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ACKNOWLEDGEMENT  
OF TRADITIONAL 
OWNERS
The Board and staff of Health Consumers NSW (HCNSW) acknowledge the 
Australian Aboriginal and Torres Strait Islander peoples of this nation. 

We acknowledge the traditional custodians of the lands on which our 
organisation is located and where we conduct our business - the Gadigal 
people of the Eora Nation. 

We pay our respects to ancestors and Elders, past, present and future for 
they hold the memories, traditions, culture and hopes of Aboriginal and 
Torres Strait Islander Australia.

We also acknowledge that we have much to learn from the wisdom of 
Aboriginal cultural practices and beliefs around health. Especially in the 
importance of engaging the community to reach consensus, rather than rely 
on ‘top-down’ decision making.
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MESSAGE FROM THE 
DEPUTY CHAIR 
Patricia Le Lievre AM
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We had an 
eventful year. 

We experienced 
deep regret 

with the passing of 
Sally Crossing AO in December 2016, who was 
one of our founders. Sally was a passionate 
and very successful advocate of the health 
consumer representative movement, especially 
in the cancer space. She will be dearly missed. 

We also farewelled Betty Johnson AM as an 
active member and Chair of our Board. Sadly, 
Betty had to stand down due to poor health. 
Betty is another of our proud founding members, 
and her drive, dedication and immeasurable 
hours of voluntary work to better health 
consumer engagement in NSW have changed 
how things are done. We remain in contact 
with her to source her advice and mentoring.

The HCNSW Board wishes to acknowledge the 
work of these two, remarkable people who had 
the vision to create Health Consumer NSW in 
2010. Today, their endeavours reach far and wide.

It has been my pleasure to act as Chair for 
most of the 2016/17 financial year. My heritage 
is six generations on the land, 160 kilometres 
down the mighty Darling River from Bourke. 
As such, the opportunity to take our training 
programs for health consumers to rural, remote 
and isolated communities has been high on my 
agenda. Rural health needs and experiences 
need a forum and our training programs give 
people the courage, opportunity and know-
how to have their community voice heard.

How fortunate the HCNSW Board is, having the 
calibre of staff that we do. Each one of them 
have different talents and the environment 
they create in their workplace is a pleasure 
to walk into and be associated with.

I would also like to express the Board’s gratitude 
and thanks to Anthony, our Executive Director. 
Anthony’s leadership, knowledge and patience 
has been unfailing throughout the year. 

Finally, thank you to the Board members 
I share the Health Consumers’ table with. 
Their knowledge and personal consumer 
experiences make our organisation a fountain 
of knowledge and wise council. Thank you 
for the privilege of being your Chair.

Good health and journey safely.

Patricia Le Lievre AM
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EXECUTIVE
DIRECTOR’S REPORT
Dr Anthony Brown

This has been a 
year of growth 

and development 
for us. We are building 

connections with more 
and different groups of people who use health 
services in NSW. As well as creating exciting new 
partnerships as take the message of consumer 
engagement to new places in the health system. 

We are talking to people with disabilities and 
their peak organisations about the impact of the 
National Disability Insurance Scheme (NDIS) has 
on people’s experience and use of health services. 

I’m also proud of the fact that we reached 
more people in rural and regional NSW with 
our training this year than we have in any 
previous year. A trend we expect to continue.

We’ve also started to advocate more for consumer 
co-design of health and medical research. 
More universities and research institutions have 
contacted us to request assistance in recruiting 
consumers to co-design research with.

We partnered with Dr Janelle Bowden 
from Research4Me to hold a workshop 
with consumers who have been involved 
in various research initiatives. We are also 
working with people to develop guidelines 
around what consumers consider to be 
important when participating in research.

Our membership continues to grow. 
Individual membership has almost doubled. 
This, to me, is the best measure of success, 
as it shows that more people want to join 
us and be part of what we are doing.

Another exciting project will be starting next 
year. ‘Intersections’, is a partnership with South 
Eastern Sydney Local Health District, that is 
exploring the intersectional needs of people 
who are members of more than group that 
has not been well serviced by the healthcare 
systems. This project will lead to more person-
centred responses for people with intersectional 
needs. It is early days and watch this space!

I’m very grateful to all our Board members for 
their hard work throughout the year. Especially 
Patricia Le Lievre who has been Acting Chair 
since October 2016. Patricia took over from 
Betty Johnson who had to stand down due to 
poor health. Betty remains a valued mentor and 
we all continue to learn and be inspired by her 
experience and leadership. Thank you, Betty.

Thank you also to all of our staff, volunteers and 
students who have contributed to our achievements 
throughout the year. And finally, thanks to all of 
our members. I continue to be inspired by you and 
your dedication to improving healthcare in NSW.

Dr Anthony Brown
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Our Board consists of a group of delegates who are nominated by our voting member 
organisations. Board members represent HCNSW at various state-level committees and 
working groups and help set our agenda. They bring a lot of experience in a wide variety of 
different health issues and help to provide a balanced consumer perspective.

MEET OUR BOARD

Betty Johnson AO
CHAIR

During HCNSW’s beginning, Betty was Co-Chair and she has been our Chair from May 2012 
until October 2016. Betty is passionate about health consumer representation and was 
appointed an Officer of the General Division of the Order of Australia (AO) for consumer 
representation and advocacy on aged care and related health care. The HCNSW board 
misses Betty’s insightful leadership and stays in contact with her for advice and guidance.

John Garbutt 
SECRETARY

John is a stroke survivor and is President of the Stroke Recovery Association NSW. John 
has held many senior management positions including Deputy Chairperson of the NSW 
Sporting Injuries Committee and Principal Policy Officer in the Premier’s Department. John 
is a volunteer patient for medical students at the University of Notre Dame and the School 
of Physiotherapy at Newcastle University.

Dr John Leyden AM
TREASURER

John is active in providing support for consumers suffering from rare tumours and their 
carers. John is the founding chair of The Unicorn Foundation and the World Neuroendocrine 
Tumour Cancer Awareness Alliance and is a consumer representative on a range of 
committees and networks at both national and state level. In June 2017, he was awarded a 
Member of the Order of Australia (AM) for his work with neuroendocrine cancer patients and 
health consumers.

Patricia Le Lievre AM
ACTING CHAIR

Since October 2016, Patricia has been chairing the HCNSW Board as Deputy. She brings 
a wealth of experience, having held a range of key consumer roles including Deputy Chair 
of Health Consumers Australia and is currently a committee member for various state and 
national consumer committees. Pat’s background and heritage is six generations in the Louth 
area in Far Western NSW and her passion is for rural, remote and isolated people to  
be heard.
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Lucille Bloch
Lucille is a Director on the Board of Alzheimer’s Australia NSW. Lucille has many years’ 
experience with supporting people with dementia and as a consumer representative and 
volunteer. Lucille is passionate about palliative care and end of life services and is particularly 
interested in the issues surrounding Advanced Care Planning.

Mary Potter
Mary is an experienced consumer representative at state, national and local levels and 
draws on her experience both as a consumer and carer, her professional background as a 
microbiologist, as well as her previous roles at the Division of General Practice. Whilst her 
interests span all areas of health, she has a particular interest in continuity of care, consumer 
involvement in health research and the future of eHealth systems in Australia.

Paul Caleo
Paul is a Director of Positive Life NSW. Paul is passionate about being part of the peer-led 
response in confronting stigma and discrimination experienced by people living with HIV. He 
is interested in health informatics and policy development and the enhanced involvement of 
consumers in the delivery and evaluation of quality and equitable health care services.

Annette Bray
Annette is the Chair of the Older Women’s Network NSW. She is a trained nurse and has 
worked in aged care. She is currently involved in pastoral care in a number of aged care 
facilities and sits on local committees. Annette’s experience in health care contributes greatly 
to the Board.

John Stubbs
Fifteen years ago, John was diagnosed with Chronic Myeloid Leukaemia and has since 
been a committed and passionate advocate. He regularly speaks at medical conferences 
and seminars on cancer policy, advocacy and clinical trials. He is also voluntary CEO of 
CanSpeak. In 2011, he received a Recognition Award from the Department of Health for – 
“long standing commitment to advancing the quality of radiation oncology services in this 
country”

James Bartlett
James is a passionate mental health advocate who has been involved in different health 
projects and activities for the last five years. James regularly speaks at parliamentary and 
private events regarding mental health and health policy and is currently a Carer Consultant 
for Hunter New England LHD. He is passionate about consumer involvement in healthcare.
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MEET OUR STAFF AND 
VOLUNTEERS

The core Health Consumer NSW team consists of; L to R: Jenn Kidd, Administration and Memberships 
Coordinator, Serena Joyner, Consumer Engagement Manager, Julia Brockhausen, Communication Officer, 
Karen Filocamo, Special Projects and Training Officer, Dr Anthony Brown, Executive Director, Not pictured: 
Irene Valis, Communication Officer (maternity replacement) from September 2015 to October 2016.

Volunteers

ABIOLA AWONUSI

HCNSW Volunteer  
(member survey)

KIT SPEAKMAN 
Social Work Student Placement, 
Western Sydney University 
(NDIS research project)

Trainers

ALEX CARBONETTI 
Freelance Training Consultant
(consumer representative training)

DR TERE DAWSON 
Manager Training and 
Development at the Health 
Issues Centre, Victoria 
(Graduate Certificate in Consumer 
and Community Engagement)

JACK NUNN 
Research Assistant and PhD 
Candidate, LaTrobe University, 
Melbourne 
(commissioning workshops)
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Health Consumers NSW (HCNSW) is the peak organisation 
and advocacy body for patients in NSW. We are a not-
for-profit organisation and a registered health promotion 
charity and we believe in improving health outcomes for 
people in NSW.

Our mission is to empower health consumers, whether they 
are individuals or part of a consumer group or organisation, 
to lead and drive better health outcomes for themselves 
and their communities.

We achieve this through our NSW-wide health 
consumer network, training and mentoring of 
health consumers and health organisations, 
placing consumer representatives with health 
organisations, consultations, submissions and 
seats on key government and health services 
committees.

OUR ORGANISATION: 
WHO WE ARE

“Success for me is 
seeing a meeting of 

clinicians and managers 
then debate a perspective 
they had not anticipated.”

Adam Johnston,  
Consumer Representative

You can find 
out more about  

our story at  
hcnsw.org.au
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HIGHLIGHTS 
OF THE 
 YEAR

2017 PATIENT  
EXPERIENCE SYMPOSIUM
We were official partner at the 2017 
Patient Experience Symposium in May. 
We contributed to the successful event by 
running a story-telling workshop, filming 
participating health consumers and creating 
a video and running the consumer corner and 
HCNSW stall.

DISTRICT CONSUMER  
AND COMMUNITY COUNCIL –  
SOUTH EASTERN SYDNEY LHD 
Since July 2016, we have partnered with South Eastern 
Sydney Local Health District (SESLHD) in a project 
to co-design their District Consumer and Community 
Council. Working together as a team, five local 
consumers, two HCNSW staff and four SESLHD staff 
have developed the Council’s purpose, makeup and 
method of operating. The Council will be established 
and trained through the second half of 2017.

SOUTH WESTERN SYDNEY 
LOCAL HEALTH 
DISTRICT CONSUMER 
PARTICIPATION 
FRAMEWORK
We attended the launch 
of South Western Sydney 
Local Health District’s 
(SWSLHD) Consumers 
Participation Framework in 
July. This is SWSLHD’s 5th 
framework and represents 
nearly 20 years’ worth of 
work by consumers and 
engagement staff in SWSLHD.

“I was a member of 
the interim committee, 

and over the years we have 
worked together, providing 

mutual support, expertise and 
guidance when needed in the ever 

challenging and evolving  
world of health.”

Lynda Johnston,  
Manager Consumer and 

Community Participation
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CUSTOM WORKSHOPS
We held several custom workshops for health services to meet 
specific needs around consumer and community engagement. 

Example 1: Custom workshop for NSW Health Care Complaints 
Commission senior staff, representatives of consumer 
organisations, and complaints officers to explore and discuss 
strengthening consumer engagement (October 2016).

Example 2: Custom workshop for members of the four Calvary 
Public Hospital Community Advisory Councils. Based on the 
HCNSW/WentWest model of Consumer and Community 
Engagement, the Councils identified their priorities and 
developed action plans around consumer and community 
engagement. (May 2017).

INFLUENCING  
COMMISSIONING 
WORKSHOPS 
For consumers who wanted to know how 
commissioning decisions are made, our two 
‘Influencing Commissioning’ workshops in 
June this year delivered the goods. Researcher 
Jack Nunn took participants on a journey of 
discovering how commissioning decisions come 
to be and how communities can influence and 
shape them. Thanks to our co-hosts the Local 
Community Services Organisation and Central 
and Eastern Sydney Primary Health Network.

CO-DESIGNING RESEARCH
2016/17 was also a good year for 
health consumers in research. 

Following our first Consumers in Research 
consultation in October 2016, we published a 

report together with for-purpose company 
Research4Me, about involving health 

consumers in health and medical 
research in February 2017. 

This was followed by another 
consultation in March 2017 and the 
set-up of our active ‘Consumers 
in Research’ Facebook group.

Together with the Centre for Health 
Systems and Safety Research 

(Macquarie University), we have also 
worked on improving information for 

patients and clinicians about test results 
in hospitals. We invited consumers in 

2016 to join us and help plan the project.

“I was very 
impressed by 

Health Consumers NSW 
engagement in the planning 
of this workshop and their 

commitment to working with us 
on tailoring a program to meet the 
individual and collective needs of 

each of our Councils.” 

Karen Edwards, Chief Executive 
Officer, Calvary Public 
Hospital Bruce, ACT

MACQUARIE UNIVERSITY 
RESEARCH SYMPOSIUM 
We collaborated with the Australian Institute 
of Health Innovation (Macquarie University) to 
support and advise on their Consumer Research 
Symposium held 17 March 2017: Consumers and 
Researchers Partnering for the Future.



12

Health consumer 
representative training

Over the last year, we provided consumer training 
programs for consumers engaged with Local Health 
Districts in rural and regional locations. We want to 
support health consumer representatives in these areas 
with access to the support and information they need to 
successfully carry out their roles. These locations were:

• Ballina 
• Tweed Heads
• Muswellbrook
• Broken Hill
• Port Macquarie
• Coffs Harbour
• Grafton

TRAINING AND 
EDUCATION

Some of the 
organisations we ran 
this program for were:

• South Western Sydney Local 
Health District (Parramatta)

• South Western Sydney 
Primary Health Network 
(Campbelltown)

• The Sydney Adventist Hospital 
(Wahroonga) 

• Arthritis Australia (City)
• The Cancer Institute NSW 

(Redfern)
• Health Consumers NSW 

 (city – 2 programs)

Staff training, 
workshops, courses

We reached an additional

175 PEOPLE
through our health services staff sessions, 

workshops and seminars, bringing the  
total number of people trained  

in 2016/17 to 

421
In total, we have run 

health consumer 
training programs 
this year19

We empowered  

 

to become more active in 
influencing their health  
service delivery.

health 
consumers246
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How people benefit from our training?
Every six months, we follow up consumers to see what changes have occurred as a result of attending 
one of our training programs. Our most recent outcome evaluation showing:

What people say about our training?

“I have more 
confidence 

as a consumer 
representative and 

I have a clearer idea 
of the role and 

responsibility of a 
health consumer 
representative.”

“The training 
enabled me to be 

more effective in my 
consumer representative 

role and improved 
understanding of the 
role’s responsibilities”.

“I realised 
that lived 

experience has 
changed services 

in health 
delivery”.

 
“Very 

relevant 
information and 
the scope of our 
role was clearly 

explained.”

of consumers said the 
training gave them 
the confidence to 
seek changes and 

improvements to the 
functioning of their 

committee.

62.5% 

of consumers 
have applied the 

knowledge gained 
from the training.

62.5% 

of consumers agreed 
there have been long 
term benefits from 
their participation in 
a training program.

75% 

of consumers said they 
were more effective 

in their consumer 
representative role 

and had an improved 
understanding of the 
role’s responsibilities.

75% 
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AWARENESS 
AND ADVOCACY

50% 450 31
Growth in our 

consumer 
representative 

network

The number of 
people reached 
through training, 
workshops and 

events

Roles for 
consumers 

advertised and 
helped to fill

Supporting and nurturing 
the development of 
consumers on our network 
is crucial to the ongoing 
effectiveness of consumer 
partnerships.
We provide on-going 
support to new, emerging 
and experienced consumer 
representatives/advocates. 
Consumer representatives 
can call us for advice 
or support at any time. 
Consumers also access up-
to-date and relevant news 
and views in our monthly 
e-News and regular 
updates on our website.

Our training and 
education programs assist 
health consumers and 
health staff to increase 
their confidence and 
effectiveness to implement 
health consumer 
engagement in any setting.
Consumers are empowered 
to recognise the immense 
value they bring to health 
services. Health services 
receive assistance to meet 
their obligations under 
Standard 2 of the National 
Standards for Safety & 
Quality in Healthcare.

We have helped health 
services and organisations 
find articulate, strong 
consumers to provide 
a powerful consumer 
perspective in health 
decision-making. They 
remind health policy 
and decision-makers 
that health policy and 
healthcare delivery 
must focus on consumer 
experience and consumer 
health outcomes.
Sourcing and recruiting 
health consumers for NSW 
Health, health service 
organisations, universities 
and other requesting 
organisations is one of our 
main roles. 
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Consultations and submissions

Health Consumers NSW in the 
media and digital space

OUR WEBSITE

The HCNSW website received many visits and 
positive feedback in the 2016/2017 period. We 
recorded 10,405 total users, 71% of these were new 
visitors. This compares to 6,588 total 
visitors in the 2015/16 period, an increase 
of 58% in visitors to our website this 
financial year. 

Social media
Our biggest and most engaged social media audience is on 
Twitter with our reach and engagement on Facebook and 
LinkedIn slowly but surely growing.

In the last year, we organised, or were part of, six consultations and one submission. 

Example: We took part in the nation-wide Senate Inquiry into Transvaginal Mesh Implants 
by recruiting women injured by transvaginal mesh (TVM) to be part of a NSW consultation. 
HCNSW continues to work with these women, NSW Health and other consumer peaks. We 
were also part of the joint submission to the Senate Inquiry.

The 2016/2017 period saw HCNSW reach a 
number of targeted and non-targeted audiences 
through our newsletters, media, our website and 
social media. 

NEWSLETTERS AND ALERTS

The subscriptions to our e-newsletters and alerts 
have grown from around 600 in July 2016 to almost 
800. That’s a growth of 33 percent. With 10 newsletters 
per year and an average of one alert per month, that’s around 
15,000 opportunities of reaching people interested in health 
consumer involvement, co-designing and patient leadership in 
NSW in the last year. 

We promote health consumer involvement opportunities such 
as (volunteer) positions, surveys, submission chances as well as 
interesting news, resources and events.

“Always a  
great read!” 
South Western Sydney LHD 
Consumer and Community 

Participation Facebook group

71% 

1 July 2016: 988 followers
30 June 2017: 1,301 followers

+32%
TWITTER

1 July 2016: 160 page likes
30 June 2017: 249 page likes

+56%
FACEBOOK

1 July 2016: 65 followers 
20 June 2017: 102 followers

+57%
LINKEDIN

Our most popular Facebook post 
FY 2016/17

NEW  
VISITORS
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Our individual membership base continues to grow in both numbers, and 
diversity. In the last year, individual membership has almost doubled. 
associate membership and voting membership remains steady.

OUR MEMBERS

Membership explainer
Individual member: Any individual in NSW who identifies as a health 
consumer and has an interest in health consumer engagement, 
co-design and patient advocacy.

Associate member: Any health-related organisation in NSW or 
Australia who is interested in health consumer engagement, 
co-design and working with consumers.

Voting member: Any organisation in NSW that is run by, and 
exists for patients, their families and carers (Health consumer 
organisations).

MEMBERSHIP
At 20 June 2017, we have:

We wish to 
give a very warm 

welcome to all new 
members. We also 

extend a heartfelt thank 
you to all our existing 

members for your 
ongoing participation 

and support!

392 
Individual 
members

46 
Voting 

membership 
organisations

58 
Associate 

membership 
organisations
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1. HOW DID YOU 
FIRST COME TO 
BE INVOLVED 

IN CONSUMER 
ENGAGEMENT? 

WHAT MAKES YOU 
PASSIONATE ABOUT IT?

 I first became involved when I 
stopped working as an Employee Assistance 
Program Counsellor for the South Eastern Sydney 
Local Health District. I worked with them for 20 
years and when I left, I was asked to become a 
member of their Consumer Advisory Council. I 
thought why not? I know the hospitals, I know the 
system and I have personal investment as a health 
consumer in its effectiveness. I was interested in 
the patient’s journey and wellbeing.

2. WHAT ARE SOME OF THE CHALLENGES 
YOU’VE FACED IN REPRESENTING HEALTH 
CONSUMERS? HOW DID YOU OVERCOME 
THEM?

Initially, I was not sure what I was doing there. I was 
unsure about my role, that was my first challenge. 
What can we actually do as health consumers on 
these advisory councils? 

The biggest eye-opener for me was going to the 
Health Consumers NSW training. Before, I was 
thinking why do health services even bother to do 
this? But the training helped me to understand the 
role I play and why health services need buy-in 
from their consumers. 

So, I overcame my initial doubts and at the 
next Advisory Council meeting I asked whether 
we could work together through Standard 2 
(Partnering with Consumers) and how we can 
implement meaningful engagement within each of 
the 11 hospitals in my district. So that’s what we are 
doing at the moment.

That was a big thing for me: What is the role? 
What is engagement? How can we move to co-
design or co-production? Engaging properly is a 
huge cultural change and it will take time. But it is 
starting to happen. 

3. WHAT IS THE BIGGEST ISSUE 
YOU PERSONALLY SEE THAT 
HEALTH CONSUMERS FACE?

For health consumers, it’s really moving out 
of a passive role. Don’t just accept what’s 
happening; ask questions, do your research… 
For services, getting proper engagement that 
really means something and can drive change. 

This means that service providers have to take 
engagement seriously and keep true to their 
word. And health consumers should not be 
afraid to challenge issues around their personal 
healthcare as well as the health system.

4. HOW HAS BEING A HEALTH CONSUMER 
NSW MEMBER HELPED YOU IN YOUR 
WORK?

Firstly, the training was really helpful.

Secondly, I have been part of a group that has set-
up the District Consumer and Community Council. 
Anthony and Serena were very helpful. They 
helped us to become quite an effective team in 
developing a charter and the beginnings of a future 
focus for the Council.

Individual member: Sue Rawlinson 

INTERVIEW WITH...
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VOTING MEMBERS (46)
• ACON Health Ltd
• Adults Surviving Child Abuse
• Alzheimer’s Australia NSW
• Amputee Association of NSW Inc 
• Arthritis NSW
• Assoc for the Wellbeing of Children  

in Healthcare
• Asthma Foundation NSW
• Australian Breastfeeding Association
• Australian Men’s Health Forum Inc
• Australian Pain Management  

Association Inc (APMA)
• BEING NSW
• Bobby Goldsmith Foundation
• Cancer Voices NSW
• CanSpeak NSW
• Carers NSW Inc
• The Children’s Tumour Foundation/  

NF Australia

• Chronic Pain Australia
• CICADA Australia Inc
• Consumer Activity Network  

(Mental Health)
• Cystic Fybrosis NSW
• Diabetes NSW
• Down Syndrome NSW
• EndoActive Australia & NZ
• Genetic Alliance Australia
• Haemochromatosis Australia
• Haemophilia Foundation NSW Inc
• Health Consumers of Rural and  

Remote Australia
• Hepatitis NSW
• Hunter Brain Tumour Support Network
• Kidney Health Australia
• Lung Foundation Australia
• Maternity Choices Australia

• Motor Neurone Disease Association  
of NSW

• NSW Council for Intellectual Disability
• Older Women’s Network
• One Door Mental Health (formerly 

Schizophrenia Fellowship of NSW Inc)
• Parkinson’s NSW Inc
• Physical Disability Council of NSW
• Polio NSW Inc
• Positive Life NSW
• Reflux Infants Support Association
• Stroke Recovery Association
• Sydney Children’s Hospitals Network – 

Families and Consumer Council
• Thalassaemia Society of NSW
• The Unicorn Foundation
• WayAhead – Mental Health  

Association NSW 

ASSOCIATE MEMBERS – ORGANISATION (58)
• Agency for Clinical Innovation
• Ambulance Service of NSW
• ARAFMI NSW
• Bankstown Hospital CP Network
• Bankstown Women’s Health Centre
• Calvary Mater Newcastle
• Cassia Community Centre
• Central and Eastern Sydney Primary 

Health Network
• Central Coast Health Service
• Central Coast Local Health District
• Central Coast Primary Care
• Central West Women’s Health  

Centre Inc
• Coffs Harbour Mental Health  

Support Group
• Coffs Harbour Women’s Health  

Centre Inc
• Combined Pensioners & Superannuants 

Assoc of NSW
• Community Care Northern Beaches 

(CCNB)
• Consumers eHealth Alliance
• Family Planning NSW
• Flourish Australia (formerly  

Richmond PRA)

• FRANS Inc (Family Resource and 
Network Support)

• Far West LHD Mental Health Drug  
& Alcohol Service

• Galambila Aboriginal Health Service Inc
• GP Network Northside
• GROW NSW
• Headspace Central Sydney
• Health Care Consumers’ Association Inc
• Illawarra Shoalhaven Local  

Health District
• Illawarra Women’s Health Centre
• Kairos Now
• LifeCircle Australia Limited
• Liverpool/Fairfield Carers  

Support Group
• Lourdes Hospital & Community  

Health Service
• Macarthur Disability Services
• Make Today Count Inc
• Mental Health Coordinating Council
• Mental Health Drugs & Alcohol 

NSCCAHS
• Nepean Blue Mountains Primary Health 

Network (Wentworth Healthcare)
• Nepean GP Network

• Northern NSW Local Health District
• Northern Sydney Local Health District
• NSW Council of Social Services
• NSW Users & Aids Association
• Pharmacy Guild of Australia (NSW)
• Primary and Community Care Services
• Ramsay Health Lakeside Clinic
• Ronald McDonald House Charities
• Royal Australian College of General 

Practitioners
• School of Public Health, University  

of Sydney
• Scleroderma Association of NSW Inc
• SIDS and Kids NSW
• South Eastern Sydney Local  

Health District
• South Western Sydney Local  

Health District
• Southern NSW Local Health District
• St John of God Hospital
• St Vincent’s Private Hospital
• Sydney Adventist Hospital
• Sydney Local Health District 
• Womens Health NSW

OUR ORGANISATIONAL 
MEMBERS
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Cancer Voices NSW 
has been a long-

term friend of Health 
Consumers NSW and is 

also holding its Management 
Committee meetings in our Board 

room. Their former chair, Sally Crossing AM, was 
co-founder of Health Consumers NSW.

1. WHAT WORK HAS CANCER VOICES BEEN 
DOING TO INVOLVE CONSUMERS?

Cancer Voices NSW works in partnership with 
major decision makers in the NSW cancer world. 
Organisations seek and value our input into decisions 
they make about treatment, information, care, 
support and the direction of research. 

We also provide training for consumers in 
partnership with Cancer Council NSW - in consumer 
representation since 2001 and for consumers 
in research since 2005. The role of consumer 
representatives is to provide the broad view of 
people affected by cancer - it is neither an individual 
nor an organisational view. 

In 2016, we launched a new logo branding concept 
for Australia called Consumers Included - “seal 
of approval”. Only events that include informed 
consumers can use this seal. 

In its first year, eleven conferences or cancer related 
events applied for, and were approved to use, the 
Consumers Included logo. To date in 2017, four 
conferences have been awarded the logo. We always 
envisaged that cancer would be the pilot program 
for this concept. Our future plans are to extend it 
for more general health related use. It has enormous 
potential.

2. WE’VE NOTICED THAT YOU ARE REALLY 
GETTING INVOLVED IN CONSUMERS 
PARTICIPATING IN, AND CO-DESIGNING 
CANCER RESEARCH. WHAT ARE YOU 
TRYING TO ACHIEVE AND WHAT IS YOUR 
VISION FOR THAT? 

In 2005, (in partnership with the Cancer Council 
NSW), we provided the first training program for 
consumers interested in research, contributing 
initially to funding panels, then research projects 
and later (in 2009) in developing research 
priorities. Four peer reviewed articles were 
published in the first six years of this program.

Since then, the program has gone from strength to 
strength. It is built around training, relationships, 
respect, credibility and reliability. The number of 
trained consumers has grown steadily, as has the 
number of requests.

In 2016, we surveyed consumers and researchers 
and published the results in a study. Our research 
consumers were also involved in a workshop co-
hosted by Health Consumer NSW in 2016 which 
looked at consumer involvement in all areas of 
medical research and clinical trials. Our successful 
model was used to help guide that workshop. 

Again, whilst cancer is our priority, we believe 
that our consumers in research model has greater 
potential across the wider health arena. At a state 
level, Health Consumers NSW is an obvious partner 
to achieve this vision. We can then work towards 
the national arena.

3. HOW HAS BEING INVOLVED WITH 
HCNSW HELPED CANCER VOICES IN ITS 
ADVOCACY WORK?

We see our relationship with Health Consumers 
NSW as one of collaboration, cooperation, 
partnering and networking. All members have a lot 
to bring to the table and can learn from each other. 

Cancer consumer advocacy had its beginnings 
in 1994 and has a proud history. We have a lot to 
contribute. Why reinvent the wheel if someone has 
already begun and got something off the ground 
that can be built on or leveraged from? We all 
benefit. It becomes a win-win for all.

Voting member organisation:  
Cancer Voices NSW 

INTERVIEW WITH...
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The principle activity 
of Health Consumers 

NSW (HCNSW) is 
support, education and 

promotion of health consumers 
in myriad roles throughout the state. The Board is 
confident that the summarised financial accounts 
presented within this report, support and promote 
these roles within NSW and have done so in a 
financially prudent manner.

For the financial year ending 30 June 2017, 
HCNSW recorded a surplus of $56,137, a decrease 
of $35,094 compared to the previous year (2016: 
$91,231). Notwithstanding, the net assets (total 
equity) in the HCNSW’s Statement of Financial 
Position as at 30 June 2017 was $299,576, up by 
23% ($56,137) on the 2016 results. 

Income increased during 2017 by 4% ($23,333) 
with the NSW Department of Health (DOH) grant 
representing 71% of total income. It was notable 
that consultancy income increased more than 
400% to $52,449 that offset the 20% decrease in 
income generated from training courses. During 
2017 HCNSW did not receive significant project 
grants which have been a source of revenue in 
previous years.

HCNSW’s management has prudently and 
effectively increased operational performance 
whilst containing operational expenses. 

Total expenses for the financial year were up by 
11% ($49,222) - wages/superannuation increased 
by 10% and rent was 24% ($5780) up on 2016 that 
accounted for a ‘full year’ of tenancy. Training of 
health consumers represents a significant expense 
and explains 14% of all outgoings.

TREASURER’S  
REPORT

HCNSW is focusing on future expansion, redesign 
and development of training and it is hopeful 
that increased capacity and capabilities will be 
associated with streamlined processes and cost-
savings. 

HCNSW is a registered health charity with 
Deductible Gift Recipient status (DGR). The 
Executive and Board are mindful that this status is 
currently underutilised and will develop strategies 
to increase donations that will supplement current 
income streams.

As Treasurer, it is edifying to report that HCNSW is 
in good financial health with resources to develop 
and realise the organisation’s strategic goals 
that will continue to benefit health consumers 
throughout New South Wales and positively impact 
on the delivery of health care.

The HCNSW Board is confident in its current 
financial management and reporting processes and 
have been audited as required under the Australian 
Charities and Not-for-profits Commission Act 2012 
(ACNC Act). 

A copy of the audited financial statements is 
available from HCNSW on request. 

Dr John Leyden, Treasurer, HCNSW Board

Dr John Leyden AM
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FINANCIAL POSITION
The summarised accounts presented with this report are for the financial year 1 July 2016 to 30 June 
2017. A copy of the audited financial statements is available from HCNSW on request.

Compares favouribly to last financial year:
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70%
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Expenses

64.7%
Employee Cost
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AUDITOR’S REPORT

 

Health Consumers NSW Incorporated
ABN 70796686003

Independent Auditor's Report
To the Members of Health Consumers NSW Incorporated

We have audited the accompanying financial report of Health Consumers NSW Incorporated, which comprises the 
balance sheet as at 30 June 2017, the statement of profit or loss for the reporting period then ended, notes 
comprising a summary of significant accounting policies and other explanatory information, and the directors' 
declaration.
      
Management's Responsibility for the Financial Report

Management is responsible for the preparation and fair presentation of the financial report in accordance with the 
accounting policies described in Note 1 to the financial statements and for such internal control as management 
determines is necessary to enable the preparation and fair presentation of a financial report that is free from material 
misstatement, whether due to fraud or error.

Auditor's Responsibility

Our responsibility is to express an opinion on the financial report based on our audit. We conducted our audit in 
accordance with Australian Auditing Standards. Those standards require that we comply with relevant ethical 
requirements relating to audit engagements and plan and perform the audit to obtain reasonable assurance about 
whether the financial report is free from material misstatement.

      
An audit involves performing procedures to obtain audit evidence about the amounts and disclosures in the financial 
report. The procedures selected depend on the auditor's judgement, including the assessment of the risks of material 
misstatement of the financial report, whether due to fraud or error. In making those risk assessments, the auditor 
considers internal control relevant to the entity's preparation and fair presentation of the financial report in order to 
design audit procedures that are appropriate in the circumstances, but not for the purpose of expressing an opinion on 
the effectiveness of the entity's internal control. An audit also includes evaluating the appropriateness of accounting 
policies used and the reasonableness of accounting estimates made by management, as well as evaluating the 
overall presentation of the financial report.

      
We believe that the audit evidence we have obtained is sufficient and appropriate to provide a basis for our audit 
opinion.

Opinion

In our opinion, the financial report presents fairly, in all material respects, the financial position of Health Consumers 
NSW Incorporated as at 30 June 2017 and its financial performance for the reporting period then ended in 
accordance with the accounting policies described in Note 1 to the financial statements.

Basis of Accounting

Without modifying our opinion, we draw attention to Note 1 of the financial report which describes the basis of 
accounting. The financial report has been prepared by management to satisfy the requirements of the company's 
constitution and to meet the needs of members. As a result, the financial report may not be suitable for another 
purpose.

  
 

  
Name of Firm: Cabot Square

Name of Partner: Anthony Bradshaw

Address: Suite 53, 14 Narabang Way, Belrose, NSW
Date: Tuesday, 26 September 2017
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• All of our members for your continued support. 

• Our individual members who serve everyday 
as consumer representatives with health 
services and research institutions across NSW.

• Our Board – for the many voluntary hours 
they each put in, especially: Betty Johnson 
AO, our Chair; Patricia Le Lievre AM, 
Deputy Chair; John Garbutt, Secretary 
and Dr John Leyden AM, Treasurer.

• Thank you to Walter Kmet and all the staff at 
WentWest, especially Melissa Gibson, Jasmine 
Glennan, Margie Drake and Danielle Burke.

• Thank you to the colleagues at Consumer 
Health Forum (CHF) and the state and 
territory peak consumers organisations. 
Especially Rebecca Randall (CHF) for her 
help at our consumer research workshop.

• Lynda Johnston and Trisha Collins from South 
Western Sydney LHD, Christian James from 
Deaf Australia and Prof John Macdonald from 
Western Sydney University for being guest 
speakers at our Graduate Certificate trainings.

• Agency for Clinical Innovation staff, 
especially the Patient Experience and 
Consumer Engagement (PEACE) Team.

• Laila Hallam, Patient-Centred Health Advocate 
and Graeme Slade, Senior Complaints Officer 
at Sydney LHD for being speakers at our 
Agency for Clinical Innovation workshops.

• Dr Sally Nathan from the University of 
NSW for her research into the value 
of consumer representatives.

• Sue Dawson, Health Care Complaints 
Commissioner, and Paul Spink, Executive 
Officer, Health Care Complaints Commission 
for their assistance and partnership.

THANKS & 
ACKNOWLEDGEMENTS

• The NSW Consumer and Community 
Participation Managers’ Network.

• Can Yaşmut and Lyn Lormer from the 
Local Community Services Association 
(LCSA) for hosting the Influencing 
Commissioning workshops.

• Katherine Moloney from the Healthy 
Supply Chains Initiative.

• Dr Janelle Bowden from Research4Me 
for working with us in the 
consumers in research space.

• Jeffrey Braithwaite, Sue Christian-Hayes and 
Jackie Mullins from Macquarie University’s 
Australian Institute of Health and Innovation 
AND Dr Mary Dahm, Prof Andrew Georgiou and 
their team from Macquarie University’s Centre 
for Health Systems and Safety Research.

• South Eastern Sydney LHD consumers and 
staff for their work in co-designing the DCCC. 
Thanks to the consumer representatives 
for their time and dedication: Joy Wilson, 
Sue Rawlinson, Glenda Lum, Scott Thrift, 
Virginia Hughes; as well as to staff: Amanda 
Justice, Jen Richards and Julie Dixon.

• Nathalie Hansen and the staff at Central Sydney 
Primary Health Network, especially Jenny 
Denford, Christine Russell and Jessica Shresta.

• Karen Edwards from Calvary.

• Jane Cockburn from Kairos Now.

• Jessica van Rooy from Gilbert and Tobin 
for your pro bono legal services.

• Hancock Creative for their $5,000 grant for two 
of our staff to do their Gain and Retain course.

Many people have worked hard to help us achieve the things we have done this year.

The Board and staff of Health Consumers NSW would like to thank and acknowledge:
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