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Health Consumers NSW (HCNSW) is the peak health consumer organisation providing the
independent voice of health consumers in shaping policy and services in our state.
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We have had some changes to our staff since our last
Update!.
Karen Filocamo has stepped down as our Interim Executive
Director. Thank you for helping us through this time of
transition and for all your great work Karen. Luckily, she will still be around as our
Training Officer.
We have been fortunate to be able to appoint Dr Anthony Brown as our Executive
Director and this is working out very well. Anthony is experienced in consumer
and health issues. We have also appointed Julia Brockhausen as our
Communication Officer. They are both highly skilled people with experience in
health matters. We are indeed fortunate to attract such people to our staff and at
our AGM to be held on 28 November our members and friends will learn of our
successes and our future plans.
Moving into the future, we are also moving our office location. Please see inside
for details.
We have been working on many consumer health issues and we are being invited
to speak for consumers on many committees and to attend many conferences to
represent health consumers.
Last week, The Agency for Clinical Innovation (ACI) held a Chronic Care Network
Workshop: Determined to Make it Better: Closing in on the Social Determinants of
Health. The importance of recognising and valuing the social life of people with
chronic care needs and the needs of those caring for people with chronic diseases
were discussed. The ACI has set up a Chronic Disease Management Program.
Membership is open, contact Sarah Barter, Project Officer Chronic Care, ACI on
(02) 9464 4684 or email: sarahbarter@aci.health.nsw.gov.au.
Health Consumers NSW has produced two reports on consumers’ comments and
ideas on chronic disease care.
A reminder of two sayings that help: ‘Nothing about us without us’ and ‘Do it with
us, not for us or to us’. Applies to organisations and
individual health consumers.
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I look forward to seeing you at our AGM.
Betty Johnson AO, Chair

Health Consumers NSW is registered as a charity with the Australian
Charities and Not-for-profits Commission ABN 70796686003.
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HCNSW News
New Executive Director and Communication Officer
We have been very fortunate to welcome our newly appointed Executive Director, Anthony Brown, to his new
role and a new staff member, Communication Officer Julia Brockhausen, to the team.
Anthony has taken over the Executive Director position from Karen Filocamo after having worked as our
Consumer Engagement and Policy Manager. Julia has joined the team recently. Karen stays on board in a parttime capacity to manage our HCNSW Health Consumer Training Program as our Training Officer (see page 3).
Dr Anthony Brown has been working as our full-time Executive Director since April this year.
He is passionate about consumer and carer engagement and was a member of the Steering
Committee which helped establish HCNSW in 2012. He has worked for the Men’s Health
Information and Resource Centre at the University of Western Sydney and the Council for the
Aging before joining us. His vision for HCNSW is to make sure that health providers really listen
to and show respect to health consumers, their families and carers. You can reach Anthony at
abrown@hcnsw.org.au.
Julia Brockhausen has joined HCNSW in October as our Communication Officer. With more
than 10 years public relation and communication experience, Julia has worked for the NSW
Department of Family and Community Services as well as universities and communication
agencies. She is passionate about helping consumers, patients and carers to have a voice. Julia
works three days a week, Wednesday to Friday. Contact her for any media and communication
related enquiries at jbrockhausen@hcnsw.org.au.

Move to the city
We are moving to the city. From November this year, our office will be located at the
Sydney Mechanic’s School of Arts (SMSA) in Pitt Street. The new location is close to
Town Hall and Museum train stations and will be easier to reach for everyone.
With a more convenient location, we are hoping to see more of you more often and
be more accessible to our members and the public.
The building also houses Australia’s longest-running lending library and there are
always free public events and author talks. Just another reason to come and visit.
New contact details
Physical address:
Post:
Phone:

280 Pitt Street, Sydney
Suite 3/Level 8, 280 Pitt Street, Sydney NSW 2000
02 9986 1082

Honorary Doctorate for HCNSW founding member Sally Crossing
HCNSW congratulates Sally Crossing AM. Sally has been awarded an Honorary Doctorate by the University of
Sydney: “for extraordinary leadership and contributions to supporting those with cancer from diagnosis,
through treatment, care support and survivorship, in both advocacy and research”. Sally said, “this most
welcome recognition also honours the value of our mutual cause – cancer consumer advocacy”.
Sally has also recently been a winner of the Australian Financial Review/ Westpac’s 100 Women of Influence
Awards announced on 1 October. Congratulations Sally!

“Consumers shaping quality health and health services in NSW”
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HCNSW Training
Our HCNSW Health Consumer Training Program is up and running following its recent successful pilot. Both
government and non-government health sectors have shown substantial interest in the program with some
more trainings planned until the end of this year.
The program runs over two days and is led by two experienced leaders, Alex Carbonetti and Karen Filocamo. Alex
has significant training experience in the NGO sector and Karen is a former CEO of Arthritis and Osteoporosis
NSW and a previous health service Consumer & Community Participation Manager.
The areas covered by the program include:














understanding the NSW health system
what it means to be a consumer advocate
how health professionals and consumers can work together
conflict resolution
sources of power
networking skills
communication skills
negotiation skills
understanding and analysing health policies and initiatives
how to be an effective consumer advocate
meeting procedures
how to recognise stress
self care skills.

The program is interactive with time for discussions and information sharing amongst participants. If you would
like to learn more or make a booking contact the HCNSW office on (02) 9986 1082 or info@hcnsw.org.au.

ACI Chronic Care Network workshop: opportunity for exchange
HCNSW’s Serena Joyner and Anthony Brown, together with Management Committee members Betty Johnson
and Paul Caleo, recently attended the NSW Agency for Clinical Innovation (ACI’s) Chronic Care Network
Workshop in Parramatta.
The lowest 20 per cent of income earners suffer twice the amount of chronic illness than the highest 20 per cent
and the workshop focused on the impact of social factors on chronic illness and good health and the positive
steps we can take to address some of the inequity.
Serena was one of the 17 presenters during a Knowledge Café session and she spoke about ‘How can we do
consumer engagement safely with disadvantaged communities?’. “We need to be careful that we don’t
perpetuate health inequalities through the way we engage with disadvantaged communities” she said.
“Research shows that vulnerable groups often have little opportunity for input.”
Our Chronic Disease Consumer Network (CDCN) consultations, and the report Chronic Disease Consumers Issues
Report (2014) we published earlier this year, identified the same . “Health Consumers were most concerned
about the difficulties they experienced in being able to access and afford suitable health care,” Anthony said.
“This is especially for people from marginalised groups.”
The HCNSW Chronic Disease Consumer Network (CDCN) was established in March 2012 to provide the unique
and independent consumer perspective about generic issues across the spectrum of chronic diseases. It provides
an opportunity for our members with a major interest in chronic disease to network and to raise, debate and
promote generic health issues.
Resources:
HCNSW ACI Chronic Care Network poster (please write to info@hcnsw.org.au to request a soft copy)
HCNSW Chronic Disease Consumers Issues Report (2014)
Update! October 2014
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HCNSW Consumer Networks
HCNSW has reconvened our Chronic Disease Consumer Network and the Palliative Care Consumer Network. A
planning meeting was held for each network in September.
Each of these networks will meet again in 2015 and each will help coordinate consultations with HCNSW
members and other health consumers around the needs of concerns of people with chronic conditions and
palliative care.
If you are interested in becoming involved with either (or both) of these networks, please contact Anthony at
abrown@hcnsw.org.au.

“...add compassion to your fight…”
“Creating better partnerships for our community” - that was the motto of Sydney’s South Western Local Health
District’s Consumer and Community Participation Unit’s annual conference in October. With about 100
conference participants, Dr Tere Dawson from Victoria’s Health Issues Centre ran most of the program,
addressing topics like the ladder of participation, issues of representation for community representatives and
health literacy and ethics.
HCNSW’s Management Committee member Mary Potter delivered the Bill Little Key
Note Address: The Power of One. She said that being a lonely consumer
representative can be “dark” and “difficult” but it is all worthwhile when you see
justice done.
Mary described important traits to help you in your advocacy work. These traits come
with time and can’t be formally taught. They include: wisdom, not discounting the
small and non-clinical issues and perseverance. But most importantly: add
compassion to your fight…. It will affect how we react and interact with bureaucrats
and clinicians. In the end, it’s all about treating people with dignity and leaving ‘wiggle
room’.
The successful day provided a great opportunity to mingle and learn about how to strengthen consumer
representation and advocacy work.
Some resources Tere mentioned:
Healthdirect

Mydr

Health Issues Centre jargon buster

Health in a time of change
In August, HCNSW’s Betty Johnson, Mary Potter and Anthony Brown attended
the Consumers Health Forum’s (CHF’s) ‘Health in a time of change’ workshop.
CHF joined with consumer representatives and advocates from around the
country to discuss the changing state of the Australian health care system.
A wide range of speakers including Stephen Duckett, Michael Moore, Sue
Dunlevy and Melissa Sweet spoke on topics including ‘Consumer and
community representation in a time of change’ and ‘7 ideas to replace the $7’.
A Special Report summary of the two day workshop is now available. You can check it out, along with a number
of presentations, videos and other information from the workshop, at http://bit.ly/1sCanVh.
Resources:
Special Report summary
Website
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Consumers out and about
We continue to receive many requests for consumers to participate in a range of activities such as forums and
workshops, national and local consultations, committees and Medicare Local boards. As a member of HCNSW
you can participate in various activities, so let us know your specific area of interest.
We are also getting asked for consumer speakers, so if you have experience or are interested in public speaking
please also let us know.
You can contact us at info@hcnsw.org.au.
Recent Consultations Workshops:



eHealth Consumer Records



National LGBTI Ageing Roundtable—LGBTI Health Alliance



GP NSW consultations for new primary health organisation

Launches and Campaigns:



NSW Cancer Council, Saving Life Campaign launch



Launch of Stroke Awareness Week, Parliament House Sydney



Launch of Western Sydney LHD, Community and Consumer Engagement Framework



Economics of Ageing Seminar—HCNSW members provided the consumer panel

Committee Representations



Planning and Innovation Fund Selection Committee, NSW Ministry of Health



End of Life Implementation Committee, NSW Ministry of Health

Member news and advocacy
Sufferers of rare cancers sought for landmark study
Sufferers of rare cancers are being sought for the largest ever Australian study into possible causes of the
disease.
The Cancer Council said it hoped to survey 15,000 people across the country for the Forgotten Cancers Project.
Research Coordinator Dr Fiona Bruinsma said the survey would examine patients' family history, diet, sun
exposure and other lifestyle factors to find any common links.
"There's been traditionally a lot of work done on the common cancers - breast, bowel, prostate, melanoma and
lung cancers - but there's been much less work and much less is known about the less-common cancers, and
they make up 40 per cent of diagnoses," she said. "But they contribute more than 54 per cent of cancer death."
Watch the YouTube video

CAG turns 20
To mark the 20 year anniversary of NSW Consumer Advisory Group – Mental Health Inc., CAG are having a
cocktail party. The party is at the NSW Mint on Wednesday 3 December from 6.30-9pm.
All proceeds will go towards assisting NSW CAG in its work to further enhance consumer participation. Tickets
will go on sale at 10am Monday 27th October.
For more information, contact Lawrence on lmuskitta@nswcag.org.au.
Buy tickets
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Primary Health Network boundaries announced
In mid October, Federal Minister for Health Peter Dutton announced the boundaries for 30 Primary Health
Networks (PHNs) across Australia.
In NSW, nine PHNs will replace the current 17 Medicare Locals. According to the federal government, general
practice will be at the centre of the model and there will also be consumer-led community advisory
committees.
The PHNs will replace the nation’s 61 Medicare Locals from July 2015.
More information:

NSW boundaries map
Federal government information

Parliamentary Inquiries: How to have your say and maximise your influence
Do you work for a non-government organisation and want to know more about Parliamentary Inquiries, so that
you can take part and influence policy? Do you want to build your skills in writing submissions or appearing as a
witness? NCOSS and the NSW Legislative Council are jointly running a free workshop on Parliamentary Inquiries:
How to Have your Say and Maximise your Influence.
When: 8.45am-12.45am, Wednesday 12 November 2014
Where: Macquarie Room, NSW Parliament House, Macquarie Street, Sydney
RSVP: by 4 November 2014 to wendy@ncoss.org.au
Flyer
Venue details & location

Pharmaceutical industry reputation study
For the 4th year, PatientView is asking health campaigners across the world to help compile
the annual CORPORATE REPUTATION INDEX OF PHARMA. The Index is taken seriously by the
pharma industry as part of its efforts to become more patient-friendly. The results of this
2014 survey will show you how your colleagues rate the world’s various pharmaceutical
companies in 2014 (whether good or bad).
The survey is open to any health advocacy organisation worldwide. It has 10 questions, and will take no more than
10-15 minutes to complete. The survey is anonymous, unless you prefer to specify otherwise.
The closing date is Friday 2 January 2015. To enter the survey, please click on the following:
Study on the corporate reputation of pharma in 2014

Print me!
Please print out this newsletter and display it in your offices so that your
colleagues, visitors, members and friends have a chance to read up on consumer
engagement in NSW. Thank you.

Contact us:
Tel: 02 9986 1082
Suite 3/Level 8, 280 Pitt Street
Sydney NSW 2000
info@hcnsw.org.au
www.hcnsw.org.au
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