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MESSAGE TO MEMBERS 

Once we get to the middle of the year, things seem to 
really speed up in the cancer consumer advocacy 
world.  We have lots to report on this issue.   

Firstly, we were excited to present our fifth Award for 
Excellence in Cancer Consumer Advocacy to Rosanna 
Martinello this quarter – full story inside.   

Consumers Included (CI):  You will have noticed our 
concern that cancer related conferences should 
include consumers as a matter of respect for the value 
of our participation – after all they are all about 
improving things for people affected by cancer.  Our 
brainchild, “Consumers Included” has now been 
launched and is available for conference hosts to apply 
for and use.   

St Vincent’s chemo “scandal”:  Many of you will have 
seen the reports over last few months about the 
chemo flat dosing at St Vincent’s Hospital, Sydney – it’s 
a big cancer centre serving public and private patents 
we understand.  Cancer Voices had made a submission 
as a result of the very insightful interim Report, 
commissioned by the NSW Ministry of Health. 

Consumer Involvement in Research (CIR) Evaluation 
Study: this is our current big project. Those of you who 
are graduates of the CIR Training and have participated 
in this program – there are over 80 of you – will have 
been invited to help us evaluate our program.   

Seventy researchers who have been connected to our 
consumer advisors were also contacted to contribute, 
and many did. 

Cancer data delays:  Concern about the NSW situation, 
where researchers and planners must rely on 5 year 
old death and incidence data (just improved from 8 
and 6 yrs. old), has escalated.  Cancer Voices has met 
with the NSW Minister for Health and officers the NSW 
Minister for Medical Research.  We are now working 
up recommendations to seek national standards of 
cancer data collection.  

Thanks to good friends and colleagues for the good 
wishes re my ongoing treatment decisions, not to 
mention their outcomes!  I have just started on a 
Phase 2 clinical trial, my first experience of one. 

Don’t forget, we rely on your feedback too, so don’t be 
shy letting us know what you think about the issues we 
are pursuing, or let us know if we have missed 
something important. 

Very best wishes to all our readers, our members and 
our excellent consumer representatives. 

 

Sally Crossing AM, Chair & Editor 
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CVN Notice Board 

Training Opportunities knock again!    

Consumer Advocacy Training 2016 – 5/6 August in Sydney. 

Courses are open to CVN and community members.  Visit the Cancer Council's website for dates and locations 

The two-day workshop provides skills and tools to help you make a difference, and will equip you to: 

 Become active and effective advocates for better cancer policies and services 

 Approach consumer representative work with more confidence 

 Understand how “the system” works, and how you can influence decision-makers 

Apply online: http://canact.com.au/advocacy-training/  

For further information: Policy & Advocacy Unit, Cancer Council NSW 

Phone Carolyn: (02) 9334 1855 or Marion (02) 9334 1859     Email: advocacy@nswcc.org.au 

NB:  Mention you are a Cancer Voices member for automatic registration 

Consumers Involvement in Research (CIR) Training 2016 - 5 September 

This one-day course in Sydney equips consumers with the skills and knowledge needed to work directly with researchers 
and specifically for those who wish to join Cancer Voices CIR Program as a consumer adviser to a research project.    

The Cancer Council NSW’s Consumer Review Panel training will be held n the following day 6 September 2016. In this half-
day course, participants will learn how to review the consumer-specific section of CCNSW’S grant applications.  They will 
then be eligible to participate on its annual Consumer Review Panel.  Please note that scientific knowledge is not required 
for a member of the Consumer Review Panel, nor for being matched with a researcher by the Cancer Voices CIR Program.  

Please contact the CCNSW Consumer Training Team at www.research@nswcc.org.au for more information. 

CANCER VOICES NEEDS SOME HELP - Website and Facebook management 

Website:  Cancer Voices NSW and Cancer Voices Australia both use WORD PRESS freebie websites, re-designed to 

suit our needs. We are looking for someone who can help us with their management – occasionally uploading 
newsletters, submission, media releases etc.  It would be good if you had some familiarity with WORD PRESS, but not 
essential. Handover guaranteed! Big thanks to Kerryn Metcalfe who designed and managed the current CV websites .  

Facebook (CVN & CVA):  These need to be updated from time to time and checked weekly.  

ü If you think either small job would interest you, please let us know - T: 02 9436 1755, or info@cancervoices.org.au 

CONSUMERS INCLUDED - Seal of Approval – Open for business! 

For more information contact: info@consumersincluded.org.au  
                         and the CI tab on Cancer Voices Australia’s website www.cancervoicesaustralia.org.au 

 

http://canact.com.au/advocacy-training/
mailto:research@nswcc.org.au
mailto:info@cancervoices.org.au
mailto:info@consumersincluded.org.au
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Your Executive Committee met on 6 April and 6 June.  
We are now the biggest in numbers we have ever 
been, but this allows for a greater range of interest 
and skill to enrich the Executive Committee’s ability 
to act quickly as well as think carefully.  We all work 
best when we can get our teeth into something we 
have a passion for and are committed to. 

Please note: we omitted to list a very valuable EC 
member in the last Newsletter’s report of the AGM 
outcome – Lee Hunt, who looks after our CIR 
Program, and is an active consumer representative 
on several major stakeholder committees.   

We welcomed Murray McLachlan to the Executive 
Committee.  Murray has a great deal of experience 
valuable to Cancer Voices, as well as being our link to 
the prostate cancer world.  We sadly farewelled 
Bridget Whelan, who had resigned due to cancer ill-
health.  Also John Fullagar who was not able to be 
formally co-opted this AGM. 

 

 

VALE Bridget Whelan:  Cancer Voices 
were deeply saddened to learn of the 
death of Bridget Whelan on 11 May.  
Bridget had most ably served as a member 
of our Executive Committee for three 
years, had revitalised our Consumer 
Involvement in Research (CIR) Program 
and its “matching” database, improved 
the training program, provided keen political insights, 
written several submissions for both CVN and CVA, AND 
created and analysed the Australian Cancer Consumer 
Network’s (ACCN) Priority Issues survey for Australians 
affected by cancer late last year.  The list goes on – not to 
mention that her contribution was acknowledged by 
receiving our prestigious Award for Excellence in Cancer 
Consumer Advocacy 2015.   Sally Crossing, Elisabeth 
Kochman and Peter Brown attended her beautiful 
Celebration of Life on 16 May on behalf of a grateful 
Executive Committee.  We were delighted to hear that 
Bridget’s cancer consumer advocacy will be further 
recognised by an Award in the Order of Australia (June), 
which Cancer Voices had formally supported.

 
CVN Advocacy Updates 

 

Consumers Included – a logo “seal of approval” 

Launched in late April, we are thrilled by the interest 
and response to date.  The purpose of 
the Consumers Included logo is to 
encourage and acknowledge 
organisations which enable 
consumers to participate in 
conferences, meetings and other 
events which are of interest to them – and which will 
benefit from their involvement. 

With the help of good friends at Rare Cancer 
Australia, we decided on a clear “says it all” logo, 
established an email address, developed an 
application form and contacted all potential cancer 
related conferences / event hosts.  Interest has 
already been rewarding, with one major Australian 
cancer centre receiving the green light for its use for 
two conferences in October.  We will keep a tally and 
report the take up in newsletters and on Cancer 
Voices websites.   

For more information about the criteria for 
acceptance and for a copy of the application form, 
email:  info@consumersincluded.org.au 

Cancer data delays 

Movement here regarding the widespread concern 
about out of date cancer data for NSW and its impact 
on research and service planning.  Sally Crossing & 
Elisabeth Kochman met the NSW Minister for Health 
and the CEO of the Cancer Institute NSW on 11 May 
to discuss a response to our 19 February letter on 
this matter. Since that letter, cancer data is now up 
to 2011, but still lagging behind other states.  It was 
agreed that Cancer Voices would be provided with a 
timeline for release of 2012, (hopefully July), 2013 
and 2014 dates.  Also that the questions we raised in 
February on behalf of researchers, clinicians and 
consumers would be answered in writing. 

There is strong national interest in investigating how 
to ensure that all states provide the Commonwealth 
with up to date and relevant cancer stats.  Cancer 

CVN Committee News 

mailto:info@consumersincluded.org.au
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Voices Australia has joined small working group to 
address this long-standing problem. 

Access to New Cancer Drugs Campaign 

This remains a top priority issue for many people 
affected by cancer and their advising clinicians. 

Cancer Voices, together with Rare Cancers Australia 
has written to the major parties seeking their 
commitment to implement the recommendations of 
last years’ Senate Inquiry into new and innovative 
cancer drugs.   We will post their responses on the 
Cancer Voices NSW and Cancer Voices Australia 
websites two weeks before the federal Election on 2 
July.  

St Vincent’s Chemo flat-dosing “scandal” 

Cancer Voices made public comment via a media 
release, following the 7 April Interim Report 
commissioned by NSW Health.   

Cancer patients call for safety standards 

Cancer Voices NSW, the voice of people affected by 
cancer in our state, calls for reform and certainty in 
chemotherapy dosing regimes.  “Let’s do something 
to make sure this never happens again”, said Sally 
Crossing, cancer survivor and Chair of Cancer Voices, 
following a meeting in Sydney yesterday. 

“What we suggest is that clear Medical Oncology 
Practice Standards be put in place so cancer patients, 
wherever they are, can be sure that they are getting 
the right drug dose for them.  Toxic chemo cannot be 
mucked around with without potentially serious 
consequences, as we have seen in South Australia and 
now in Sydney. 

Radiation oncology is guided by clearly defined 
Practice Standards and has been since 2011.  We 
should have the same safety and quality assurance 
for medical oncology”. 

Medical Cannabis Campaign 

Cancer Voices NSW continues to press for the 
decriminalisation of medical cannabis for people who 
would benefit from access to it.  By access we mean 
being able to acquire a product which is safe and 
effective for the specific condition it ameliorates – eg 
pain, nausea, epilepsy, sleeplessness etc.  

Bev Noble and Sally Crossing attended parts of the 
Medical Cannabis Symposium hosted by United in 
Compassion leaders, Lucy Haslam and Troy Harding. 

NSW Premier Mike Baird opened the conference (14-
15 May) which was attended by several hundred 
people and well covered by the media. He 
announced that NSW was in the process of 
broadening its narrow Terminal Illness Cannabis 
Scheme (TICS), renaming it the Medical Cannabis 
Compassionate Access Scheme – much more 
appropriate.  This is in line with our own most recent 
submission to the TICS Review.  However, NSW 
seems to remain in the grips of having to wait for 
several years until the results of the government 
funded clinical trials are published.  Many of us do 
not have that kind of time to wait, and nor do our 
relievable symptoms.   

Symposium attendees called on the Premier to speed 
up the process and recognise the research 
undertaken internationally to underpin decisions.  
Experts, both clinicians and researchers from USA (5), 
Israel (3), Spain and of course from closer to home, 
spoke eloquently and convincingly.  We hope the 
event will encourage the NSW Government (NSWG) 
to act more decisively, two years after the Lucy 
Haslam’s first symposium. 

Have your say by visiting the UIC website 
www.unitedincompassion.com.au to do their survey 
about the views of the people of NSW.  National polls 
already show a 91% support for safe access to 
medical cannabis. 

Victoria has passed the Access to Medicinal Cannabis 
Bill 2015.  It allows children with severe epilepsy to 
be given access to medicinal cannabis from early 
2017.  The Health Minister also announced that the 
government's small-scale, strictly controlled cannabis 
cultivation trial is about to start.  The Bill creates a 
legal framework to enable the manufacture, supply 
and access to safe and high quality medicinal 
cannabis products in the state.  An Office of 
Medicinal Cannabis will also be set up to oversee the 
manufacturing of the drug and all clinical aspects of 
the framework. 

Cancer Voices has commented on the NSWG’s 
Evaluation of its Terminal Illness Scheme. However, 
we would like to see the Government gain a licence 
to grow and process cannabis under the legislation 
passed by the Commonwealth Government in 
February.  It’s now all possible, just needing some 
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true grit to make it happen. Supply, either imported 
or home-grown, needs to be regulated, safe and easy,  

 

NSW Cancer Plan 

The Cancer Institute NSW’s NSW Cancer Plan 2016-
2020 has been released and is available on 
www.cancerinstitute.org.au.  We have not been able 
to see much of our invited submission’s 
recommendations reflected in the Plan.   

We are concerned that although there are several 
mentions of collaboration with consumers and the 
community in the work of the CINSW, there is no 
suggestion as to how this might be done.  The idea is 
that cancer progress will be generally reported 
against the Plan.  This may be instead of the CINSW 
producing an Annual Report, which has not occurred 
since 2014.  Currently there is no way we can gauge 
its annual activities or program expenditure, at 
$180m per annum, other than five brief references in 
the Annual Report of NSW Health.   
Not good enough we say.  

Survivorship Advocacy  

(i) Survivorship Principles Statement 

Cancer Australia will consult with consumers and 
interested stakeholders on its draft Principles at a 
meeting in Sydney on 1 June.  

(ii)  COSA Model:   

COSA has released its summary of its 2015 consumer 
consultation.  Regretfully their starting point remains 
“at the end of active treatment” rather than from the 
internationally accepted point of diagnosis.  We all 
know surviving cancer begins at the start of the 
disease “journey”, and no one knows when active 
treatment has really ended. 

Travel Insurance – some progress 

Cancer Voices NSW is waiting to receive the matrix of 
information about travel insurance options offered 
by the various major insurers, as promised by of the 
Insurance Council of Australia earlier this year. Our 
aim is to gain easy access to information for people 
with different risks to be covered: viz  

(i) those who are living with their cancer as a 
manageable chronic disease,  

(ii) those who have had no recurrence from some 
time, and  

(iii) those who may be facing end of life due to 
their cancer.   

 

  

THANKS! 

Cancer Voices NSW greatly appreciates the assistance given by Cancer Council NSW  
for printing & posting Cancer Voices Newsletters. 

THANKS also to the Cancer Voices Team who bring you this Newsletter: 

Kathryn Leaney for formatting, Sharon Pannewitz for database management and labels, 
Elisabeth Kochman for proof reading and Sally Crossing as compiler and editor.   

We hope you find it interesting, even inspiring!   

Let us know about any other advocacy issues you think we should feature and/or work on,  
and/or if you would like to help.  

Contact CVN 

PO Box 5016 Greenwich NSW 2065 
E: info@cancervoices.org.au  

W: Website www.cancervoices.org.au  

http://www.cancerinstitute.org.au/
mailto:info@cancervoices.org.au
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Rosanna Martinello 

AWARD for Excellence in Cancer Consumer Advocacy 

2016:  Rosanna Martinello 
Cancer Council NSW Research Showcase, 30 March 2016 

Address by Sally Crossing AM, Cancer Voices Chair 

 

Thank you, Cancer Council, for again including Cancer 
Voices in this wonderful event for NSW’s cancer 
researchers.    And for being such a good and responsive 
partner with we consumers, a partnership through which 
we have developed Australia’s leading program for 
meaningful consumer involvement in research.   

Most of you know Cancer Voices well through using our 
free service to researchers who are looking for informed, 
trained cancer consumers to provide the 
consumer perspective to your grant 
applications and funded later studies.  We 
currently have 83 consumers on our 
database, 53 of them actively involved in 
one or more grant applications and/or 
funded studies.  We are undertaking a more 
formal assessment of our Consumer 
Involvement Program this year, which you 
will hear more about when we contact you 
with a short survey being emailed to 
participating researchers.  Please let us 
know what you think.  Our new and very 
efficient “matching manager” is here 
tonight – please meet her – Lee Hunt. 

Now to the real business! 

Why do we make these awards to cancer consumers who 
have demonstrated excellence in advocacy?  It’s the same 
principle used by professional colleges and probably your 
own institutions – a way of recognising and honouring your 
peers.  Even more importantly, perhaps, for consumer 
groups, as we are all volunteers – our only rewards are the 
satisfaction of having “done good” for people affected by 
cancer AND through occasional recognition. 

So, this is our main opportunity to honour one of our own.  
This is the fifth year of the Award.  The previous recipients 
excelled in completely different areas, all really important 
in meeting our goals.   The 2016 recipient meets that 
criteria in spades, and has been doing so for many years. 

Cancer Voices is proud to announce that Rosanna 
Martinello is our 2016 Award for Excellence in Cancer 
Consumer Advocacy recipient. 

With a successful business background, Rosanna first 
gained prominence as a cancer consumer advocate by 
setting up the Young Breast Cancer Action Group, back in 
2000.  Through her own “young” diagnosis at 33, she 
realised that there was minimal public or policy awareness 
of, or response to, the special needs of that group.   

Young BCAG successfully lobbied state and national cancer 
agencies, held Australia’s first conference for young 
women, conducted a survey of young women whose 
findings were published by Sydney University to further 
inform advocacy, and used media attention most 
effectively.  In recognition Rosanna was selected to carry 
the Olympic Torch at Circular Quay in September 2000.   

Through CCNSW she then worked on establishing support 
groups for young women which continue 
today throughout NSW.  Rosanna sat on 
senior committees of Cancer Australia and 
the National Breast Cancer Foundation, 
promoting the need for targeted research 
and the development of specific clinical 
care guidelines for young women. 

In 2007 Rosanna burst into generic health 
consumer advocacy, again through Young 
BCAG, to lead a whirlwind seven week 
campaign to change federal 
superannuation legislation so that super 
would be payable to all terminally ill 
people regardless of age and with no 
21.5% tax penalty.    

For many years Rosanna has provided the 
informed consumer voice to major stakeholders who need 
to hear it:  federal and state Government agencies, Cancer 
Councils, selected hospitals, professional associations, 
advisory and policy making committees, the media, and 
most importantly to cancer consumer groups like Cancer 
Voices itself. 

Currently, Rosanna is the consumer representative on the 
Cancer Council Australia Board, and on the COAG National 
Cancer Reference Group (NCERG) – both major national 
roles.    

Reflection:    Rosanna’ track record shows that she has 
plenty of the essential elements for excellence in cancer 
consumer advocacy:  commitment, passion, 
professionalism and keenness to work within a network for 
maximum impact.  I have enjoyed watching Rosanna’s 
success over the years I have known her, initially though 
my association with BCAG, and later though Cancer Voices 
and beyond.  Cancer Voices believes Rosanna is a most 
worthy recipient of the 2016 AWARD for Excellence in 
Cancer Consumer Advocacy 
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      Consumer Reps Program 

Consumer Reps Program & Training 

Cancer Voices continues to provide nominees on 
request by stakeholders, via our website Request a 
Consumer Representative form.  We make it clear that 
those nominees are informed and are there to 
represent the broad view of people affected by cancer – 
not of the organisation itself.  These requests are 
usually made by cancer professional organisations and 
service planners.   

We asked our Executive Committee to advise how many 
cancer related committees etc. they are working on – 
it’s a total of 27 from those we have heard from – more 
to come! 

 

 

Training:  Please check the Noticeboard (p2) for 
information about the next Consumer Advocacy 
Training (CAT) course to be held by the Cancer Council 
NSW in 5/6 August 2016, and Consumer Involvement in 
Research (CIR) on 5 & 6 September.   

Cancer Voices welcomes new members following both 
CAT and CIR courses, and looks forward to introducing 
them to our activities, advocacy and research programs, 
as well as hearing their ideas about issues for people 
affected by cancer.  

  

 

Consumer Involvement in Research (CIR) 
 

UPDATE:  Between Dec 2015 and the end of May 2016, 
the CIR Program has provided 38 research projects with 62 
trained and involved consumers. 

Evaluation of the CIR Program:   

THANKS to all those CVN members who participated! 

Cancer Voices has submitted an Abstract to the Sydney 
Cancer Conference to report on this: viz 

Background:  Cancer Voices’ Consumer Involvement in 
Research (CIR) Program was developed to enable 
informed consumer input into cancer research.  Trained 
consumers are matched with requesting researchers, and 
also participate on Grant Review Panels.  Some funders 
make the former role a requirement for grant funding. 

Aim: Our evaluation study, after 10 years of the CIR 
Program’s operation, was designed to assess, evaluate and 
analyse the views of both researchers who have used the 
service and consumers who are matched or wish to be 
matched.  As essential background data, we also sought to 
identify those major cancer research funders which 
require firm evidence of consumer involvement and/ or 
include consumers on grant review panels.  

Methods:  A questionnaire was developed by Cancer 
Voices’ CIR Group to elicit answers to five questions about 
experiences, views, and recommendations.  The questions 
were delivered by Survey Monkey in April 2016, with three 
email reminders and an over 60% response rate.  49/80 
consumers replied and 43/70 researchers responded. Six 
major cancer research funders were contacted for 

information about their required degree of specific 
consumer involvement.   

Results:  Survey responses showed the views of both 
researchers and consumers regarding how valuable they 
thought the interaction was, how it may have influenced the 
study, what barriers to successful interaction were 
encountered, how adequate was the training, what extra 
help either party might need.  Suggestions to fine tune the 
process and its value were noted.  The six cancer research 
funders' requirements, or lack of them, were collated. 

Conclusions:  Evaluation of this innovative service of 
providing informed consumer input to researchers seeking it, 
is timely; as is the parallel survey of the consumer 
engagement requirements of the cancer research funders.  
The outcome of both investigations will shape future 
interaction, fine-tune the existing CIR process and hopefully 
encourage those funders who have yet to understand its 
value to rethink their approach.      

CIR Training Review:  Cancer Voices met with Cancer Council 
NSW staff in April to discuss plans and options for training 
this year and in the future.  We considered how to best use a 
set of online training modules in whose development we 
have been involved.  An option is to ask interested 
consumers to go through the modules (about two hours) 
prior to meeting for face to face training and discussion.  We 
are also keen to offer our present CIR graduates the chance 
to meet to brainstorm and share their experiences during a 
short refresher course. Consumers responding to the survey 
mentioned this as a good way to keep up to date and to 
benefit from each other’s ‘learnings” through working with 
researchers. 
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International Clinical Trials Day, 20 May 

(Editor’s note:  The NHMRC website does not replace the 
specialised cancer site www.australiancancertrials.gov.au, 
which established the model for the NHMRC’s generic 
website.  Both had extensive consumer participation and 
are real assets for finding suitable clinical trials). 

International Clinical Trials Day commemorates the day 
James Lind started his study to determine the cause of 
scurvy. This is the first recorded controlled clinical trial and 

changed modern medicine. It is celebrated around the 
world to raise awareness of the importance of clinical 
trials and research in healthcare. 

On 20 May, the National Health and Medical Research 
Council (NHMRC) and the Department of Industry, 
Innovation and Science launched improvements to 
www.AustralianClinicalTrials.gov.au.  Well worth a visit! 

Its development has had input from consumers, 
including a CVN nominee, throughout. 

 
    The Voices being heard 

 

World Indigenous Cancer Conference (WICC) –  

Report from Lee Hunt 

I recently (April) attended the inaugural WICC as the Cancer 
Voices representative on the DISCOVER-TT Advisory Board, 
the Menzies School of Health Research. Held in Brisbane, the 
conference brought together researchers, health 
practitioners, clinicians, advocacy groups, cancer survivors 
and indigenous community groups. The conference was the 
first of its kind and provided a forum to hear a range of 
presentations, research findings and personal consumer 
stories. 

Studies in some countries report that cancer is now the 
second leading cause of death in indigenous people and that 
there is a higher incidence of preventable cancers in some 
populations. The conference, led by indigenous researchers, 
helped to facilitate efforts to reduce the burden of cancer 
and emphasised that there are lessons that we can learn 
from each other. 

Successful cancer programs across the globe have one 
important aspect in common: the cancer team must work 
with their community for success in meeting the 
community’s needs. One program run by the Cherokee 
Nation, based in Colorado, uses Native Patient Navigators 
who liaise between the patient and clinical staff. By using the 
stories and experiences of cancer patients, many programs 
have helped to motivate, inform and support indigenous 
patients. The conference highlighted how vital the consumer 
is throughout the cancer journey.    

 

 

 

 

 

 
 
 

Meetings 

 Pharmacy Remuneration & Regn Review, 2 March 

 RANZCR Practice Standards, 17 March 

 Cancer Australia:  Intercollegiate Advisory Panel, 31 
March 

 Sirtex P/L, 1 April 

 Rare Cancers Australia, 5 April 

 Dr Tony Penna, Office of Minister for Medical Research, 
22 April 

 Faculty of Radiation Oncology Council (RANZCR), 29 April 

 CCNSW, CIR Training Plans Meeting, 3 May  

 Prof Lisa Horvath, Head Med. Oncology & Research, 
Lifehouse, 10 May  

 NSW Minister for Health, Parliament House, 11 May  

 NHMRC Clinical Trials Portal, 13 May 

 CINSW, 19 May – 6 monthly meeting  

 Cancer Australia:  Survivorship Consultation, 1 June 

 Cancer Council NSW, CIR Training, 3 June 

 ACSQHC:  Board meeting and Partnering with Consumers  

Submissions 

 NSWG Terminal Illness Cannabis Scheme (TICS)  

 MSAC: Support for two pathology items  

 French National Cancer Institute Survey:  Innovative 
cancer drugs (2) 

 NSW Health: Feedback on Draft Advanced Care Directive  

 The George Institute for Global Health, 31 March  

Conferences / Forums/ Events 

 Inspiring System Level Changes, 9 March 

 The George Institute for Global Health, 31 March  

 World Indigenous Cancer Conference, 12-14 April, 
Brisbane 

 Dean’s Reception, USyd, Health Reform Panel, 27 April  

 Patient Experience Symposium, 5 May, Sydney 

 Medicinal Cannabis Symposium, 14 May, Rosehill 

 Pain in Cancer, PMRI, RNSH, 26 May 

 Genesis Care, Co-design Forum, 8 June 

 
The George Institute for Global Health:   

Julie McCrossin, Sophie Scott (ABC), Sally Crossing 
(CVN) and Tony Lawson (Chair CHF) 

http://www.australiancancertrials.gov.au/
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Cancer Council NSW Update 

Cancer Council NSW’s website was recently relaunched, 
with an enhanced focus on the information, programs 
and services offered.  The Life after cancer treatment 
page provides information about the support available 
to people who have finished their treatment.  

http://www.cancercouncil.com.au/get-support/life-
after-cancer-treatment/ 

 

Webinars - Since 2014, CCNSW has been conducting 
webinars specifically for cancer survivors, as  online 
one-hour seminars for a computer or mobile device, 
either live or recorded.  The new webinars page 
features upcoming and past webinars.  
http://www.cancercouncil.com.au/get-
support/webinars/.  The next is Wellness after cancer 
treatment - “What is ‘wellness’ to me?” or “What does 
‘wellness’ mean to me?”, live on 21 June 2016 from 
7pm - 8pm (AEST).   

 

 

Feeling well is different for many people and when 
treatment for cancer finishes many new issues may 
come up.  Wellness is about how you feel physically, 
psychologically, socially, spiritually and economically, 
including meeting the expectations of family, 
community, place of worship, workplace etc.  

Resources for people affected by cancer:  New editions 
of several Understanding Cancer booklets have recently 
been released, including Talking to Kids about 
Cancer, Understanding Prostate Cancer, Understanding 
Bladder Cancer, Understanding Skin 
Cancer, Understanding Chronic Leukaemia and 
Understanding Radiotherapy. Available online at 
www.cancercouncil.com.au/publications, or by calling 
13 11 20 for a printed copy.  A number of 
Understanding Cancer titles are also available as 
eBooks, and can be downloaded to Kindles, iPads and 
other eReader devices. See list and download 
from www.cancercouncil.com.au/publications or 
via iTunes. 

 

Cancer Institute NSW Update  

International Patient Experience Week, 25-29 April 

Patient Experience Week was an important time for 
Cancer Institute NSW staff to reflect on what makes 
good patient experiences, and their contribution and 
opportunities for improving experiences and outcomes 
to cancer patients across NSW. To find out more about 
Patient Experience Week, visit: Beryl Institute & ACI  

 

Consumer Engagement Workshop for CI NSW staff: 

One of the strategies recognised as best practice to 
facilitate effective engagement with consumers is 
building the capacity of staff to support engagement. 
CINSW recently engaged Health Consumers NSW to 
conduct three training sessions for staff on Consumer 
Engagement – practice and principles. 35 staff attended 
these sessions which were also a great opportunity to 
promote the Consumer and Community Advisory Panel.  
We anticipate follow-up training for members of the 

Consumer Panel in the near future following further 
development of the project. 

(Ed note:  Cancer Voices has offered to assist with this due to 
our many years’ experience in this field, and in working with 
CINSW).  

 

HealthNav Update:  

The Cancer Institute NSW (CINSW) is developing a 
website which will be a central point to trusted cancer 
information to support patients and their families and 
empower them navigate the healthcare system and be 
actively involved in cancer care decision making.  The 
design and definition phase has involved extensive 
consultation with consumers from the CINSW 
Consumer and Community Advisory Panel, as well as 
with clinicians. A working prototype is under 
construction which will undergo further consumer 
testing before the website build commences late 2016. 

  

http://www.cancercouncil.com.au/get-support/life-after-cancer-treatment/
http://www.cancercouncil.com.au/get-support/life-after-cancer-treatment/
http://www.cancercouncil.com.au/get-support/webinars/
http://www.cancercouncil.com.au/get-support/webinars/
http://www.cancercouncil.com.au/publications
http://www.cancercouncil.com.au/publications
http://www.theberylinstitute.org/?page=PXWEEK
http://www.aci.health.nsw.gov.au/make-a-difference/use?utm_campaign=Get%20Involved&utm_medium=Email&utm_source=PEACE
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Cancer Voices Australia NEWS UPDATE             May 2016 

 

 

Consumers Included “seal of approval” launched! 

Cancer Voices is proud to announce that the 
Consumers Included concept is a reality.  Its 
aim is to encourage and acknowledge those 
conference and event hosts who do support 
consumer involvement. Consumers may be 
assisted to attend relevant events with 

registration &/or travel expenses and be actively involved in 
event presentations.  Already we have received seven EOIs, and 
one Application for logo use from a major cancer centre which 
meets the simple ‘Consumers Included’ criteria.  For the 
information you need contact info@consumersincluded.org.au.    

Thanks to all those who have encouraged us in this initiative – 
we look forward to seeing the Consumers Included distinctive 
logo on most cancer related events’ material.   

Election Issues for Australians affected by cancer:  Cancer 
Voices has contacted the major political parties, seeking their 
response to the five top priorities which resulted from the 
Australian Cancer Consumer Network (ACCN) Survey of late 
2015.  Political parties’ responses will be published on our 
website.  ACCN priorities are: 

 Getting better and quicker access to cancer treatments: 
Timing of approvals for new cancer drugs and their subsidies 
is slow and lacks transparency. The consumer voice is not 
sufficiently heard in processes.    

 Greater access to clinical trials with more trials available and 
more funding for trials here in Australia.  

 Cancer Nurse/ Care coordinators/Patient Navigators: Cancer 
centres need to be able to fund the appropriate number and 
cancer-type positions to underpin this role.  

 Access to drugs for less common cancers and improvements 
to access to off-label drugs for less common and rare 
cancers, where clinical trials may never happen, yet there is 
evidence of benefit.  

 More information about treatment outcomes: Treatment 
outcomes vary greatly across different centres. We need a 
national cancer data registry so that treatment and 
outcomes can be tracked and reviewed across treatment 
centres, information which should be publicly available for 
informed choices.  

Australian Cancer Statistics; Strategy for Big Data:  Consumers 
are keen for Australian cancer statistics to be collected and 
published in a timely and comprehensive fashion to inform 
decisions around effectiveness of treatments, variations in 

outcomes; also for planning health services and workforce 
based on emerging trends.   

This needs a collaborative ‘big picture’ MoonShot viewpoint 
about what cancer data is needed for meaningful interpretation 
eg by tumour type, stage at diagnosis, geographical and 
socioeconomic location, treatment etc.    

On the practical side we will investigate how agreement can be 
reached and implemented across the states. 

 Patient-reported outcomes in cancer studies:  Cancer Voices 
supports the European Medicines Agency’s new guidance on 
the use of patient-reported outcome measures (PROMs) in 
cancer studies.  It is an appendix to guidelines for the 
assessment of anticancer medicines.  
http://www.ema.europa.eu/docs/en_GB/document_library/Ot
her/2016/04/WC500205159.pdf 

It’s important that Australia recognises the value of PROs in 
research and in clinical care, and for funding bodies to 
recognise this substantial gap in evidence, research, policy and 
practice. 

Safety & Quality in Cancer Care:  Concern caused by recent 
chemotherapy dosing “incidents” in South Australia and NSW 
leads us to consider calling more urgently for development of 
Best Practice Clinical standards of Cancer Care.  While these 
have been available for radiation oncology (RANZCR 2011), and 
are largely followed informally, only Queensland has mandated 
them.  Consumers would feel more secure if some kind of 
standards were in place for medical oncology.  SA has also 
experienced serious issues in pathology results reporting.  We 
also support the move to develop biobank guidelines. 

Consumer Involvement in Research (CIR) - matching informed 
consumers to researchers’ requests: 

Cancer Voices CIR Evaluation study has surveyed 70 requesting 
researchers  and 80 CIR trained consumers about their learnings, 
experiences and recommendations arising from their 
engagement as working partners on cancer research projects.   
The project will report on institutions requesting consumer 
input as an essential grant criterion and those which have yet to 
do so.  Results will be reported to the Sydney Cancer 
Conference and COSA later in the year.   

Vale Bridget Whelan:  We are deeply saddened by the news of 
the death of Bridget Whelan on 11 May. 

A great consumer advocate and contributor and well as friend 
to Cancer Voices at both state and national levels. 

  

Cancer Voices is the independent, volunteer voice of Australians affected by cancer - since 2000 

 

mailto:info@consumersincluded.org.au
http://www.ema.europa.eu/docs/en_GB/document_library/Other/2016/04/WC500205159.pdf
http://www.ema.europa.eu/docs/en_GB/document_library/Other/2016/04/WC500205159.pdf


Newsletter No 63    June 2016                                       Published by Cancer Voices NSW Inc                                                  Page | 
11  

 

Letter to cancer conference and event organisers 
 

 
Introduction and invitation re: Consumers Included logo 
 

Cancer Voices has launched a new logo branding concept for Australia.   
We are calling it “Consumers Included” which pretty much says it all! 
 
Why include consumers?  The added value and benefit of including informed consumers in conferences, 
forums and other events, for the organiser, the attendees, representative consumers and their networks 
has been demonstrated and is now well accepted.    To promote and encourage this practice, a “seal of 
approval” logo has been developed, and is now available for use.   
 
As an organisation which may wish to seek the privilege of using the logo, we want you to be among the 
first to know about it – and of course to have the opportunity to apply for its use. 
Display of the distinctive Consumers Included logo shows your members, speakers and stakeholders that 
as a meeting, workshop, conference or event host, you are committed to engagement with consumers 
in a meaningful way.  Inclusion benefits the host organisation, its members and conference attendees as 
well as ensuring that networked consumers learn more about the latest research, information and 
thinking in their field of interest.  This will ultimately improve the quality of our Consumer Involvement 
in Research Program and other representational and advocacy activities. 
 
To apply to use the logo (for conference/ event websites and other promotional material) please 
contact us via info@consumersincluded.org.au.  We will provide you with a short application form, and 
outline the criteria for use of the logo.  There is no charge.  The logo is being Trademarked to protect its 
use.  We will regularly publish a list of those organisations using the logo on the Cancer Voices Australia 
website and advise the 30 strong Australian Cancer Consumer Network group of uptake.   
 
While this is an initiative of Cancer Voices Australia for cancer related conference hosts, our future plans 
are to extend it for more general health related use.  We have already received several expressions of 
interest to do so.   However, we think a pilot program for cancer, showing how together we can lead the 
way in another “first” for Australia, is the way to begin in 2016.    
 
Please contact us via the info@consumersincluded.org.au for the application form and/or any questions. 
 
Yours sincerely  
 

 
Sally Crossing AM 
Convenor         26 April 2016 
 
 

CONSUMERS INCLUDED (TM applied for) 

PO Box 5016, Greenwich  NSW  2065     E:  info@consumersincluded.org.au;  T:  02 9436 1755 

mailto:info@consumersincluded.org.au
mailto:info@consumersincluded.org.au
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DUBBO wins promise for an integrated cancer centre - $25m 

27 May 2916:  The federal Member for Parkes, Mark Coulton MP, has secured a $25m Coalition 
election commitment for an integrated cancer centre – meaning all cancer treatment on site – 
located at Dubbo Hospital.   
 
Cancer Voices NSW congratulates those local consumers and clinicians who have campaigned so 
long for this facility. With radiotherapy services underpinning the centre, cancer patients will no 
longer have to travel long distances for their treatment.  The local State Member for Dubbo and 
Deputy Premier, Troy Grant MP, also welcomed the announcement and said “The NSW 
Government commits to doing our part to make a cancer centre for Dubbo a reality”.  
 

_____________________________________________________________________________ 

 

CVN members may be interested in this research study.  Its development has had consumer input. 

Side effects of chemotherapy on the lives of Australian cancer survivors. 

Researchers at UNSW Australia are seeking volunteers who have received neurotoxic chemotherapy (i.e. 
chemotherapy that can cause damage to the nerves) as a treatment for cancer, to complete an online 
survey. Through this survey, we hope to better understand the impact of side effects of chemotherapy 
on the lives of Australian cancer survivors. 

 
Some kinds of neurotoxic chemo include: 
Oxaliplatin (Eloxatin, Oxalatin, Oxaliccord, Xalox, FOLFOX, XELOX), Cisplatin (cisplatinum, Platinol), Carboplatin 
(Carbaccord), Paclitaxel (Taxol, Anzatax, Plaxel, Abraxane), Docetaxel (Taxotere, Dotax, 
Oncotaxel),  Cabazitaxel (Jevtana), Vincristine, Vinblastine,  Vinorelbine (Navelbine),  Vinflunine 
(Javlor),  Vindesine (Eldisine),  Thalidomide (Thalomid),  Bortezomib (Velcade),  Ixabepilone, Lenalidomide 
(Revlimid), Pomalidomide (Pomalyst) and  Eribulin (Halaven). If you are uncertain of the name of the 
chemotherapy you received, you are still welcome to take part in the survey. 

 

The survey is anonymous, and takes around 30 minutes to complete. 
If you would like to participate in the study please go to the following 
website:  http://www.infocusstudy.org.au/survey 
Or for more information please email: in_focus@unsw.edu.au 
 

 

Call for federal funding of specialist cancer nurses / cancer nurse coordinators 

Cancer Voices Australia, with the assistance of Brain Tumour Association of Australia, has written to the Hon 
Sussan Ley MP, federal Minister for Health, asking that the Coalition consider funding cancer nurse positions 
beyond those currently supported for breast and prostate cancers.   A copy of this letter was aslo sent to the 
Shadow Minister for Health. 
 
 

 

 

 

 

 

 

 

http://www.infocusstudy.org.au/
mailto:in_focus@unsw.edu.au


Newsletter No 63    June 2016                                       Published by Cancer Voices NSW Inc                                                  Page | 
13  

 

 

 

 

 

 

 

 

 

 

 

 

 


