to find out if they have an increased
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risk of cancer. Forty-six per cent had not
considered genetic testing for cancer; of
this group, 30 per cent didn’t have a strong
family history for cancer while 16 per cent
did have a strong family history.

Thirty-nine per cent (29 of the 75
respondents who answered this question)
had actually had a genetic test for cancer.

How did the possibility of having
problems getting insurance affect your
decision whether or not to have genetic
testing for increased risk to cancer?
The majority of respondents (82 percent or
59 of the 72 respondents to this question)
said that the possibility of having problems
getting insurance did not affect their
decision whether or not to have genetic
testing for increased risk of cancer. For
some respondents, the primary concerns
around genetic testing and insurance
related to the impacts on their families,
including their children, in the future. Others
were concerned that a positive test would
mean that they could never be insured.

If the genetic testing shows | have an
increased risk of cancer then this may
influence decisions insurers may make
about my children. | worry about the flow on
effect. My children are aware and take care
of themselves with regular checks but the
flow on effect does concern me.

| was worried a positive test would make
cover impossible to get.

Why did the possibility of having
problems getting insurance not affect
your decision whether or not to have
genetic testing for increased risk to
cancer?

Most people did not think that the possibility
of having problems obtaining insurance had
affected their decision whether or not to
have genetic testing.

Have strong family history for the cancer |
have. Felt it was more important to know,
and have the possibility of some treatment
to affect the outcome of a familial cancer.
Didn’t see having genetic testing, and then
difficulties with insurance as an impediment
to the testing.

The potential information it can provide
me and other family members is
important to me.

Because | wanted to do the test for my
children’s future.

More important to me to see if there were
going to be any family issues, not bothered
about the insurance side.

Meetings with the Insurance
Council of Australia

We met with a representative from
the Insurance Council of Australia and
were invited to present the insurance
section of our issues paper during

a teleconference with the Insurance
Council and leading insurers.

We discussed the approach taken by
insurers when assessing risk in relation

to people affected by cancer. Attendees
confirmed that they look at a range of
factors including actuarial data, but also
take into account direct previous claims
experiences. Insurers we spoke to
confirmed that they differentiate between
different cancer streams, and apply
separate guidelines depending on the type
of cancer, due to different risk profiles.
Insurers also confirmed they take a case
by case approach to each person affected
by cancer, including taking into account
how long ago the person was diagnosed,
whether they’re receiving treatment, and
whether they’re in remission.

New disclosure rules for some
insurance contracts

In June 2013, the ICA was amended

and new duty of disclosure requirements

for ‘eligible contracts of insurance’ were
introduced, to come into effect in 2015.
Eligible contracts of insurance include travel,
motor vehicle, home contents, consumer
credit, and accident and sickness insurance.
Life insurance is not an eligible contract

of insurance, within the definition in the
Insurance Contracts Regulations 1985.7°

Pursuant to the ICA, insurers are required to
ask insurance applicants specific questions
that are relevant to the insurer’s decision

to offer insurance protection, and on what
terms.” Prior to the June law change
(which comes into effect in 2015) insurers

36 Making the law work better for people affected by cancer / 2013 Report

were also permitted to ask ‘catch all’
questions, designed to capture any other
items relevant to their decision whether to
enter the contract of insurance.” Applicants
were obliged to disclose ‘exceptional
circumstances’:

a.that a reasonable person could be
expected to know what would be
relevant to the insurer’s decision whether
to accept the risk; and

b. which would be unreasonable for the
insurer to ask a specific question about.”

A review of the ICA recommended this
‘catch all’ provision be removed because
it imposed an unreasonable burden on
applicants to know what the insurer
regarded as relevant.” Furthermore, it was
argued that insurers are in a better position
to decide what matters are relevant to
their decision to provide insurance, and to
formulate specific questions accordingly.”

As a result of the law change, an insurer
will no longer be able to ask ‘catch all
questions when assessing cover under an
eligible contract of insurance, and must
ask specific questions relevant to the
decision whether to accept risk, and if so,
on what terms.”® In practice, this will mean
that insurers are no longer allowed to ask
non-specific questions —an example of
which might be a question about ‘any other
disorder or impairment’. The new law also
applies to renewals, where insurers can
either ask a policy holder, before renewal, to
answer specific questions; or insurers can
ask the policy holder to confirm or update
previous information disclosed. There will
be no duty to disclose beyond these two
options on renewal.””

Life insurance policies are still subject to
the general provisions regarding the duty of
disclosure in section 21 of the ICA, which
is to say that an insurance applicant is
required to disclose matters that are known
or should be known to the insurer.”®

The effect of these changes is likely to be
seen in more detailed application processes
for eligible insurance contracts. There is

a further question about the relationship
between the new duty of disclosure
requirements for eligible contracts, and

the overarching good faith principle for all
insurance contracts, which may not be
answered until tested in court.



It was clear from the responses to our
survey questions that many people find

it difficult to obtain insurance following

a cancer diagnosis and treatment. As
survival rates improve, and people live
longer after a cancer diagnosis, more
people will be affected by cancer; as such,
we would expect that more people will

be affected by laws and policies which
govern access to insurance.

However, the level of concern expressed
about insurance discrimination in the
literature and from the stakeholders who
participated in our survey, is not reflected in
the number of complaints to the AHRC or
the Victorian Equal Opportunity and Human
Rights Commission. This is not to say that
insurance discrimination is not an issue;
many of the survey respondents indicated
that for some people it is a challenge simply
to muster the energy or motivation to
complain, or for people to understand how
to make a complaint and where.

Some of the later stakeholder feedback
indicated that some people may have
decided not to disclose a history of cancer
when approaching another insurance
provider, for fear of being refused again.

It is also possible that insurers differ in terms
of their approach to insuring people affected
by cancer. Large insurers are likely to be in

a better position to absorb the risk-related
costs. The Bassanelli case (see Box 2.) may
have had a positive impact on availability

of travel insurance for cancer patients. This
case also established that it is not lawful for
smaller insurers to refuse cover purely on the
basis of financial hardship.

In our survey, respondents highlighted some
of the challenges to making a complaint:

How do we navigate all the different
mechanisms for making complaints now?
Unless you know the system it does not
happen. Complaints relating to health —
whether work, insurance, home loans or
anything else ought to have one central
point e.g. the ombudsman. This needs to
be part of the information provided during
treatment - someone to go through all the
'stuff’ that is handed out and highlight what
might apply individually would make this
information more useful to people who are
sick or caring for someone who is sick.

Denise Bassanelli: QBE Travel Insurance v Bassanelli

In one of the leading cases on this topic, QBE Travel Insurance v Bassanelli (2004),
the Federal Court upheld the protection from discrimination in insurance in the
DDA. Ms Bassanelli was declined all travel insurance cover by an insurer on the
basis of pre-existing metastatic breast cancer. The Court found that the insurer had
not acted reasonably in coming to the decision to decline cover, and further held
that a person cannot be discriminated against for having a pre-existing condition —
in this case, cancer — when the insurance sought did not relate to the condition, and
where the insurer had not based its decision to discriminate on relevant factors.

This case featured in a presentation we delivered on this topic at the Flinders
Centre for Innovation in Cancer Survivorship Conference in Adelaide in February
2013, and in our issues paper. Later, we were contacted by Denise Bassanelli,
who had brought the action. She emailed us after her oncologist attended the
presentation in Adelaide, and said:

| am glad that my legal precedent is still being kept alive in the public arena through
presentations like yours. | continue to get emails from other women with breast
cancer about troubles they have in obtaining travel insurance.

We were able to discuss the effect of the court case on Denise and her family, and
share with her some of the work we are doing in this area to assist other people
affected by cancer, who are unable to get insurance. Sadly, Denise passed away
from cancer on Thursday, 30 May, 2013.
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Respondents requested help to make
the process easier for people affected
by cancer:

Anything that makes life easier for the
patient/carer to deal with. The news of a

life threatening condition is enough to test
the best of people, let alone those who are
coping with something like cancer. Like most
patients, upon learning of my diagnoses of
cancer, | was more intent on daily survival
rather than how | was going to be treated
with regards to any insurance issues.

The availability of robust actuarial and
statistical data to assist insurers making
decisions about people affected by

cancer has been raised on more than

one occasion —in the ‘Essentially Yours’
recommendations, in case law, and in
published commentary. In relation to genetic
testing, the paucity of data is compounded
by low awareness of the usefulness of
genetic tests for insurers and lack of policy
guidance about how genetic tests are to be
used in underwriting insurance.”

Of concern is that we are still hearing stories
of people being denied insurance based

on inadequate data, or with no reasons
given whatsoever. Otlowski’s 2013 paper
documents one such occurrence of this,
and responses to our issues paper suggest
others have been similarly affected.

In this respect, we support the
recommendations of the ‘Essentially Yours’
report, to clarify the right to information
from insurers for people who have received
an adverse decision based on genetic
information. Under section 75 of the ICA
individuals may request, in writing, written
reasons for an adverse decision; however it
is unclear whether this right to information
includes an entitlement to details of the
actuarial, statistical or other data relied

on by the insurance company. Currently,
the only guaranteed way for a person to
access this data is to lodge a complaint
with the AHRGC; this triggers the operation
of section 107 of the DDA under which the

AHRC can require an insurer to disclose to
the Commission the source of the actuarial
or statistical data on which a decision

was based. In ‘Essentially Yours’ it was
noted that this is an unduly onerous and
impractical approach — particularly when
the availability of this information may be
influential for a person deciding whether or
not to bring proceedings under the DDA (or
equivalent state or territory legislation).&

We support the ALRC’s recommendation to
clarify the right to information, and support
extending this right to others who receive
an adverse decision, whether or not it is
based on genetic information, and taking
into account the sensitivities associated
with this information. Greater transparency
in information would hopefully encourage
the collation of relevant information to
inform decisions, but also inspire greater
confidence in cancer patients affected, who
at the moment, perceive they will not be
treated fairly (whether or not this is in fact
the case). Access to reasons without having
to lodge a discrimination complaint would
also assist to educate consumers about
what is permissible differentiation, and what
is unlawful discrimination; and to better
facilitate the ability for people to obtain
reasons for an unfavourable decision.

Genetic testing for cancer susceptibility

is a relatively new phenomenon, which is
likely to increase as technology improves.
Currently, discrimination on the basis of
genetic information seems to be limited;
and very few respondents to our survey said
that they would not get a genetic test for
fear of how this information might be used
for insurance purposes. However as noted
in the Australian Medical Association’s
(AMA) position statement on genetic testing,
‘liln order for the community to accept

and embrace genetic testing, it's important
to minimise the real and perceived risk of
genetic discrimination; otherwise, individuals
might forego beneficial genetic testing due
to fear of discrimination.’s!
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Recommendations

The issues identified above will require
responses based on stakeholder
engagement, education and information
to drive law reform where required, as
well as support for policy and attitudinal
changes. The path forward includes reform
of insurance contract laws to allow better
access to information about individual
decisions, and education and information
o assist people to understand the
implications of these decisions, and their
right to complain.

Future work will be undertaken on
this topic to:

* support specific areas of law reform
in relation to insurance contracts to
require insurers to give detailed reasons,
including where appropriate, details of
actuarial or statistical data relied on in
adverse decisions;

* educate people affected by cancer to
understand and use the protections in
the DDA, and to support them to make a
complaint where appropriate;) and

* facilitate research on the uptake and use
of genetic information for the purposes of
insurance.

The issues paper looked at the
potential impact of the Human Rights
and Anti-Discrimination Bill 2012 for
people affected by cancer — specifically
in relation to current protections
against genetic discrimination. While
the Draft Bill retained the protection
from discrimination on the basis of
having had, or possibly having in the
future one of the attributes protected
by the Bill (including disability)®?, an
explicit reference to past or possible
future (included because of a genetic
predisposition) disability was removed
from the scope of the disability
definition. Progress on the draft bill has
stalled, and it is unclear whether it will
e introduced in the new Parliament.



End of life

decision-making

| think people often have difficulty accepting
the reality when cancer is rapidly progressing
towards death. To talk about it and write

it down well before this happens is in a

way preparing everyone for the end. Sort

of summarising the completion of life on

the basis of how the life has been lived.
(Respondent to the online survey)

Background

Planning for the end of life can be valuable
for all members of the community,

whether or not a person has cancer.
Clearly expressing and recording wishes
and directions — in addition to appointing

a substitute decision-maker for when a
person loses capacity to make his or her
own decisions — can improve end of life care
and increase the likelihood that a person’s
family, carer and healthcare team can make
decisions that they feel confident are in
accordance with the person’s preferences
and best interests.®

Advance care planning is the general

term for the process of planning for a
person’s future health and personal care
to guide decisions if they become unable
to communicate or to make their own
decisions. The law facilitates advance care
planning in two ways, through:

¢ Substitute decision-making, which
provides the means for a substitute to
make decisions in relation to healthcare
and other matters when a person is no
longer competent to make their own
decisions; and

¢ Advance care directives, which
document the decisions about medical
care a patient would or would not choose
in the future, if they become unable to
make their own decisions. While directives
usually record decisions about refusing
life-sustaining treatments, they are not
restricted to end of life decision-making.®

|deally the development of advance care
directives and the appointment of substitute
decision-makers occur together, through
exploration and discussion of values and

desired outcomes, between the person
affected by cancer, their family and relevant
health professionals. As well as being a
beneficial process generally, this increases
the likelihood that patients’ recorded wishes
will be understood and adhered to.

In Australia, laws relating to advance care
planning mechanisms can differ greatly
between states and territories, which can
lead to confusion and drastically different
outcomes for patients depending on which
jurisdiction they are in.®® In particular, the
legal regulation of advance care directives
differs vastly from state to state, and there is

uncertainty about the recognition of common

law advance care directives in Victoria and
Queensland.®®

The legal framework around substitute
decision-making — for situations when

a patient is unable to make a treatment
decision for themselves — differs significantly
from state to state, and indeed, within
states. In Victoria for example, two decision-
makers may be appointed by a competent
adult (enduring guardian and an agent), and
the powers of each are governed by different
but overlapping pieces of legislation.®”

Advance care planning and end of life
decision-making can be confusing
processes, even within Victoria alone, due
to the range of possible substitute decision-
makers (with varying levels of authority) as
well as the unclear legal status of advance
care directives.

This part of the project aimed to explore the
impact of the divergent legal frameworks
and the range of advance care planning
options on the knowledge and experiences
of Victorians affected by cancer, their
carers and health professionals; and make
appropriately informed recommendations
for law reform.

Advance care directives in Victoria

The issues paper discussed the equivocal
legal status of advance care directives in
Victoria. The Medlical Treatment Act 1988
(Vic) (‘MTA) provides a statutory right for a
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Substitute decision makers for medical decisions in Victoria
* Enduring power of attorney (medical treatment) appointed by the person concerned, pursuant to section
5A and Schedule 2 MTA:
* Authority to consent to and refuse treatment on behalf of the patient.
¢ Can refuse treatment if the medical treatment would cause unreasonable distress to the patient or there are
reasonable grounds for believing that the patient, if competent, and after giving serious consideration to his or
her health and well-being, would consider the treatment unwarranted.

Enduring guardian appointed by the person concerned, pursuant to section 35A Guardianship and Administration
Act 1986 (the GAA):

* Authority depends on the nature of the appointment and the capacity of the concerned person but can include
powers in relation to health care, and power to consent to medical treatment.
If the instrument does not specify powers, an enduring guardian has all the powers of a plenary (section 35B
GAA) (see below) — but enduring guardians are not authorised to refuse medical treatment under the MTA.&

If an enduring guardian withholds consent to medical treatment the health professional can accept the
decision or notify the guardian and the Office of the Public Advocate (the OPA), within three days of consent
being withheld, of the intention to treat and advise the guardian that they can apply to the Victorian Civil and
Administrative Tribunal (VCAT) if they want to prevent the treatment (sections 42L and 42M GAA). The enduring
guardian and other interested parties may apply to VCAT for an order as to whether the treatment should go
ahead (section 42N GAA).

Plenary guardian appointed by VCAT, pursuant to sections 22(1) and 24(1) GAA:
* Only appointed if not sufficient to appoint guardian with more limited powers;

* Has all the powers and duties which they would have if they were a parent and the represented person was a
child, which means they are able to refuse treatment on the person concern’s behalf (as plenary guardians are
under an appropriate order for the purpose of section 5A of the MTA).*°

Limited guardian with power to make decisions about medical treatment, appointed by VCAT pursuant to
section 25 GAA:

» Such orders may be broad enough to empower a limited guardian to refuse treatment under the MTA.*!

Limited guardian with power to consent to health care, appointed by VCAT pursuant to section 25 GAA:
* More limited authority than a guardian who has authority to ‘make’ decisions about medical treatment;

» Cannot refuse medical treatment pursuant to the MTA;*

¢ If a limited guardian withholds consent to medical treatment the health professional can accept the decision or
notify the guardian and the OPA, within three days of consent being withheld, of the intention to treat and advise
the guardian that they can apply to VCAT if they want to prevent the treatment (sections 42L and 42M GAA).
The limited guardian and other interested parties may apply to VCAT for an order as to whether the treatment
should go ahead (section 42N GAA).

Person responsible, pursuant to section 37 GAA, includes all of the appointees above. When there are no
appointees, and the patient lacks capacity, the person responsible is the first of the following who is reasonably
available, willing and able to make the relevant decisions: spouse or domestic partner; primary carer; or nearest
relative.

* Can consent to medical treatment, but not refuse medical treatment.

* If a person responsible withholds consent the health professional can accept the decision or notify the guardian
and the OPA, within three days of consent being withheld, of the intention to treat and advise the guardian
that they can apply to VCAT if they want to prevent the treatment (sections 42L and 42M GAA). The person
responsible and other interested parties may apply to VCAT for an order as to whether the treatment should go
ahead (section 42N GAA).
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patient or their agent to make a refusal of
treatment certificate in respect of medical
treatment generally or treatment of a
particular kind, for a current condition only
(sections 5 and 5A).

Similar legislation in other Australian
jurisdictions provides for advance refusal
and consent to medical treatment and
allows directions about treatment for future
conditions, and not just a current condition.

It is unclear whether a broader advance
care directive (for example a directive which
encompassed treatments a person would
or would not want in respect of potential
future conditions or circumstances) would
be recognised at common law in Victoria.
Tending towards recognition, such a right
has been recognised in NSW and the
MTA appears to preserve common law
rights generally (section 4). The current
uncertainty can leave carers and health
professionals in difficult circumstances
when a patient is unable to communicate
or make their own decisions.

Another complexity in the Victorian scheme
for refusing treatment is that the MTA
excludes palliative care from the definition of
‘medical treatment’ for the purposes of the
Act. Palliative care is defined as the provision
of reasonable medical procedures for the
relief of pain, suffering and discomfort or

the reasonable provision of food and water.
The exclusion has the effect that agents
cannot refuse palliative care or food or water
on behalf of a patient. Notably however,

the Supreme Court of Victoria has ruled

that artificial feeding does not fall within the
definition of palliative care, and constitutes
medical treatment which can be refused
under the Act.®®

The variability in name, form, scope and
legislative prescription of advance care
directives across Australia makes it difficult
for jurisdictions to recognise directives
made in other states and territories, which
may result in further distress at an already
distressing time.

Substitute decision-makers in Victoria
There is a wide range of possible substitute
decision-makers in Victoria who may be
appointed to make decisions on behalf

of people who have lost capacity to
communicate or make their own decisions.
Some substitute decision-makers have

the authority to refuse medical treatment

on behalf of a patient, while some can

only provide consent to treatment. Carers,
guardians, people with powers of attorney
and health professionals need to be aware of
the authority that each substitute decision-
maker has, in order to ensure that treatment
decisions are made with lawful and
appropriate consents or refusals.

Uncertainty about who has the power to
make which decisions in respect of a patient
when they lack capacity can result in delay
when life and death decisions need to be
made and anguish for carers and health
professionals. Arguably, the right to refuse
treatment — including feeding — needs to be
more clearly defined in Victoria, particularly in
respect of patients who are not competent
to make decisions for themselves. A lack

of clarity around the right to limit or refuse
treatment in end of life situations may result
in patients being given aggressive therapies
instead of palliative care.

The Victorian Law Reform Commission
recommendations

To deal with the uncertainties in the scope
and application of advance care directives
and the authority of various substitute
decision-makers, the Victorian Law Reform
Commission (the VLRC) has recommended
areas for law reform (see Box 3. for more
detail).*

In line with the Respecting Patient

Choices Program advice, the VLRC also
recommended that people be encouraged
to: write instructional directives in outcome-
based terms, recording their personal values,
ethics, religious and cultural beliefs, wishes
and life goals, where relevant; and to discuss
their instructions, wishes and values with
their family and treatment team.%*

VLRC recommendations
Permitting competent people to plan
for future decision-making in three
ways, through:

* Appointing an enduring personal
guardian with no instructions about
the exercise of their decision-making
powers;

* Appointing an enduring personal
guardian with instructions about
how to exercise their decision-
making power;

* Making a stand-alone ‘instructional
directive’.

Replacing ‘refusal of treatment
certificates’ with a statutory scheme
that provides for binding ‘instructional
health care directives’ (in prescribed
form) to be made in a broader

range of circumstances, including
directives about future as well as
current conditions, and the provision
of advance consent (in addition to
advance refusal).

Instructional directives should be

able to provide binding or advisory
instructions about health matters (and
advisory instructions about personal
and lifestyle matters, which should be
followed where reasonably possible
but should not be legally binding).

An instructional directive should be
binding on healthcare providers and
substitute decision-makers if it is

valid and the direction operates in

the circumstances that have arisen.
Circumstances in which a direction
may not operate relate to advances

in medical science, uncertainty in the
directive, and persuasive evidence
that the direction is based on incorrect
information or assumptions. Where
there is a question about whether

the instructional directive is valid or
applicable, a healthcare provider,
substitute decision-makers or any
person with a special interest in the
patient’s affairs could apply to VCAT to
make a determination about the effect
of the directive.
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Figure 4: Which of the following types of substitute decision-makers are you aware of?
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no longer make them yourself)

Enduring guardian (person appointed by you, to make decisions for you when you can

Enduring power of attorney (medical treatment) (person appointed to make medical
decisions on your behalf, including refusing medical treatment)

Plenary guardian (person appointed by a court or tribunal for people unable to make their
own decisions, with the same decision-making powers that a parent has for a child)

Limited guardian with power to make decisions about medical treatment (person appointed
by a court or tribunal for people unable to make their own decisions, with power to make

medical decisions for the patient)

Person responsible (when there is no one appointed as a substitute decision-maker and
the patient can no longer make their own decisions, the spouse/partner, primary carer or

nearest relative, may consent to but not refuse treatment).

Should there be a right to demand
treatment?

Health professionals report that patients,
their family members or medical colleagues
requesting ‘futile’ treatment on behalf of

a patient, can give rise to one of the most
common disputes in palliative care and end
of life treatment. By law, health professionals
are not obligated to provide treatment

to a competent patient where the health
professional deems that treatment would be
futile. They are also not obligated to provide
futile treatment to a patient who has lost
capacity to communicate or make their own
decisions, even when such treatment is
demanded by a substitute decision-maker.*®
In Slaveski v Austin Health® the Supreme
Court of Victoria stated:

there is undoubted jurisdiction in this
Court to act to protect the right of an
unconscious person ... to receive ordinary,
reasonable and appropriate as opposed

to extraordinary, excessively burdensome,
intrusive or futile medical treatment,
sustenance and support. What constitutes
appropriate medical treatment in a given
case is a medical matter in the first instance.
Where there is doubt or serious dispute

in this regard the Court has power to act

to protect the life and the welfare of the
unconscious person.®’

The issues paper asked stakeholders if

there is sufficient clarity in practice around
whether there is a legal right to demand
treatment that health professionals deem
futile, and whether there should be a right for
people affected by cancer (or their substitute
decision-makers) to demand such treatment.

Stakeholder feedback

Before providing details about the specific
types of advance care directives and
substitute decision-making appointments
available in Victoria, we asked survey
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respondents whether they were aware of the
advance care planning options available in
Victoria. Many respondents indicated that
they weren’t aware of the available options,
and some indicated that they would like to
know more.

When asked about awareness of refusal

of treatment certificates and advance

care directives, roughly even numbers of
respondents indicated that they were aware
of each (37 and 35 respectively).® Several
respondents indicated that they were not
aware of either of these options.

When asked specifically about which of the
five types of substitute decision-makers
respondents were aware of, the highest
number (93) were aware of enduring powers
of attorney (medical treatment).

More respondents (40) indicated that

they had appointed an enduring power of
attorney (medical treatment) than the number
(18) who indicated that they had appointed
an enduring guardian to make their medical
decisions should they lose competence.*
For some these appointments were seen
as a natural addendum to making a will.
Several respondents indicated that they
hadn’t gotten around to appointing a
substitute decision-maker ‘yet’.

Other comments included:

| have always thought | was still too young
for this!!!

Husband and I did one for each other about
two weeks before he had a major stroke.
They are very worthwhile and should get
more publicity e.g. radio and TV campaigns.

Am not sure of the specifics of this
application in Vic, as | am originally from

Sth Aust, but am aware of the type of
guardianships/powers etc that usually apply
to those in a position of deciding what is
best for a cancer or similar patient.

Are there limitations to the refusal of
treatment certificate process in practice?
Just four respondents indicated that they
had completed a refusal of treatment
certificate, and just nine had completed an
advance care directive.’® It is unsurprising
that a higher number had completed an
advance care directive, given refusal of
treatment certificates can only be made in



the limited circumstances outlined above
(to refuse treatment for a current condition).
Five respondents commented that they had
not recorded their advance care wishes in
writing ‘yet’. A further four respondents said
that they had had discussions with family
or the person whom they’ve appointed as
a substitute decision-maker, but had not
formalised these discussions in writing.

Do health professionals require further
education about legal issues in end-of-
life decision-making?

The majority (76 of 104) of respondents

to our survey question thought that health
professionals need more information and
education about rights and responsibilities
at the end of life. Some respondents
commented that they did not know the
current state of knowledge of health
professionals in this area. Many of those who
commented as to why health professionals
need more information and education on
rights and responsibilities at the end of life
suggested that this would result in more
informed patients.

Because it's not something that’s routinely
offered.

To be able to offer assistance to people

who find themselves in this position, or so
that at least have enough information to be
able to direct people in the right direction for
assistance for these matters.

How can people affected by cancer,
their families and health professionals
be better informed about rights and
responsibilities at end-of-life?

The majority (87 of 105) of respondents to
our survey question indicated that people
affected by cancer and their carers also
need more information and education about
rights and responsibilities at the end of life.

Many respondents said that more
information and education was needed
because they personally had not heard
about these advance care planning options
before completing the survey, and they
surmised that many others hadn’t either.
Some respondents saw information as
power and as key to being able to plan and
prepare for the future.

Information gives back some of the
control that cancer and the medical
system takes away.

Figure 5: Do people affected by cancer and their carers need more information

and education about advance care planning?
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Cancer is not something you plan for getting
so when it happens it is all a surprise and
you know nothing and are in an unbalanced
state to find out.

Two respondents indicated that they felt
that this type of information was just as
important, if not more so, for the public
generally, as it is for people affected

by cancer.

Everyone does, not only cancer patients.

A cancer diagnosis medically is unlikely to
lead to a prolonged cause of life support

in my understanding, even with distraught
family. However we are no more immune to
a nasty car accident and head injury than
others, so it’s probably good to do.

Some respondents cautioned that end of
life decision-making is not something that
people affected by cancer necessarily want
to think about and therefore information and
education needs to be provided sensitively.

It's something most people prefer not to
think about.

We try to focus on the positive and beating
the cancer. | try to move forward rather than
concentrating on the fact that | might die.

Yes, but it needs to be done in a sensitive
way — some people may take it as a sign
they are dying, rather than sensible financial
and medical advice.

Don’t know

| think it could be terribly wearing an item

of information. There are so many other
things to think about. ... | do think it's more
troubling for people with cancer, however the
right support would probably help.

What are the key issues for people
affected by cancer in relation to the
VLRC’s recommendations on reforms to
guardianship laws?

We outlined the VLRC’s recommendations
with regard to advance care planning (as
included above in this report) in the online
survey. We asked respondents for their
thoughts on the recommendations, and in
particular, whether they thought they would
be helpful for patients, their families and
health professionals. Almost all of the 65
respondents who commented expressed
support for the recommendations.
Comments indicated that respondents
thought the proposed new arrangements
for advance care planning would reduce
uncertainty for substitute decision-makers
and health professionals and increase
patient confidence that their wishes would
be adhered to should they lose capacity to
communicate and make their own decisions.

Required urgently so that people can make
their own decisions.

It would be helpful and help to avoid conflict
at a crucial time when relatives disagree.



Advance care directive is a decisive clear cut
direction that the patient wishes to take and
should be followed to the letter. No guardian
or family member should be able to change
or override the patient’s care plan.

| think they look good. There is an option
for those who want control and those who
don’t. | assume it isn’t compulsory to have
anything in place!

Spelling it out has to be helpful as waiting
until it is too late for the patient to make
decisions and being the decision maker
would be a hard task except where you truly
know the wishes of the patient.

Yes the decision makers — health care
professionals and family members — need

a holistic view of the patient’s needs, views
and beliefs which may not be able to be
communicated at the time a decision needs
to be made.

Yes, | think advance care planning is a
fantastic idea, as the individual has the
potential opportunity to have their own
wishes etc granted and followed, without
doubt or argument from outside sources.

It is stressful to think of your family arguing
over your care should you not be in the
position to express your own wishes, or to
know what they were never given a choice in
such matters if the situation was suitable for
their involvement in deciding.

One respondent commented that they
thought that implementation of the proposed
arrangements would make situations more
confusing, and two respondents expressed
general approval with a couple of caveats:

| think they would be helpful but | think that
the family’s views should also be considered.
| believe they should also be reviewed
occasionally as your beliefs sometimes
change with experience.

Yes, however they are documented. Will
past documents be accepted? The biggest
impediment is health professions have no
universally recognised way to find a person’s
legally appointed representative however
that is titled.

Are there other issues that need
addressing in terms of end-of-life
decision making?

Respondents were asked whether there
were other issues that needed addressing
for people affected by cancer and their
carers in the context of planning for and
making decisions at the end of life.

Some respondents mentioned the need to
consider the impact of limited healthcare
resources in advance care planning and end
of life decision-making:

All comes at a cost. Who pays?

I know that health professionals will be faced
with meeting budgets in treatment costs at
some stage. | suspect as a society we may
need to have a conversation about expense
of resources and whether we can afford to
offer short term life sustaining treatments.
Doctors may need legal protection should
this occur.

Others suggested that conversations about
the end of life should happen earlier than
they do currently.

The importance of opening the discussion
early enough which may need to be led by a
health care professional. All too often these
decisions are reached in haste as illness
Progresses.

One respondent emphasised that effective
processes need to be in place so that
people’s advance care plans and substitute
decision-maker appointments can be readily
accessed when needed.

Access to the advance care plan. Where are
they kept, how does everyone know it exists
for this particular patient? Who is responsible
to document the advance care plan, the
patient, GF, specialist, nurse, other health
professional etc?

Six respondents suggested that euthanasia
should be legalised in Australia, and that
people be able to incorporate the possibility
of euthanasia into advance care plans.
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Advance care planning strategy

for Victorian health services

In 2013, we participated in a consultation
held by the Victorian Department of Health
for the development of an advance care
planning strategy for Victoria. The rationale
for the strategy development is to provide a
framework to embed advance care planning
into the usual care provided by health
services. The strategy will develop actions to:

Support advance care planning with
patients

Increase the capability of health services
to provide advance care planning; and

Establish systems to support advance
care planning across services.

Australian Medical Association

Victoria Roundtables

In August and September we participated
in AMA Victoria’s End of Life Care
Roundtables, which brought together a
range of key participants with an interest
and expertise in end of life decision-making
to discuss a preferred model for advance
care directives and its implementation in the
healthcare system. Hearing from a range of
experts with first-hand experiences of the
distressing consequences of non-existent,
misunderstood, or ignored advance care
directions reinforced our view that law
reform is required to ensure that a person’s
own wishes relating to their care will be
understood, respected and acted upon
should they lose capacity to communicate or
make decisions.

Many respondents to our survey
acknowledged the importance of

advance care planning; while at the same
time admitting to ‘not yet’ having any
arrangements. Others seemed to delay
thinking about it, and then acting on it. There
are clear reasons for this reticence, as also
indicated in the survey responses — people
are generally uncomfortable talking about
death and dying, and for some, planning for
end of life was an uncomfortable acceptance
that they were not going to be cured.



Futile Treatment

Defining futility in a medical treatment setting is complicated, and often, a subjective evaluation.™' Stewart identifies
the problem with the concept of futility, which is that it is a ‘subjective notion masquerading as a form of professional
objective and scientific assessment’.’®? Although there are many approaches to defining futility, none have been
universally accepted as an objective test.'%

The AMA defines “futile treatment’ as follows: ‘treatment is futile when it is no longer providing a benefit to a patient, or
the burdens of providing the treatment outweigh the benefits’.'%

Futile treatment is not defined in Victorian legislation. In theGAA, the process for determining whether medical
treatment would be in the best interests of the patient, sets out the following matters that must be taken into account:

. the wishes of the patient, so far as they can be ascertained; and

. the wishes of any nearest relative or any other family members of the patient; and

. the consequences to the patient if the treatment is not carried out; and

. any alternative treatment available; and

. the nature and degree of any significant risks associated with the treatment or any alternative treatment; and

. whether the treatment to be carried out is only to promote and maintain the health and well-being of the patient;
and

g. any other matters prescribed by the regulations.™®

This process is consistent with the common law test of ‘best interests’ which also includes a checklist of factors.
These are essentially the same as the statutory test above.

Stewart suggests that a good way to deal with a determination of futility is to adopt a procedural approach based on
clinical consensus and the input of substitute decision-makers.™® Both the statutory and common law requirements
for the consideration of ‘best interests’ encourage the seeking of consent (whether from the patient or a substitute
decision maker), emphasise the importance of consultation, and do not rest solely on a clinical assessment of futility.

As part of the online survey, we asked stakeholders if there should be a right for people affected by cancer to
demand treatment that is not clinically indicated. There was majority support (55 of 89) among respondents for
patients to have this right, and respondents who commented on this question emphasised the importance of
patient autonomy. Respondents were not given a ‘don’t know’ option, which may have influenced the responses,
as a small number of respondents indicated by their comments that they were unsure or that a case-by-case
approach needed to be taken.

Some of the comments from those who did not support a right to demand treatment that is not clinically indicated
mentioned the scarcity of resources in the health system, and the need to avoid wasting money. Others emphasised
the greater medical knowledge of health professionals and were concerned that some patients would be worse off if
they were given the right to demand treatment.

Respondents were more equivocal about whether there should be a right for substitute decision-makers to demand
medical treatment that is not clinically indicated on behalf of a person they represent. Many respondents gave the
same or similar reasons for why they did or did not support such a right for substitute decision-makers, as they gave
for the preceding question. The main additional point emphasised by some respondents was that substitute decision-
makers should only have the right to demand treatment, which is not clinically indicated, where there is evidence that
this is what the represented person would have wanted.

The complexity of the legal issues in relation to futile treatment, and some of the sensitivities related to this topic, were
evident in the responses we received through our online questionnaire. Better understanding the views of patients,
their carers and families, and health professionals, will be a key focus of the next phase of this project.




In contrast, some people wanted more
information about advance care planning,
and the survey responses indicated a
general lack of awareness of options for
advance care planning. Others were more
proactive, seeing advance care planning
as an integral part of, or addendum to
making a will.

Tying the advance care planning process
to the making of a will was suggested

by a number of practitioners in this area
as a good mechanism through which to
introduce the topic to patients, on the
basis that people make wills quite readily.
This was proposed as a way to ensure
people regularly revisit their plans and
wishes for future treatment, and to change
the perception of advance care planning
as being morbid.

It was also noted that conversations about
end of life and advance care plans needed
to happen a lot earlier, because often
decisions were being made under pressure,
or when a person had lost capacity.

Much of the feedback, and discussion
arising from the various stakeholder
meetings, suggested that it might

be necessary to change some of the
terminology when talking about the end of
life. Many people were put off by terms like
‘end of life’ — which may be too direct and
confronting for some people — and ‘advance
care planning” which borders on being
euphemistic. The difficulty around language
may compound the general reluctance to
discuss end of life decision making — this
point came through strongly in the AMA
Victoria roundtables. It was suggested that
talking about a ‘good death’ might be more
constructive.

Recommendations

There is a need for law reform in Victoria to
improve specific areas in relation to end of
life law and advance care planning, as well
as a move towards greater harmony across
all Australian jurisdictions. Equally important
is tailored education for people affected by
cancer, their carers, substitute decision-
makers and health professionals, in relation
to advance care planning options and legal
frameworks. Part of this will need to involve
reframing the way we talk about advance
care planning in the community to ensure
the topic is raised sensitively so that people
are willing to listen and engage. Another part
of it will involve developing education tools
to improve how health professionals, and
lawyers, talk about death and dying.

In relation to law reform, we support the
Victoria Law Reform Commission’s (the
VLRC) recommendations outlined above,
which in general states that there should

be a broader statutory right to make an
advance care directive, which encompasses
future as well as current conditions, and

the ability to provide consent and refusal

to medical treatments in advance. Such
legislation should also clarify the relationship
between substitute decision-makers, and
advance care directives; that is, which takes
precedence if the substitute decision maker
disagrees with the treatment choices in the
advance care directive. In this respect, the
VLRC recommends three options:

1. Appointing an enduring power of attorney
with instructions; or

2. Appointing an enduring power of attorney
with no instructions; or

3. Making a standalone advance care
directive.

Many of the respondents to the online
survey supported these recommendations.
[t has also been suggested that there be a
voluntary register of advance care directives
and substitute decision makers, which can
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be easily accessed by health professionals,
and which would be particularly useful in
emergency situations. This is consistent with
recommendations made by the VLRC and in
other stakeholder consultations.

One thing that needs to be considered

in relation to these recommendations is

an issue that has been highlighted by the
OPA, as well as a contributor to the online
survey, which is the potential for unintended
consequences in adopting too formulaic

an approach to instructional health care
directives as proposed in recommendation
139 of the VLRC report. The OPA has some
concerns about the automatic operation of
advance refusals of medical treatment that
relate to future medical conditions:

‘There is evidence to suggest that such
directives, made long in advance of the onset
of any particular condition, are not always
accurate reflections of a person’s later state of
mind should the person one day experience
that condlition. In other words, sometimes
people react differently to a condition than
they thought they might. (This, of course, is
only a problem in terms of written directives
where the person also loses the ability to
make their own decisions.)""

Recommendation 151 of the VLRC'’s report
includes proposed exceptions where a
directive would not be operational (including,
for example, where advances in medical
science would likely have changed the view
of the maker of the directive). However,
there is a challenge to build into a law
exceptions that operate on the basis of a
predicted future state of mind — and the
OPA is concerned that the VLRC’s proposed
exceptions might not be extensive enough
to ensure the protection of the personal and
social wellbeing of the people in question.

It is likely that further discussion of possible
safeguards to that might be needed if
Recommendation 139 is adopted.*®



About us

The McCabe Centre for Law and Cancer is a joint initiative
of CCV and the Union for International Cancer Control.

lts mission is to contribute to the effective use of the law for
cancer prevention, treatment, supportive care and research.

The McCabe Centre conducts research,
policy development, capacity building and
advocacy. It employs lawyers, and hosts
international interns and fellows, law student
interns and pro bono secondees in a
multidisciplinary environment that includes
expertise across cancer control generally,
including epidemiology and behavioural
science. It brings together lawyers, legal
academics and cancer control experts
and advocates. It collaborates with other
non-governmental organizations, law
schools and legal practitioners, and works,
as appropriate, with governments and
intergovernmental organizations.

CCV'’s Strategy and Support Division
includes the Cancer Information and Support
Service (CISS) which provides support

and evidence-based information to those
affected by cancer, their families and friends;
and the Clinical Network office, which
supports the work of our Clinical Network
(formerly the Victorian Cooperative Oncology
Group or VCOQG). Established in 1976, the
Clinical Network consists of a state-wide
representative committee, an executive
committee and 16 cancer-site or task-
specific advisory sub-committees, involving
over 650 specialists. It is the peak multi-
specialty representative oncology forum in
Victoria, and its aim is to advise the Cancer
Council on all clinical aspects of cancer

and in particular, on research, prevention,
screening, diagnosis, treatment, palliative
medicine and professional education.
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