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Chapter 1: Introduction

This report outlines the consultation process implemented by the Leukaemia Foundation as
part of its development of the National Strategic Action Plan for Blood Cancer (hereafter
referred to as the National Action Plan) and summarises the findings and outcomes from this
consultation process.

The consultation strategy for the National Action Plan sought to leverage and extend
consultations conducted for the ‘State of the Nation: Blood Cancer in Australia’ report
(hereafter referred to as the State of the Nation report). The consultation strategy consisted of
four components:

1 The development of, and engagement with, a Blood Cancer Taskforce: The Leukaemia
Foundation established the Blood Cancer Taskforce, which includes leading clinicians,
researchers and patient groups in the blood cancer community. The Taskforce was a key
part of the consultation process, both through their input to the National Strategic Plan via
their participation in the Taskforce meetings, out of session specialist Working Group
meetings (see next section) and individual consultations where appropriate, and through
their networks and recommendations for other stakeholders to be included in
consultations.

1 Consultation via interviews: Consultations were organised around conducting a ‘deep
dive’ analysis on key topics with specific stakeholder groups, such as Aboriginal and
Torres Strait Islander, culturally and linguistically diverse populations, specialists, private
health insurance, state and territory cancer services/programs, and telehealth and
community-based models. Forty-three individuals were consulted, the majority via one-on-
one interviews, with some members of the Federal Department of Health participating in a
stakeholder meeting as a group. These consultations build on the 65 consultations
undertaken in the development of the State of the Nation report, to a total of more than
100 consultations in total across the blood cancer community regarding issues and
opportunities for people living with blood cancer and their families.

1 Written submissions: The Leukaemia Foundation invited relevant stakeholders to provide
written submissions to the National Action Plan. Fifty-six stakeholders were invited to
make a written submission, and 22 submissions were received in response to this
invitation.

1 Additional input and reviews: The Leukaemia Foundation invited a cohort of patients,
carers, and representatives from patient advocacy groups to review the National Action
Plan and its supporting documents. Separate expert advice was also sought from regional
and rurally based clinicians and blood cancer experts, as well as Aboriginal and Torres
Strait Islander experts.

A list of participating individuals and organisations - along with a high-level summary of
feedback and findings from each of these components - is provided in the sections that
follow.
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Chapter 2: The Blood Cancer

Taskforce

Co-chaired by Professor John Seymour (Director of Cancer Medicine, Clinical Research and
Haematology, Peter MacCallum Cancer Centre), alongside a co-chair from the Leukaemia
Foundation (former CEO Bill Petch, co-chair from September 2019-June 2020 and Chairman
of the Board Dr Carrie Hillyard AM, co-chair from June 2020-), the Taskforce unites Australia’s
leading haematologists, researchers, patients and members of the blood cancer ecosystem
for the first time. Their role is to provide a blueprint to help identify and tackle the key issues
facing the blood cancer community today and into the future. The formation of the Taskforce
and development of the National Action Plan marks a major milestone for the blood cancer
community and will set the national agenda around blood cancer for many years to come.

With respect to the development of the National Action Plan, the Blood Cancer Taskforce
provided both advisory assistance to the Leukaemia Foundation via quarterly meetings and
the contribution of subject matter-specific expertise in the form of specialised Working
Groups (see below). Its members were also consulted in individual consultations as experts in
their own right, where appropriate.

2.1 Participants in Blood Cancer Taskforce

Blood Cancer Taskforce members are listed in Table 1 below, along with their affiliated

organisations.

Table 1: Blood Cancer Taskforce Members

Taskforce member \ Affiliated organisations

Professor Sanchia Aranda AM

Cancer Council Australia

Dr Sharon Avery

Cairns Base Hospital

Dr John Bashford

Icon Group; Private Cancer Physicians of Australia

A/Professor Kate Burbury

Peter MacCallum Cancer Centre

Dr Joe Collins

Lions Club International

Dr Michael Dickinson

Lymphoma Australia, Chair Medical Subcommittee

Dr Chris Fraser

Australian and New Zealand Children’s Haematology/Oncology
Group

Professor Maher Gandhi

Mater Research Institute

Professor David Gottlieb

Westmead Hospital

Barbie Hartigan

Leukaemia Foundation Patient Support

Dr Carrie Hillyard AM (co-chair)

Leukaemia Foundation

Professor Tim Hughes

South Australian Health and Medical Research Institute

Dr Paul Jackson

Cancer Australia

Professor David Joske

Solaris Health WA

Melanie Kelly

Insight Economics

A/Professor Rishi Kotecha

Perth Children’s Hospital; Australian and New Zealand Children’s
Haematology/Oncology Group

A/Professor Steven Lane

Royal Brisbane & Women'’s Hospital; QIMR Berghofer;
Haematology Society of Australia and New Zealand

Professor Paula Marlton

Princess Alexandra Hospital
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Dr Robert Menz

Royal Australian College of General Practitioners

A/Professor Peter Mollee

Australasian Leukaemia & Lymphoma Group

Carmel O’Kane

Cancer Nurses Society of Australia

Bill Petch (former co-chair)*

Leukaemia Foundation

Professor Miles Prince AM

Snowdome Foundation; Myeloma Australia; Epworth Hospital

Professor Andrew Roberts

Walter and Eliza Hall Institute of Medical Research

Professor John Seymour AM (co-
chair)

Peter MacCallum Cancer Centre & Royal Melbourne Hospital

Deborah Sims

Blood cancer survivor

Delaine Smith

Australasian Leukaemia & Lymphoma Group

Elizabeth de Somer

Medicines Australia

Dr Will Stevenson™**

Past President, Haematology Society of Australia and New
Zealand

Richard Vines

Rare Cancers Australia

Dr Meg Wall

Monash Pathology; Haematology Society of Australia and New

Zealand Council

* Dr Carrie Hillyard replaced Bill Petch as Leukaemia Foundation co-chair in June 2020
**Dr Will Stevenson departed the Taskforce when his term as HSANZ President expired

The Taskforce formally met four times over the course of the National Action Plan
development, on the following dates:

I Monday 30 September in Sydney

1 Thursday 28 November in Canberra

I Monday 16 March via videoconference
1

Monday 15 June via videoconference

2.2 Summary of Taskforce feedback from Meeting 1,
30 September 2019

 Blood Cancer Taskforce Terms of Reference: The proposed Terms of Reference for
the Taskforce were discussed, and it was agreed that the Leukaemia Foundation
would update the Terms of Reference, seeking input from the Department of Health,
and update language around representation to reflect views from the Taskforce.
Leukaemia Foundation recirculated the Terms of Reference for endorsement offline.

1 Progress on National Action Plan: An overview of the project plan objectives,
deliverables, governance structure and timeframes involved was provided, as well as
the approach to the consultation strategy, consisting of one-on-one consultations as
well as submissions individuals and organisations. The Taskforce was asked to
suggest other individuals and/or organisations that should be included in the
consultations. Leukaemia Foundation and Insight Economics agreed to discuss
suggested additions to the consultation strategy and incorporate suggestions where
possible, either in face-to-face consultations, through the Taskforce Working Groups
and/or via the review process of the draft National Action Plan.

9 Priorities and Planning: The meeting included an overview of pre-meeting survey
results and priority areas. All the recommendations in the State of the Nation report
were voted for as actions to be considered as part of the National Action Plan. It was
noted that the survey (completed by the majority of Taskforce members) validates that
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the actions in the State of the Nation report should be continued to be worked on by
the Working Groups and refined in the context of the National Action Plan — with
additional issues around Aboriginal and Torres Strait Islander, Culturally and
Linguistically Diverse, and State and Territory cancer policies. An update was also
provided on the Taskforce timing and considerations for progressing actions parallel
to development of the National Action Plan.

I Taskforce Governance: Approach to Working Groups: An overview of the Working
Group structure and governance overview were provided. The vehicle for the
Taskforce to achieve the program of work ahead is through the Working Group
structure, which allows members to do this outside of these meetings and enables
each participant to focus on a limited number of specific issues. There was a
discussion across the individual Working Groups and sub-groups, noting that the
structure has been developed so that Working Groups correspond with major themes
of Empowering Patients, Health Services Reform, Accelerate Research and Enabling
Access. Input was sought from Taskforce members for each of the Working Groups
around areas of focus, nominations to be involved and external experts to co-opt to
the groups. It was agreed that the Leukaemia Foundation would liaise with Working
Group Leads to confirm members, scope of work, help establish groups, and then
continue to support and administer the Working Groups with direction from each Lead.
Each Working Group was to convene at least once prior to the next Taskforce meeting
in November.

2.3 Summary of Taskforce feedback from Meeting 2,
28 November 2019

1 Update from Minister: The continuing work that is being done by the National Health
and Medical Research Council, R&D Tax incentive and the Medical Research Future
Fund is highly relevant to this work. The Minister referenced the need for teletrials, the
importance of CAR T-cell federal/state partnerships and Research Missions.
Government may need the Taskforce’s support on high cost therapies, like CAR T-cell
with advocacy to the states to enable access to these therapies. The Minister invited
the Taskforce to submit funding proposals.

T Progress report — summary of cancer policies: Many cancer policies are undergoing
review and the emphasis is evolving and changing. There is greater focus on patient-
centred models of care, addressing information failures through one-stop-shop and
navigation mechanisms and increased emphasis on genomics and precision medicine.
All recommend a strong focus on priority groups including: Aboriginal and Torres
Strait Islander people, culturally and linguistically diverse people, paediatric patients,
adolescent, young adult, and geriatric patients. The National Action Plan will have a
strong focus on priority groups and identify how to connect to broader cancer policies
but will also have specific actions for people living with blood cancer.

1 Progress report — stakeholder and submission perspectives: The Leukaemia
Foundation has engaged with stakeholders to ensure that proposals being put
forward are realistic and that the National Action Plan connects to the broader cancer
policy environment. There have been 22 written submissions and 43 consultation
interviews. All submissions and interviewees have expressed support to the State of
the Nation report and the direction of the Taskforce.

National Strategic Action Plan for Blood Cancer: Consultation Summary | 8



Priority activities: The Taskforce discussed issues around achieving improvements for
blood cancer patients and carers in regional areas and resolved that rural and
regional issues are a top priority for the National Action Plan. The Leukaemia
Foundation and Insight Economics will establish a regional and rural panel/focus
group to review draft documents. The Taskforce also discussed survivorship and
palliative care, noting there was consensus that these are critical issues for people
living with blood cancer and acknowledged that significant gaps exist. On the ‘deep
dive’ perspective on Aboriginal and Torres Strait Islander people, the meeting further
resolved that the data gaps on incidence and why Aboriginal and Torres Strait
Islander patients are not engaging with health services need to be addressed before
reforms can be implemented e.g. epidemiological studies complemented by health
services implementation research. Aboriginal and Torres Strait Islander groups have
been consulted and need to continue to be involved in the development of any policy
reforms and ideas.

Taskforce and National Action Plan governance: The meeting noted the strong
emphasis at the Commonwealth, State and Territory levels and that the
responsibilities needed to be shared by both public and private stakeholders. The
Leukaemia Foundation will include an agenda item for the next Taskforce meeting to
allow a deeper conversation about the implementation approach and what
governance and oversight mechanisms should be taken forward.

Endorsed vision and outline for the National Action Plan: The meeting endorsed the
broad outline of the National Action Plan, and the following proposed vision
statements: zero deaths from blood cancer by 2035, and zero people living with blood
cancer without support by 2035. The vision statements will be developed further with
input from the Achieving Best Practice Working Group before being finalised by the
Taskforce at the March meeting.

2.4 Summary of Taskforce feedback from Meeting 3,
16 March 2020

T

Workforce participation: The meeting agreed that the National Action Plan and the
Review of Evidence documents should include recommendations and evidence
relating to workforce development issues. The Taskforce recognised the current
efforts of professional bodies and agreed that further work and investment is required,
in collaboration with appropriate bodies representing relevant sectors of the
workforce, to implement the recommendations of the National Action Plan.

Partnerships for change: The meeting agreed that the National Action Plan is a
community-led process and that ongoing implementation will similarly require
involvement and support from many key partners across the blood cancer ecosystem.
The Leukaemia Foundation will write to key implementation partners, seeking support
for the National Action Plan.

Potential models for implementation: Implementation considerations were
discussed, including the need for coordination and oversight over an extended period
of time, beyond the life of the current Blood Cancer Taskforce. The meeting agreed
that the Taskforce should be extended in some form and that the Leukaemia
Foundation will continue to play a key role in supporting and coordinating efforts to
implement the National Action Plan.
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9 Delivery of National Action Plan and supporting documents: Timeframes for
delivery of the draft and final documents were discussed and agreement reached on a
proposal to publicly launch the National Action Plan in September 2020, in alignment
with Blood Cancer Awareness Month.

2.5 Summary of Taskforce feedback from Meeting 4,
15 June 2020

1  Amendments to the National Action Plan: The Taskforce discussed comprehensive
and substantive amendments to the National Action Plan following feedback from the
Department of Health and some members of the Taskforce. These amendments were
either endorsed in the meeting or referred for further refinement to sub-groups of the
Taskforce.

1 Foreword and COVID-19 Addendum: Two major additions to the National Action
Plan, a Foreword from the Co-Chairs and a COVID-19 Addendum, were presented to
and discussed by the Taskforce. The latter was conceived as a necessity as the
impact of the pandemic on the health sector and the economy became apparent, to
put the National Action Plan in context. These two sections were endorsed in
principle, with additional changes suggested particularly to the COVID-19 Addendum.

1 Handover of the National Action Plan: In light of the change in circumstances due to
the COVID-19 pandemic, plans to undertake a ‘virtual handover’ of the National Action
Plan and undertake a public virtual launch in September 2020 were discussed, with
members of the Taskforce agreeing to make themselves available to assist in these as
well as in stakeholder briefings during the period July-September.

9 Prioritisation of Actions: The Taskforce considered feedback on prioritisation of
actions within the National Action Plan. The meeting agreed that the National Action
Plan will suggest addressing preventable deaths and access to treatments that have
the greatest impact should have highest priority, rather than prioritisation of individual
actions at this point in the process, which is a decision that should be made as part of
the implementation process and involving key partners.

2.6 Taskforce Working Groups

The first meeting of the Taskforce saw the formation of seven specialist Working Groups led
by members of the Taskforce with relevant subject matter expertise and including external
participants invited as experts in the field in question. The objectives of these Working
Groups were to engage in consultation with key blood cancer stakeholders, review existing
services, programs and literature, and contribute expert input into the early stages of drafting
of the National Action Plan.

Each Working Group met twice over the course of the development of the National Action
Plan and the outcomes of these meetings were reported back at the following Taskforce
meeting. Table 2 outlines the focus of each Working Group and its members, along with their
affiliated organisation.
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Table 2: Working Group membership

Working Group member Affiliated organisation

Achieving Best Practice

Professor John Seymour AM (Lead) Peter MacCallum Cancer Centre; Royal Melbourne Hospital

Professor Sanchia Aranda AM Cancer Council Australia

Dr John Bashford Icon Group; Private Cancer Physicians of Australia

A/Professor Kate Burbury Peter MacCallum Cancer Centre

Dr Joe Collins Lions Club International

Professor David Currow Cancer Institute NSW

Professor Maher Gandhi Mater Research Institute

Barbie Hartigan Leukaemia Foundation Patient Support

Professor David Joske Solaris Health WA

Dr Robert Menz Royal Australian College of General Physicians

Bill Petch Leukaemia Foundation

Sam Soggee Haematology Society of Australia and New Zealand Nurses
Committee

Optimal Care Pathways/Clinical Guidelines

Professor John Seymour AM (Lead) Peter MacCallum Cancer Centre; Royal Melbourne Hospital

Dr Emma Cohen Austin Health

A/Professor llona Cunningham Concord Hospital

Dr Michael Dickinson Lymphoma Australia, Chair Medical Subcommittee

Dr Shaun Fleming Alfred Hospital; Epworth Hospital

Dr Simon Gibbs Monash University

Dr Nada Hamad Kinghorn Cancer Centre

Professor Joy Ho Royal Prince Alfred Hospital

Professor Tim Hughes South Australian Health and Medical Research Institute

Professor Maarten ljzerman University of Melbourne

Dr Louise Imlay-Gillespie Royal North Shore Hospital; North Coast Cancer Institute

Dr Robert Menz Royal Australian College of General Physicians

A/Professor Peter Mollee Australasian Leukaemia & Lymphoma Group

Deborah Sims Blood cancer survivor

Danielle Spence Cancer Council Victoria

Dr Will Stevenson Haematology Society of Australia and New Zealand

Professor Con Tam St Vincent’s Private Hospital; Peter MacCallum Cancer
Centre

A/Professor Andrew Wei Alfred Health; Monash University

Patient Reported Outcomes

Professor Sanchia Aranda AM (Lead) Cancer Council Australia

Linda Brown University of Technology, Sydney

Sue Evans Cancer Council Victoria

Professor Afaf Girgis University of New South Wales

A/Professor Karla Gough Peter MacCallum Cancer Centre

Professor Maarten ljzerman University of Melbourne

Professor David Joske Solaris Health WA

Shelley Rushton Cancer Institute NSW

Delaine Smith Australasian Leukaemia & Lymphoma Group

Supportive Care

Professor David Joske (Lead) Solaris Health WA

Professor Phyllis Butow University of Sydney

A/Professor Prue Cormie Ex-Med Cancer

Professor Elizabeth Eakin University of Queensland

Professor Sandi Hayes Queensland University of Technology

Katherine Lane Cancer Council Victoria

Dr Robert Menz Royal Australian College of General Physicians
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Working Group member Affiliated organisation

Professor Leanne Monterosso

University Notre Dame Australia

Carmel O’Kane

Cancer Nurses Society of Australia

Deborah Sims

Blood cancer survivor

Andrew Smith Leukaemia Foundation

Jane Turner Sydney Cancer Survivorship Centre
Trish Wilson Bloomhill Cancer Centre

D/Professor Patsy Yates Queensland University of Technology
Diagnostics

Professor Maher Gandhi (Lead)

Mater Research Institute

Dr Rebecca Adams

Royal College of Pathologists of Australasia

Dr Piers Blombery

Peter MacCallum Cancer Centre

A/Professor Sue Branford

Centre for Cancer Biology

Jana Chromicka

Sanofi (Medicines Australia industry representative)

Dr Peter Diamond

Leukaemia Foundation

Professor Wendy Erber

University of Western Australia

Jill Finlayson

PathWest

Kelly Griffiths

ViiV Healthcare/GSK (Medicines Australia industry
representative)

Professor Maarten ljzerman

University of Melbourne

Professor Harry lland

Royal Prince Alfred Hospital

A/Professor Bryone Kuss

Flinders Medical

Professor Miles Prince AM

Snowdome Foundation; Myeloma Australia, Epworth
Hospital

Dr Will Stevenson

Haematology Society of Australia & New Zealand

A/Professor Jenny Turner

Douglass Hanly Moir Pathology

Dr Helen Wordsworth

Royal College of Pathologists of Australasia; Sullivan
Nicolaides

Accelerating Research

Professor Andrew Roberts (Lead)

Walter and Eliza Hall Institute

Dr Saraid Billiards

Science in Australia Gender Equity

Suzie Bratuskins

Snowdome Foundation

Dr Graham Brown

Foursight Associates

Miriam Dexter

Snowdome Foundation

Dr Peter Diamond

Leukaemia Foundation

Professor David Gottlieb

Westmead Hospital

Professor Michelle Haber

Children’s Cancer Institute

Professor Joy Ho

Royal Prince Alfred Hospital

Dr Paul Jackson

Cancer Australia

A/Professor Rishi Kotecha

Curtin University

A/Professor Steven Lane

QIMR Berghofer

A/Professor Zoe McQuilten

Monash University

A/Professor Peter Mollee

Australasian Leukaemia & Lymphoma Group

Delaine Smith

Australasian Leukaemia & Lymphoma Group

Professor Judith Trotman

Concord Hospital; University of Sydney

A/Professor Andrew Wei

Alfred Health; Monash University

Professor Deborah White

South Australia Health and Medical Research Institute

Enabling Access

Delaine Smith (Lead)

Australasian Leukaemia & Lymphoma Group

Dr Tara Cochrane

Gold Coast Health

Dr Michael Dickinson

Lymphoma Australia, Chair Medical Subcommittee

Dr Chris Fraser

Australian and New Zealand Children’s
Haematology/Oncology Group

Professor Maher Gandhi

Mater Research Institute

Dr Carolyn Grove

Sir Charles Gairdner Hospital; PathWest

Dr Eliza Hawkes

Olivia Newton-John Cancer Research Institute
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Working Group member Affiliated organisation

Dr Georgina Hodges

Icon Cancer Centre

Petrina Keogh

Medicines Australia

Peter Komocki

Medicines Australia

A/Professor Steven Lane

QIMR Berghofer

Dr Robert Menz

Royal Australian College of General Physicians

Ashley Mclnnes

Blood cancer survivor

Sharon Winton

Lymphoma Australia

A/Professor Peter Mollee

Australasian Leukaemia & Lymphoma Group

Professor Hamish Scott

SA Genomics; South Australia Health and Medical
Research Institute

Deborah Sims

Blood cancer survivor

A/Professor Ferenc Szabo

Royal Darwin Hospital; Flinders University

Megan Varlow

Cancer Council Australia

Richard Vines

Rare Cancers Australia

Hayley Williams

George Institute for Global Health

Professor John Zalcberg

Australian Clinical Trials Alliance
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Chapter 3: Consultation

interviews

3.1 Participants in interviews

Consultations were organised around conducting a ‘deep dive’ analysis on key topics with
specific stakeholder groups, such as Aboriginal and Torres Strait Islander, Culturally and
Linguistically Diverse specialists, private health insurance, Federal and State and Territory
cancer services/programs, and telehealth and community-based care models.

All stakeholders received a detailed consultation brief tailored to one of these areas of focus
based on their expertise prior to the interview (see Appendix A for a copy of each
consultation brief). Interviews were conducted in-person where possible, and otherwise via
phone. Most consultations were one-on-one sessions, with some members of the Federal
Department of Health participating in a stakeholder meeting as a group.

Table 3 lists the individuals who were consulted via one-on-one or group ‘deep dive’
interviews, along with their affiliated organisation. Forty-three individuals were consulted.

Table 3: Participants in consultations

Stakeholder Affiliated organisation

States and territories

Kathryn Whitfield

Department of Health and Human Services

Karen Botting

Department of Health and Human Services

Jennifer Curnow

NSW Health

David Currow

NSW Cancer Institute

Glen Kennedy

Queensland Health

Cathie O’Neill ACT Health
Paddy Phillips SA Health
Violet Platt WA Cancer and Palliative Care Network

Shelley Rushton

NSW Cancer Institute

Dr Ferenc Szabo

Northern Territory Department of Health

Ms Hayley Williams

Northern Territory Department of Health

Federal Government

Phillipa Lowrey

Cancer, Hearing and Program Support, Australian Department of
Health

Neil Everest

Technology Assessment and Access Division, Australian Department
of Health

Terrie O'Brien

Health Economics and Modelling, Clinical Trials Policy, Australian
Department of Health

Saraid Billiards

Health and Medical Research, Patients and Infrastructure, Australian
Department of Health

Lanfeng Davis

Health and Medical Research, Patients and Infrastructure, Australian
Department of Health

Paul Jackson

Cancer Australia

Angela Ryan

Australian Digital Health Agency

Sally Rayner

Health Economics & Modelling, Quality, Performance & Reporting,
Australian Department of Health
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Aboriginal and Torres Strait Islander population

Gavin Matthews

Indigenous Health Division, Australian Department of Health

Melinda Turner

Indigenous Health Division, Australian Department of Health

John Mathews

Menzies School of Health Research

Professor Sandra Eades

Menzies School of Health Research

Sue Korner

Central Australian Health Services

Dawn Casey

National Aboriginal Community Controlled Health Organisation

Jennifer Chynoweth

Cancer Australia

Kerri Lucas

Cancer Australia

Culturally and Linguistically Diverse population

Mary Ann Geronimo

Federation of Ethnic Communities’ Councils of Australia

Shahnoor Shah

Federation of Ethnic Communities’ Councils of Australia

Private health and private health insurance

John Bashford

Icon Group

Maarten Izjerman

University of Melbourne

Professor Miles Prince

Peter MacCallum Cancer Centre; Epworth Hospital

Brian Kelleher

Private Health Insurance Branch, Australian Department of Health

Healthcare providers and other

specialists

A/Professor Judith Trotman

NSW Health

Dr Stephen Opat

Monash Health

Jane Turner

Exercise and Sports Science Australia, Concord Cancer Centre

Chris Fraser

Australia and New Zealand Children’s Haematology Oncology Group

Dr Louise Imlay-Gillespie

Rural Haematology Collaborative

Dr Andrew Birchley

Rural Haematology Collaborative

Lisa Smith

Australian Bone Marrow Donor Registry

Catherine Holliday

Centre for Community-Driven Research

Yvonne Panek-Hudson

Allograft Service, Peter MacCallum Cancer Centre

Professor Brendon Kearney

Haematology, Royal Adelaide Hospital
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A breakdown of the interviews by ‘deep dive’ topics discussed is illustrated in Figure 1.
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Figure 1: Interviews by ‘deep dive’ topics discussed
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3.2 Summary of findings and outcomes from
consultations

The following section summarises major points of discussion in the interviews with
stakeholders. These are organised by key themes.

Issues to address from State of the Nation report

9 Stakeholders indicated that among critical issues that the State of the Nation report
failed to address included:

- Challenges and issues for culturally and linguistically diverse people

- Challenges and issues for Aboriginal and Torres Strait Islander people

- The importance of the private sector in services delivery to people living with
blood cancer.

i There was a consistent lack of understanding with respect to the recommendation to
make blood cancer a ‘notifiable disease’ in the sense of not just reporting incidence
and mortality to cancer registries (which already occurs) but to trigger a response by
the health system to support patients to navigate the healthcare system.

1 Major opportunities not identified in the State of the Nation report that stakeholders
viewed as important for the National Action Plan included recommendations for
governance arrangements to implement the plan. Stakeholders indicated a desire for
the Taskforce to be made permanent and for a nomination process for key roles to
oversee implementation.
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Governance and implementation

1 There were concerns regarding how the National Action Plan is to be implemented,

with recommendations for ‘getting governance right’ and engagement through the
National Cancer Expert Reference Group, which is an expert cross-jurisdictional
committee formed by the Council of Australian Governments (COAG). While there was
some discussion about the fact that the existing ecosystem of blood cancer
organisations having developed organically means that gaps exist, there was also a
discussion that there would be limited support for an additional governance structure
and that this would require federal funding if it were to proceed. The development of
formal partnerships/arrangements between states and territories and large providers,
and a series of bilateral relationships between states and territories with differing
levels of capacity, were also suggested.

Given that many relevant health services being considered are delivered through the
states and territories, it is important that there is further engagement with the states
and territories regarding the National Action Plan beyond the consultation process.
There was a concern that additional national key performance indicators (KPIs) and
planning without additional funding and resource provision would simply add further
pressure to already over-burdened healthcare providers at the state level. How to
translate actions to changes in service practice is a challenge and requires a clear
plan with state and territory buy-in as to how to deliver resource-intensive treatment.

This also applies to questions of funding, in particular, how funding responsibilities for
new, high-cost diagnostics and treatment options such as genomic and genetic
testing will be allocated between the state and territories and the Federal
Government. Another suggestion made regarding funding was for governments at
both levels to investigate joint funding with philanthropy for novel technologies.

Culturally and Linguistically Diverse patient cohort

1

The Culturally and Linguistically Diverse community is heterogenous so how to
approach different communities will differ based on the relevant cultural and linguistic
considerations. Language is only the starting point—the availability of translation
services via an interpreter is important but is just the first step. Culturally inclusive
services are not just about language and patients being literally understood, but
feeling safe in the fact that the interpreter is open and non-judgemental.

Understanding how concepts of death and dying are understood in different cultures,
as well as processes such as what organ donation involves, is extremely important.
For example, patients of Chinese heritage may be wary about blood extraction as it
has implications for their energy within their cultural beliefs. Securing informed
consent from Culturally and Linguistically Diverse patients and donors with respect to
procedures such as bone marrow transplants is also complex.

Availability of interpreters is a major challenge. Large hospitals have challenges
booking interpreters and if an interpreter does not arrive for an appointment, finding a
replacement at short notice can be impossible.

New South Wales and Victoria have the highest concentration of migrant
communities, so navigating Culturally and Linguistically Diverse considerations are
critical in these jurisdictions.

In rural and regional areas where the potential pool of interpreters for a given
language is smaller, the people who are able to interpret a patient’s language will
likely be people from their own community with whom they have a pre-existing
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personal relationship, which creates privacy issues and potentially an unwillingness to
seek medical treatment locally or discuss their health.

Screening for, and identifying, mental health risks in Culturally and Linguistically
Diverse patients can involve an additional layer of complexity given both language
barriers and differing cultural taboos regarding discussions around mental health.

There is also a patient self-advocacy challenge. Culturally and Linguistically Diverse
patients are often the cohort that requires extra time with their doctor to talk through
their diagnosis and treatment options and ensure understanding, but they are often
not the cohort that is empowered to effectively advocate for themselves as they
navigate the system and ensure they receive the time with doctors that they need.
This comes from an intersection of multiple factors including cultural and language
barriers, socio-economic disadvantage, and differential health literacy rates.

Best practice should not be to rely on the children or younger family members of
patients to act as translators—this can be uncomfortable for the patient and family
members, and potentially creates pressure and a burden on the children or young
people.

Training of interpreters is required to help them to be present, mindful and more open
to what the patient is bringing to the interaction and what they need when they are
seeking care. Training of cultural advocates, to be able to mediate the kind of
relationship between people in healthcare services and patients who require
healthcare, would also help these interactions.

Medicare funding for interpretation exists. However interpreting services are not
always free—some aspects are covered but not others. One potential innovative
funding mechanism could be if an award for clinical trials staff provided an extra

loading for having a secondary language that is a major language group for their
hospital.

Written materials play an important role by allowing patients to take information home
and have time to digest it and share it with their family. Optimal care pathways being
available in a range of languages is an important aspect of Culturally and Linguistically
Diverse-sensitive care.

Aboriginal and Torres Strait Islander patient cohort

)l

There is a general lack of awareness of blood cancer, reflecting paucity of data and
relative burden of disease (blood cancer is not in the top five cancers for the
Aboriginal and Torres Strait Islander population).

Challenges occur along the patient journey, with multiple intersecting factors
contributing to lower rates of presentation, later diagnoses, lower rates of service
utilisation and poorer outcomes. A major reason for lower rates of presentation is lack
of cultural safety within the healthcare system - a lot of racism exists in the health
system. Access to therapies and practical barriers to travel, in particular, the costs and
logistics involved in accommodation and travel, can be significant barriers.

Co-morbidity can render patients ineligible for clinical trial participation.

While there is an increasing number of medical graduates from the Aboriginal and
Torres Strait Islander community, most of these graduates have grown up in
metropolitan areas so are not necessarily connected to regional and remote
communities. Similarly, in the Northern Territory there have been inter-cultural
challenges with Indigenous healthcare workers at a health centre and patients, which
can meaningfully impact attendance at that centre.
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Challenges such as unequal access to clinical trial participation or genomic and
genetic testing are the same for Aboriginal and Torres Strait Islander patients as
patients across the healthcare system, although Aboriginal and Torres Strait Islander
patients are proportionately more likely to face such barriers as they are more likely to
live in outer-suburban, regional, rural or remote locations. While whole-of-system
responses are required, in the short-term a focus on prevention and early diagnosis
and practical barriers are important. These include funding transportation via a Patient
Assisted Travel Scheme and assisting in arranging and funding accommodation when
travel is required.

The Aboriginal and Torres Strait Islander population is very diverse nationally and that
might be appropriate in the Northern Territory or the Kimberley is quite different to
what might be appropriate in New South Wales or Victoria or within any metropolitan
area. The need for culturally appropriate and safe care is therefore paramount, and it
needs to be tailored to the specific needs of the individual and/or group.

Aboriginal and Torres Strait Islander patients must be diagnosed at the right time and,
in a culturally appropriate manner. To achieve this, many responses must be enacted
in partnership with local communities and devolved to health deliverers on the ground
(Primary Health Networks, hospitals, etc.) and Aboriginal community controlled health
organisations. Increasing the number of Indigenous people or people trained in
Aboriginal and Torres Strait Islander issues in primary healthcare, and providing
additional training to existing primary healthcare providers, is also crucial.

Facilitating the provision of health services on country and enabling patients to go
back to country are important, highlighting a potential role for greater use of tele-
health, teleoncology and teletrial models (see below).

The use of traditional medicines, particularly in the Top End (northern Australia
including north Western Australia, the Northern Territory and Queensland), requires
understanding and consideration, in particular, regarding interaction with oral
medicines.

A specific cultural challenge regarding blood tests and genomics involves the storage
of blood samples and tissue—the Indigenous cultural relationship to this process is
markedly different to the non-Indigenous population’s relationship to such processes
and is linked to issues of cultural repatriation. This requires greater understanding,
sensitivity and accommodation in testing and storage processes.

It is important to ensure alignment with broader cancer strategies, including policies
for improved cancer control in Indigenous communities.

Telehealth and community-based care

Telemedicine

1

The use of telemedicine is relatively mature - it is developing organically in most
states and territories, and the current Medicare system provides incentives to
establish it. Feedback from clinicians across multiple jurisdictions was generally that
telehealth models work well and are extremely popular with patients and improve
patient satisfaction. Telemedicine is feasible with any community-based general
practitioner (GP) as long as virtual dial-in technology is available - interoperability had
not been experienced as a barrier for any of the clinicians consulted.

There are considerable potential benefits to patients from the use of telehealth
models. One clinician observed that the model of patients coming to the doctor is now
“antiquated” and that doctors should go to the patient. Another observed that “there’s
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a lot more to treating a patient than just getting the chemo right”, and that telehealth
facilitated better quality of life for patients. Patients generally want to be treated close
to their homes, and blood cancer patients are often older and less willing to travel and
stay away from home. Another major benefit is the reduction in travel costs incurred
by patients. The benefits of being treated close to home also extend to a patient’s
family, who is then able to visit and support the patient without extreme disruption to
their jobs, schooling or other responsibilities, or provide care at home without
additionally suffering the financial burden of job loss or change.

One area for improvement is in better transitioning of patients back to their community
healthcare providers and the primary care system. The process of case handover
when patients are ready to return from the acute setting to primary care, is
inconsistent. In some instances it works well, but if patients do not have a doctor who
strongly advocates for them or have a Culturally and Linguistically Diverse

background and are not empowered to advocate for themselves and navigate the
system effectively, they can fall through the gaps.

Teleoncology

1 The use of teleoncology is less mature but progressing, and generally dependent on a

regional cancer services model. Blood cancer generally does not require surgery and
radiology, so is better suited to delivery by regional cancer centres compared to some
other cancers, and chemotherapy can be delivered remotely more easily with remote
monitoring.

Where teleoncology does occur, it is predominantly with the use of oral chemotherapy
and low-intensity chemotherapy. This potential is supported by the current shift
overwhelmingly towards oral chemotherapy compared to IV chemotherapy, with over
70 per cent of new chemotherapies entering the market being oral.

Where teleoncology can be used for regular check-ins such as weekly blood tests and
chemotherapy treatments, a huge improvement in patient quality of life can be
realised.

This requires the development of partners in regional and remote locations—for
example, the training of primary care physicians to deliver chemotherapy with input
from clinicians in metropolitan areas, the upskilling of community pharmacies and the
training of local nurses to coordinate telechemo. Chemo-coordinating nurses can
potentially play a major role in streamlining services locally and ensuring the smooth
operation of teleoncology models and avoid placing an additional burden on doctors.

Teletrials

)l

Teletrials are the least mature model in terms of adoption and present the greatest
opportunity for impact, and would therefore benefit from a nationalised approach. The
best way to progress this may be to prove that the model is feasible and effective via
one or two trials with telesites that provide a proof of concept. Ultimately, the goal
would be making this practice a standard of care rather than discretionary.

Regional centres have the capacity to be involved in a small number of trials,
particularly as a telelink trial site. If they were able to be part of a network of
collaborators and be ‘hub sites’ for the ‘main site’, this would improve regional and
rural patients access to treatments via clinical trials.

One of the greatest areas of potential to improve the equity of access to trials is to
improve the use of cross-referrals. Regional centres are unlikely to be able to open
their own trial for a rare cancer, and the rare nature of many blood cancer sub-types
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means that trials hosted in the larger centres in Melbourne and Sydney makes sense,
however, if smaller regional centres were able to cross-refer their patients to such
trials, this would improve the equity of access to clinical trial participation.

1 The other option is to open teletrials at the regional centre and enable patients to
spend more time at home by delivering tele-medicine where possible and have them
go to their centre for major treatment points.

Private health and private health insurance

1 The importance of the private setting in delivering outcomes for blood cancer patients
has been overlooked to date. A benefit for patients of going through the private
system is a continuity of care with the same doctor over the course of their treatment.

i ltis important to ensure that patients have the appropriate private health insurance
policy that provides the right coverage. Addressing health literacy of the general
population would assist with this. Educating patients about the whole journey, from
questions to ask their GP, through to care pathways, clinical trials, public versus
private settings, etc,, is a critical component of improving patient outcomes.

1 Encouraging training components within the private health setting would improve
quality of practice by ensuring that registrars are exposed to private practice settings
during their training.

9 Service directions and partnerships should be explicitly considered, to address an
existing gap in cancer policies.

Informed financial consent and specialist referrals needs to be enhanced.

Coverage of diagnostic services by private health insurance providers should be
reviewed.

Clinical trials

9 Patient recruitment is a major challenge. One barrier to improving this is that no
complete national picture of trial activity exists, so knowledge of a trial that meets a
particular patient’s needs can be limited to the networks and knowledge of their
clinician.

9 A cultural shift around clinicians discussing clinical trial participation as an option with
their patients as a standard matter of practice is perhaps more important than
implementing a KPI regarding the percentage of patients who ultimately enrol in a
trial. A metric regarding the clinician/patient conversation occurring may be more
relevant than trial enrolment rates per se.

1 Financial incentive issues exist, as there is no Medicare Benefits Schedule (MBS) item
for participation in clinical trials, so clinicians’ incomes are affected by placing a patient
in a clinical trial. A payment schedule for cancer treatment, based on care of the
cancer patient rather than delivery of a particular treatment, might facilitate greater
trial placement.

1 Another potential reform could target trial entry criteria—a shift in the paradigm of
clinical trial design to not exclude participation on the basis of level of health, would
enable more patients to participate. This is similar to work being undertaken in the
United Kingdom, where the only entry criteria involves age and a blood cancer
diagnosis.

9 Particular centres to be pre-approved for particular kinds of trials, so the ethics and
approval process does not need to be completed every time for each new trial, which
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means the overall administrative burden is reduced. However, potential clinical trial
sites require funding to support them preparing for the accreditation process as trial
sites.

9 Clinical trials require funding for clinical trials staff, administration officers, a financial
manager, study coordinators, and laboratory processing. One way that governments
could support clinician trials - particularly in building research centres in regional areas
- would be to fund the ‘hotel costs’ for nursing and resident staff, and infrastructure
operational costs. Researchers would then just have to provide funding for the actual
trial itself.

9 Clinical trials are increasingly expensive to run. Previously the regulatory requirements
around clinical trials allowed clinicians to run them as part of their daily practice, with
perhaps a data manager. However, new governance requirements make them more
onerous. In paediatric oncology, pharma-sponsored studies are far less common than
for adult oncology (with the exception of acute lymphoblastic leukaemia) given they
comprise such a small share of the market. There is, therefore, greater reliance on
investigator-led trials but this requires additional funding. One avenue to secure this
funding is for a centre to be an attractive partner to be invited by an international
group to participate in a trial. However, different centres therefore have different
affiliations with different international trial groups, meaning that patients have different
access to trials. A nationally unified approach is required.

1 ltis important to distinguish between the ‘Right to Try’ bill in the United States and the
‘Right to Trial’ concept outlined in the State of the Nation report.

Supportive/survivorship care

1 Mental health and suicide prevention are a state-wide and nation-wide priorities. It is
important to understand the broader mental health needs of people diagnosed with
cancer, not just focus on suicide prevention. A major issue concerns people with
longstanding mental health issues who are diagnosed with cancer. The healthcare
system needs to be able to cater systematically and well to both those who have pre-
existing mental health challenges and those who develop them as a result of being
diagnosed and treated for with cancer.

1 More systematic referrals to survivorship care is required. Patient Reported Outcomes
(PROs) present a significant opportunity to catch people who are falling through the
cracks with respect to being screened for and referred to supportive care, particularly
in the community setting (as opposed to acute setting). The systematic use of PROs
will also require the development of metrics that enable clinicians to meaningfully
categorise and interpret this subjective data.

1 Funding and implementation are the major challenge of supportive care programs,
even where the evidence base for program effectiveness is rapidly growing (for
example, with the benefits of cancer patient-friendly exercise rehabilitation). A major
barrier at the moment is cost-effectiveness and cost analysis of these programs—
historically such analysis has not been well-designed in the literature (or not included
at all), meaning that a robust evidence base demonstrating cost implications and
potential savings from these programs does not exist.

1 The Sydney Cancer Survivorship Centre is implementing a model in which, after a
cancer survivor completes their targeted anti-cancer treatment, they come into the
hospital for two hours once a week and are seen by five specialists—a dietitian,
oncologist, exercise physiologist, psychologist, and cancer nurse.
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In some instances, patients who have been treated in private practice then do not
have access to public wrap-around psycho-social services.

Workforce development and training

T

There are significant concerns in some jurisdictions around quality and safety of
specialised services, with recommendations for accreditation and credentialing in
addition to OCP development and interstate partnerships. Credentialing clinicians with
a scope of practice to be a specialist in a given sub-type, on the basis of minimum
volumes and caseload, was supported by many stakeholders. Other metrics could
include having completed particular types of training or attended a particular number
of relevant conferences in a given period.

One challenge is that data on the workforce is not collected - there is a not a clear
picture on where haematologists are working, what diseases they are treating, or
when they entered the workforce and therefore are expected to retire. Workforce
planning is not happening and there is no understanding of whether there is an
oversupply or under-supply of staff, and where they are needed geographically.

There is a need to fund regional centres so these can build their own staffing and
resources and be more innovative and flexible. Enabling more trainees in regional and
remote areas should also be addressed. For example, in New South Wales, it is a
requirement that 2.0 full time-equivalent (FTE) haematologists and 1.0 FTE in a
pathology laboratory are present in order for a trainee to be placed there, to ensure
that trainees are adequately supported. Most regional centres are unable to meet this
requirement, but innovative and flexible approaches may be possible to address this—
for example, a trainee could connect with a haematologist in Sydney via Skype to
meet an additional 0.5 FTE requirement, in the same manner that multidisciplinary
teams are run via virtual platforms. Such a system may assist in addressing the
existing disparities where cities have an over-supply of trainees and regional centres
are unable to find candidates to fill advertised positions, as well as ensuring that rural
practitioners are not isolated and are strongly linked to and supported by rural
centres.

Palliative care should be provided as an integral part of care, in particular, for patients
with acute leukaemias. The quality of death impacts the bereavement of family
members and the quality of bereavement for years afterwards. Haematologists
required proper training in palliative care, and palliative carers need proper training in
relevant aspects of oncology.

The development of a sub-type specialist registry may run the risk of disadvantaging
early career GPs, who do not show up on such searches or who come up lower on a
list in terms of expertise only as a function of having been a practitioner for a shorter
period of time.

Innovative funding mechanisms, evidence development and data capture

)l

The limits of cost-effectiveness analysis-based funding are being reached. Cost
effectiveness analysis (CEA) is designed to keep medicines cost-effective per unit, but
does not control overall healthcare spending, which is drastically increasing in
Australia and in other countries. As the population ages and more expensive
treatments become available, a constraint will be reached eventually that has
implications for equality of access.

CEA models and existing regulatory decision-making models based on them make
several assumptions about how medicines are used. The use of trials-based evidence
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is designed to provide clinical evidence but not economic evidence - they
consequently have shorter timeframes that do not look at second and third-line
treatment assumptions, drug utilisation and patient numbers.

There is a substantial gap internationally in post-market surveillance of effectiveness
of medicines. An opportunity exists for Australia to take international leadership to
provide good quality data given the quality of our
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