
H
C
N
SW

H
C
N
SW

2011-2021



PG# [SPREAD TITLE]

Published in November 2021 by Health 
Consumers NSW (HCNSW)

This project was facilitated by UTS 
Shopfront at the Centre for Social Justice and 
Inclusion. Celebrating a Decade of HCNSW was 
designed by the student Visual Communication 
team from the Faculty of Design, Architecture 
and Building at the University of Technology 
Sydney – Tara Frawley, Sophie French, Emily 
Galea, Anni Liu, and Tessa Sanders who were 
supervised by Nicky Hardcastle.

To celebrate a decade of Health Consumers 
NSW our team created a special anniversary 
publication looking back at where it all began 
and forward to the future of the health  
care system. 

Our concept puts the ‘You’ back in Health 
Consumers NSW, centering the human heart of 
the organisation to celebrate and acknowledge 
the people who have been involved over the 
last 10 years. The influence of the human hand 
is evident throughout, type is hand-written, and 
image treatment is inspired by scrapbooking 
and archiving. 

We developed a tone of voice that drew on 
the human body to highlight HCNSW’s impact. 
Motifs of raised voices, helping hands, and lent 
ears are employed on the cover and across the 
design to convey human-centred values.



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.

Acknowledgement 
of Traditional  
Owners
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Foreword

Who are we? We are a group of people who 
come together to be an independent voice for 
the people who the health system is all about - 
the users of the health system and their carers 
and we want to have our say in the decision-
making processes about our own health and on 
the policies about the health system. We want to 
be heard and to be involved as advocates,  
as representatives, as partners.

We want to be partners with the doctors, 
nurses, other health professionals and those who 
manage the health system. We are the voice 
of the consumers, the patients, the clients, the 
users and the carers. We have a special place. 
We experience the pain, the disabilities, the 
problems of a body or mind that is not working 
properly because of impairment, disease or 
accident. We know what it feels like. We have 
to deal with what happens to our social and 
working life and the effect on our families…

We are friends and partners in improving 
health care for the people of NSW.

These are the hopes that Betty Johnson 
AO, one of our co-founders, expressed for Health 
Consumers NSW in our first annual report in 2012.

In 2010, Betty and Sally Crossing AM 
brought a group of people together to form 
the Interim Steering Committee of, what would 
become, Health Consumers NSW. I was one of 
the people invited by Betty to be part of these 
discussions. We met in members’ homes and 
meeting rooms of supportive organisations.  
We built partnerships and consulted with health 
consumer organisations. We received support 
from both sides of politics. The Hon. Carmel 
Tebbutt, Minister for Health in 2010, and The Hon. 
Jillian Skinner (Minister for Health from 2011-2017) 
were both very supportive of Health Consumers 
NSW during these early years.

We also must thank Alzheimer’s Australia 
NSW (now Dementia Australia) for their help. Not 
only did they offer us their meeting rooms for 
our planning meetings, but our first offices were 
also in their buildings in North Ryde. We have 

Dr Anthony  
Brown
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had representatives from the organisation on our 
Board for most of the past decade.

So, have we lived up to our founders’ hopes 
of what we could achieve? 

Yes, I think we can say that we have. In 10 
years, we have worked with health services to 
partner with consumers in their planning and 
governance. We have developed high-quality 
training for health consumers and health staff, 
that’s been delivered across NSW; worked directly 
with services and local consumers to build how 
they work together; co-created a model of 
consumer and community engagement, with 
consumers and health services; and more recently 
worked to bring consumers into health services 
planning around responding to COVID-19. A more 
detailed list of our achievements over the decade 
can be found in the timeline (P.10).

There is, of course, still much to do. And 
as we move into our second decade, we are 
focusing on building on these achievements. 
We will build consumer involvement in health 
and medical research, work more closely with 
consumer organisations in NSW, and build on 
our commitment to increasing the diversity of 
consumers involved in engagement processes in 
NSW. We have started with the development of a 
NSW Youth Engagement and Advocacy Network, 
in partnership with the Association  
for the Wellbeing of Children in Healthcare.

Since becoming Executive Officer in 
2014 it has been my good fortune to work 
with three wonderful Board Chairs, who have 
each contributed so much to HCNSW. Firstly 
Betty Johnson, who taught me so much about 
consumer involvement and person-centred 
care. Betty was a mentor, and I will always be 
grateful for what she taught me. The wonderful 
Pat Le Lievre AM was Acting Chair in 2016-
2017. Pat is a passionate advocate for rural, 
regional, and remote Australia. Pat’s legacy with 
HCNSW is our focus to ensure we bring the 
voice and experience of people living outside of 
metropolitan areas into all our work. John Garbutt 
has been our Chair since 2017. John is the Chair 
of Stroke Recovery Association of NSW, and his 
leadership and guidance continues to inspire us You can contact Dr Anthony Brown  

by email at: abrown@hcnsw.org.au

Morag Morrison became our first Executive 
Director in 2012. Morag worked tirelessly to 
build partnerships with other consumer groups 
and health services. Morag left us with a series 
of strong partnerships with health services 
organisations like WentWest Primary Health 
Network, and the Agency for Clinical Innovation. 
Morag helped build awareness of HCNSW 
throughout the health sector and the partnerships 
she helped forge continue to be central to our 
current and future work.

The vision and hopes of our founders were 
developed by the hard work of Board members, 
staff and volunteers over the past 10 years. 
Everyone has contributed to the organisation 
in their own way, and we are better for your 
involvement. I thank everyone who has been 
involved and you will find the full list of past and 
present Board members, staff, and the Interim 
Steering Committee at the end of this report.

The real stars of consumer engagement 
are the thousands of people across NSW who 
willingly share their experiences and time as 
consumer leaders, representatives and advisors 
with consumer organisations, health services, 
and research projects across NSW. Ultimately, 
we know the work of the past 10 years has been 
successful when they tell us that HCNSW has 
supported and helped them in this vital work.

all.
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HCNSW Launches
In September 2012, the then NSW Health Minister 
Jillian Skinner officially launched the NSW health 
consumer peak organisation, Health Consumers 
NSW (HCNSW), in a ceremony at Parliament 
House in Sydney.

This was a proud moment for a group of 
fierce and caring health consumers who had 
worked tirelessly to get to this point. Back in 
2010, the group had come together to discuss the 
need for NSW to have its own health consumer 
peak. Most of Australia’s other States already had 
well-established organisations in that function.

The Interim Steering Committee secured 
seed funding from then NSW Health Minister 
Carmel Tebbutt and HCNSW was incorporated as 
an association on 12 October 2010. 

The first Board was elected and started working 
in October 2011 and the organisation became a 
registered health charity on 3 December 2012.

These two years from 2010 to 2012 signified 
the start of what is now a decade’s worth of 
healthcare advocacy and action.

Today, HCNSW offers online and face to face 
training for health consumer representatives, health 
staff and researchers. We run workshops, seminars, 
community forums and webinars about topics 
important to health users. We collaborate with our 
network of health consumer representatives and 
partner organisations and institutions to embed 
health consumer representation in all levels of 
health-decision making in NSW and we run online 
and offline engagement projects.
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The amazing Betty Johnson AO was an 
outstanding advocate for patients’ rights and 
involvement. Betty was hospitalised as a child  
and was a lifelong user of health services. She was 
instrumental in getting our organisation, Health 
Consumers NSW, off the ground and running and 
was Co-Chair from the beginning. She went on to 
chair our Board from May 2012 until October 2016. 

As a trailblazer for creating a better, fairer, 
kinder world for patients, carers and their 
families in NSW, Betty worked with numerous 
organisations and people to make the world a 
better place. 

Betty’s work was acknowledged in 2000, 
when she was awarded the Office of the Order of 
Australia (AO) “for service to the community as a 
consumer advocate in the areas of aged care and 
related health issues”. We will remember Betty 
as a brave and kind person with a penchant for 
a good cup of coffee, as well as the remarkable 
superpower who got things done. We will continue 
the work she started under her favourite catchcry: 
Nothing about us, without us! Betty passed away 
on 28 May 2018

Betty Johnson AO  
(1926-2018)

Sally Crossing AM 
(1946-2016)
Sally Crossing’s advocacy helped found Health 
Consumers NSW and she served as its first  
Co-Chair with Betty Johnson AO. 

Sally was also involved in founding the Breast 
Cancer Action Group and Cancer Voices. She 
was a passionate advocate for engaging health 
consumers in research and helped formulate Cancer 
Australia’s guidelines for consumer involvement. 

In 2012, Sally was appointed to the NHMRC 
Working Committee that reviewed the 2002 
Statement on Consumer and Community 
Participation in Health and Medical Research.  
An updated Statement was released in  
September 2016. 

In 2014 she received an honorary doctorate 
from the University of Sydney for her “extraordinary 
leadership and contributions to supporting those 
with cancer from diagnosis.
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John, you’ve been with HCNSW from the start. 
What attracted you to the organisation?

John: I was nominated by the Stroke 
Recovery Association and joined the HCNSW 
Board in 2011. I suffered a major stroke in 2003 
and as a result retired in 2005 from a senior 
management position. Joining the Board 
provided the opportunity to use my management 
experience to contribute to the work of HCNSW.

HCNSW is in the unique position to 
either assist health consumers to advocate or 
advocate on their behalf to ensure their views are 
considered in the design, implementation, and 
evaluation of health services. I became Chair of 
the Board in December 2017 and I’m honoured to 
be in the fortunate position to help change health 
services in NSW.

What changes have you seen as the organisation 
has grown and developed?

J: In the last 24 months in particular, its 
ability to operate online working with member 
organisations and NSW Health during Covid to 
identify issues and access accurate information.

John  
Garbutt

What keeps your passion alive?
J: My role as Chairperson working with 

talented and dedicated people to ensure HCNSW 
effectively represents its members.

What would you say to people to encourage 
them to join HCNSW?

J: Joining HCNSW will provide you the 
opportunity to help government and the 
providers of health services in NSW to understand 
the health care needs and expectations of 
consumers - so patients, their families, and carers.

What is your vision for the future of HCNSW? 
J: My vision for the next 10 years is that 

we continue to work with a health system that 
routinely involves and values the input and views 
of consumers. It’s crucial for the design of health 
systems, the valuation of service delivery and 
improvement in performance that meets the 
needs and expectations of consumers.
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10 WHERE WE ARE NOW

Timeline

• Then NSW Health Minister, the Hon. 
Jillian Skinner, launches HCNSW at 
Parliament House in September 2012.

• First State Government grant 
allocated.

• HCNSW becomes a registered health 
charity on 3 December 2012.

T el ne

• Core services are training 
of consumers, mentoring 
representatives, and resources for 
consumers and health workers.

• Working with Local Health Districts 
to develop consumer and community 
engagement strategies.

• Launch of Chronic Disease Consumer 
Issues Report.

• We release the HCNSW/Wentwest 
Consumer Engagement Model.

• Start of regional training courses and 
online webinars.

• Launch of the NSW Graduate 
Certificate in Consumer Engagement 
course.

• HCNSW receives deductible gift 
recipient status on 1 July 2014.

• Interim steering committee forms.

• Seed funding allocated by then NSW 
Health Minister the Hon. Carmel 
Tebbutt.

• HCNSW is incorporated as an 
association on 12 October 2010.

• The first elected Board comes 
together for the inaugural HCNSW 
Board meeting in October 2011.

• First pilot of health consumer 
training.

• Working partnerships with NSW 
Health and NSW pillars established.
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• We publish several reports:
• Building Trust and Transparency: 

Consumer-Pharmaceutical 
Relationships

• The Cost of Healthcare in NSW  
with NCOSS

• Healthcare Visiting Guide 
(COVID-19) 

• Ageism Report with OWN
• Navigating Telehealth (COVID-19)

• Amplify, our online engagement 
platform, launches in April/May 2020 
– we establish several online working 
groups around COVID-19 and Learning 
Networks.

• Start of online health consumer 
representative training in July 2020.

• We partner with Sydney Health 
Partners (SHP) to scan their current 
consumer involvement activity in health 
research and develop and deliver our 
first research training.

• The 2017 Patient Experience 
Symposium is HCNSW first 
involvement with this big annual 
patient event.

• Launch of customised consultancy 
services for health services, advising 
on consumer engagement and 
delivering custom workshops.

• First research collaboration with 
the Australian Institute of Health 
Innovation (Macquarie University) to 
support and advise their Consumer 
Research Symposium.

• Involving consumers in medical 
research workshop held and report 
published.

• Our ‘consumers rock’ campaign 
at the 2018 Patient Experience 
Symposium is a success.

• HCNSW champions the women 
victims of transvaginal mesh 
implants and partners with Mesh 
Injured Women Inc, holding a 
screening of a documentary and 
a panel discussion.

• HCNSW establishes more close 
partnerships and projects with a 
wider pool of stakeholders.
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The Highlights
THERE ARE TOO MANY HIGHLIGHTS TO 
COUNT IN THE 10 YEARS WE HAVE BEEN 
OPERATING. HERE WE REMEMBER SOME 
OF OUR FAVOURITES.
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Our involvement in the 2017, 2018, and 2019 
NSW Patient Experience Symposiums. In 2017 
HCNSW’s consumer video ended the event, 
and we ran booths all three years. 

As the whole world moved online in early March 
2020 in response to the COVID-19 pandemic, we 
quickly and nimbly built new groups, processes 
and platforms to engage with consumers and 
health staff in the ‘new normal’. These included 
launching Amplify – our online engagement 
platform, and creating the COVID-19 Consumer 
Leaders Taskforce and the COVID-19 NSW 
Consumer Organisations Taskforce as well as 
moving training online.

Through our Intersections Project, we talked 
to people who fall through the cracks because 
they are part of more than one group that is 
currently excluded or treated badly when seeking 
healthcare. Participants were part of at least 
two, or more, groups that face problems finding 
appropriate healthcare. 

PATIENT EXPERIENCE SYMPOSIUMS

OUR COVID-19 RESPONSEINTERSECTIONS

Working with smaller NSW health consumer 
organisations has been a great highlight in the 
past decade. We hosted and facilitated the 
first meeting of the Australian Coalition for 
Endometriosis in 2018 and helped get consumer 
led support organisation Mesh Injured Australia 
Inc off the ground to support affected women.

SUPPORTING SMALLER GROUPS



14  WHERE WE ARE

Why did HCNSW/Wentwest develop this model?
We saw a need to build understanding of 

what consumer and community participation in 
health systems means. We wanted to present 
both the top down (working with service users 
to improve health services) and bottom up 
(listening to communities about what they think 
is missing and what they need) approaches. The 
traditional participation spectrum is important but 
doesn’t touch on the infrastructure essential for 
establishing meaningful, effective engagement. 

FORMER HCNSW EMPLOYEE, SERENA 
JOYNER (2013 – 2021) WAS INSTRUMENTAL 
IN DEVELOPING OUR HCNSW/WENTWEST 
CONSUMER AND COMMUNITY ENGAGEMENT 
MODEL IN 2014. HERE, SHE EXPLAINS THE 
WHY AND WHAT. 

Consumer and Community 
Engagement Model

View the full model at www.hcnsw.org.au/ccemodel
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What makes it different to other health consumer 
engagement models?

 It supports a wide range of approaches to 
consumer engagement and outlines the enablers 
to develop a practical, respectful system. 

One aspect that is particularly important was 
that central to the model is the question “What 
is the objective of your consumer engagement 
program?” which can also be looked at as “When 
your engagement system is working well, what is 
different about your health service?”. It’s surprising 
how many organisations haven’t considered that 
beyond “we need to for accreditation”, yet it is 
critical to answer that question thoughtfully and 
then design and monitor the engagement system 
against these objectives.

 
Why was its development important to HCNSW 
and the way we work?

The model has underpinned the way we 
approach training, mentoring, and advising health 
services in how to improve or establish their 
consumer and community engagement. It’s been 
an essential reference document for much of our 
work at HCNSW.

 
What about the model are you proudest of?

The model was a significant contribution in 
the field when it was first published. It is still very 
relevant and has helped various health services in 
improving their engagement programs. 

Areas I would add to the model now include 
a section on co-design/co-production and an 
appendix on proven examples of forums in which 
health services and consumers can work together 
(i.e. alternatives to committees).

 
What is your reflection on 10 years HCNSW?

I joined HCNSW in 2013 and thoroughly 
enjoyed our role of amplifying the voices of health 
consumers, while guiding health services to build 
meaningful and effective engagement programs. 

I’ve seen a wide range of approaches taken by 
the health services, with many colleagues working 
with commitment to see the voices of consumers 
heard within their organisations. However, we 
have also seen commitment from executive 
management fluctuate, leading me to conclude 
that some, but not all, in senior roles understand 
the significant benefits of genuine engagement.

The level of skill, insight, and work ethic of 
the consumer representatives I have met over 
the past years is so impressive. Just the hours of 
donated (or minimally reimbursed) time that have 
been dedicated to improving the health system 
for the people of NSW is worthy of recognition.

It’s been interesting during the COVID-19 
pandemic to watch the whole community focus 
on health and what our decision makers are doing 
to protect us. And we have seen starkly where 
some health jurisdictions have had existing good 
connections to communities, their responses 
have been appropriate, targeted and effective. 
Yet where governments and health systems have 
not learned these lessons or have no community 
connections the measures have been one-size-
fits-all and far less effective. 

What is clear is that the voices of health 
consumers still need our support to be heard in 
shaping quality health care in NSW. 

To find out more about our health consumer 
engagement advisory services and how to find 
health consumer representatives, contact our new 
Health Consumer Engagement Managers.
For health services: Tara Lee – tlee@hcnsw.org.au
For research: Carrie Hayter – chayter@hcnsw.org.au
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Training Then and Now
HCNSW has been running training for health 
consumer representatives since shortly after 
its launch. We ran our first pilot in 2011 in 
collaboration with the Health Issues Centre 
in Victoria. Fast forward 10 years and we are 
delivering training for health services, for 
consumers, and for researchers who are wanting 
to involve consumers or patients; whether that 
is for delivering patient-centred care in a health 
service, or for doing new research. The training 
is empowering and it’s educating people on how 
to partner together to make the health system 
better for everybody. 

HCNSW’s Communications Officer, Julia, 
met up with two of our former Training Managers 
– Karen and Alex – and our current Training 
Manager, Emma, to talk about those first days and 
how the training has evolved...



CELEBRATING A DECADE OF HCNSW 17

What can people expect from our training 
courses? 

Alex: If you are a new health consumer 
representative, the training is going to help 
you get a little glimpse of what the system is 
about, what skills you bring to the role and how 
you’re going to be working collaboratively with 
your fellow consumer reps and professionals in 
the system. So that you can bring your unique 
perspective of having experienced the service, 
which they need to hear.

Karen: It is a way of enabling users of health 
services to have some say in decision making 
about those health services. It is to bring their 
voice to the table because people who use 
services see themselves differently from the staff 
who work in those services. It’s about bringing a 
different perspective to decision making in health 
services.

Karen and Alex, you were part of the training 
from the very beginning. How did it all start and 
why did it start?

K: When I started at HCNSW, the young 
organisation was trying to set up a training 
program for health consumer representatives but 
were stuck writing it. So I helped, but I’d never 
written a training program myself... That’s when I 
contacted Alex to see if she was interested. Alex 
did come, thank goodness, or maybe we wouldn’t 
be having this conversation right now... (laughs) 
And we finished it with Alex writing most of it.

Anthony came on as the new Executive 
Director, relieving me who had temporarily taken 
on that role. That left me free to implement the 
training pilot with Alex. The pilot turned into 
other programs, all of it seemed to be going well. 
And so we started, that’s my memory. Let’s see 
what Alex’s recollections are.

A: Sounds pretty accurate. There was 
content, but I felt that it was pitched at a more 
clinical level than was required for consumer reps. 
So, I reshaped it to be pitched more at consumer 
representatives and where they might be at the 
time. Karen and I have quite different skills and 
experiences. We were a complementary team to 
be delivering that training. And I learned an awful 
lot along the way.

Do you have a particularly striking memory from 
starting and running that training?

K: There was a lot, Julia. But here is one 
memory. Early on in the training, a person told 
this story about how she was ‘the consumer 
participation’ on a dental committee. But 
during the meetings, she had to sit outside in 
the corridor. And when there was something 
that the people thought should be interesting 
for consumers, she was called in. When that 
was discussed, she was sent back out into 
the corridor. That just blew me away. I ended 
up asking for her permission to contact the 
consumer participation manager in that Local 
Health District (LHD) to get that situation 
addressed. And she did agree for me to do that. 
That’s my standout story. 

A: Karen and I often struggled with people 
showing up to the consumer training who were 
staff or weren’t appropriate to be there. One time 
we had a CEO sitting in the back of the room, 
which probably wasn’t appropriate. But the thing 
that struck me about his presence was that at one 
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point, he stood up and said to all the consumers: 
You know, I’ve been in this job forever, I’ve been 
in the system forever but even I don’t understand 
how this all works. That left me feeling: Well what 
chance have any of us got ever navigating this 
system if you can’t? 

What’s the most important thing people take 
with them from the training?

K: What some people would say is: Look, 
I’ve been doing this stuff, this consumer advisory 
work for 10 years now and I had no idea what I 
was really supposed to be doing. But now I’m 
going to leave here today and I think I understand 
what my role is. Such a positive thing. 

A: I agree, Karen. But I also think that a 
greater level of confidence accompanied that 
understanding. So they now felt like they could 
question things more, or hold people to account 
more than they had previously. 

E: I think that a lot of people feel validated 
by the collective experience. When you’re at the 
training, and you’re talking to other consumers 
who have had similar experiences to you, you 
think: ‘Okay, I’m not the only one.’ It gives them 
that network of support. I’ve seen people who’ve 
been in the same LHD go: ‘Oh, I’ve seen you in 
our committee meetings but we’ve never  
really spoken.’ 

Then after the training, they’re ready to take 
on the world. It’s great to see. 

Also in the last few years, the self-care 
component has hit home for consumers. They’re 
there, working themselves to death trying to help 
improve the system and doing their role. When 
we tell them it’s okay to say no, you can step back 
and you have to prioritise your wellbeing and 
your health before anything else. That has been a 
big take-home message for a lot of people who 
are desperately trying to make a difference and 
sometimes neglect their wellbeing along the way.

How important is relationship building and 
coming together to form a community of health 
consumer representatives?

E: I honestly think that’s the fundamental 
reason for the training and HCNSW. You can 
read stuff in a textbook or online and try and 
understand how to implement that in your role. 
But learning from other people’s experiences, 
talking to them about your own experience, and 
establishing that network of support and strength 
in numbers, that is the core of what we’re 
trying to do. Because it is all about establishing 
relationships, and empowering people to step up 
and be assertive in those relationships with health 
services and researchers. 
A: Especially in the public courses, where people 



CELEBRATING A DECADE OF HCNSW 19

from different organisations train together and 
often don’t know each other. It allows people 
to see how things are done in other health 
districts, and to hear some of the good and bad 
experiences that other people bring, to hear 
some examples of best practice. It’s been a sort 
of barometer for them to get a sense of where 
they sit. Often, they’re also empowered by a story 
of really good practice that they’re going to take 
back to their health district and say, well, we 
could be doing this. 

Emma, you took over as Training Manager about 
three years ago. What has changed since? 
E: We’ve done a bit of a visual revamp of the 
training. And we’ve got three different streams 
of training now. We’ve got the health consumer 
representative training, the staff consumer 
engagement training, and then the research 
training. All three have gone through different 
phases of development and it keeps evolving. The 
‘old’ consumer training, which Alex and Karen put 
together, has still been the foundation, but I’ve 
added more mental health, self-care, safety and 
storytelling topics. 

The biggest transformation now is the online 
delivery of training. Offering online training was 

always on the cards when I started, but I didn’t 
quite expect it to be this quickly, because COVID 
sort of made me jump the gun a bit. And it’s only 
going to get better from here. We’ll have proper 
asynchronous learning online, so people can do it 
in their own time whenever they feel like it. That’s 
opening the doors to a whole bunch of different 

Find out more about HCNSW’s training courses 
for health consumer representatives, health and 
engagement staff and researchers online at 
www.hcnsw.org.au/training-events

Contact: Emma Collins, Training Manager, 
ecollins@hcnsw.org.au

ways of delivering training, which is exciting.

Last question - What is the biggest thing to 
celebrate? In your work? And why? 

K: Legitimacy - consumer engagement is now 
quite legitimate. You wouldn’t find a big health 
service in NSW that doesn’t have a consumer 
engagement approach now. Whereas 10 years  
ago, it might have been a check-a-box exercise.

E: Anything is possible now because we’ve 
built on empowering consumers. Now that they’re 
there, they’re ready to go, it is really exciting to see 
what consumers can do, and will do, in the future.

A: Co-design. That’s what I’d like to see in 
the future. I would like to see consumers being 
involved in co-design across entire health districts. 
And I think reimbursement issues for consumer 
representatives need to be taken seriously.
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The Bleeding Edge Documentary Screening, 2019

First Consumers in Research Workshop, 2016

Consumer Rep Training, 2020

Graduate Certificate Training, 2015

Celebrating a Decade of...

Digital Group Workshop, 2021
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Digital Group Workshop, 2021
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Influencing Commissioning Workshop, 2017

HCNSW Founding Membership Board, 2011

Farewell to Karen and Pat, 2017 

Rep Training at the Sydney Eye Hospital, 2018

Strategic Planning Meeting, 2018
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HCNSW in Numbers
HCNSW is a member organisation. Our individual members are 
health consumers and their representatives, interested in making 
health in NSW better. Our voting members are not-for-profit health 
consumer organisations that are run and exist for patients, carers 
and their families. An associate member can be any health-related 
organisation interested in health consumer engagement, co-design 
and working with health consumers.

In the last 10 years HCNSW has trained over 1600 
participants in consumer engagement. Totalling 
578 hours over the course of 98 sessions. 

Our Membership has continued to grow across 
the 10 years. 
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“When living in NSW, I attended several functions. 
I was always made to feel very welcome. I learnt a 
lot and it set me on the path to active consumer 
involvement in the ACT and national groups.”

HCNSW individual member

“The RACP Consumer Advisory Group benefited 
from the knowledge and experience HCNSW were 
able to bring to the framework and discussion 
for our inaugural meeting that brought together 
consumer representatives from RACP Committees.”

Jae Redden, Project Lead – Consumer  
Advisory Group, The Royal Australasian College  
of Physicians

How has 
HCNSW 
helped you? 
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“I would like to see HCNSW getting 
more people with a Culturally and 
Linguistically Diverse background into 
their governance.”

HCNSW individual member

“Aim to improve both, organisational  
and individual, health literacy in NSW.”  
 
HCNSW individual member

What I 
would like 
to see in 
HCNSW’s 
future 
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Emerging 
areas of work 
Research: Moving forward, we will have a 
renewed focus on expanding our work to involve 
health consumers (patients and their families) in 
the design, delivery and governance of health  
and medical research in NSW. We have partnered 
with more research institutions and have 
developed researcher training. Our new Health 
Consumer Engagement Manager – Research will 
lead this work in the coming decade.

Training: We are currently working on setting 
up new systems to create an even better online 
training experience for our training participants. 
This will also enable us to create more and  
shorter modules that participants can complete  
in their own time. As part of this, we are hoping 
to create some free consumer engagement entry 
level modules. Another exciting development is 
a train-the-trainer program where experienced 
health consumer representatives are paid and 
step up into leadership roles training other health 
consumer representatives.

Diversity: In the next decade, we will also focus 
on bringing more diversity to our voices. In 
particular, we want to hear more from young 
people, First Nations people and culturally and 
linguistically diverse people. We have started  
with the development of a NSW Youth 
Engagement and Advocacy Network, in 
partnership with the Association for the 
Wellbeing of Children in Healthcare.

Increasing and strengthening partnerships 
with Health Consumer Organisations: We 
have already started to partner with other NSW 
not-for-profit consumer organisations such as 
the Older Women’s Network NSW, Positive Life 
NSW, NCOSS and WayAhead to run engagement 
projects and events and produce reports together 
and we are planning to be doing even more 
partnership work in the next couple of years.
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What is your 
vision for the 
next 10 years 
of HCNSW? 

Mary Potter
Arthritis and Osteoporosis NSW

OUR 2020/21 BOARD MEMBERS ARE NOMINATED 
BY HEALTH CONSUMER ORGANISATIONS IN NSW. 
HERE IS THEIR VISION FOR THE NEXT 10 YEARS…

John Garbutt 
Stroke Recovery Association NSW

Annette Bray 
Older Women’s Network

I would like to see Health Consumers NSW 
become financially independent of direct NSW 
Ministry funding, maintaining itself through 
activities such as consultancy and training. My 
vision is for HCNSW to be the leader in health 
advocacy in NSW and to be a reference point for 
individuals and organisations.

My vision for the next 10 years is that we continue 
to work with a health system that routinely 
involves and values the input and views of 
consumers in the design of health systems, the 
valuation of service delivery and improvement in 
performance to meet the needs and expectations 
of consumers.

I believe Health Consumers NSW is a very 
important organisation. It works to ensure health 
providers always put the consumer at the centre 
of their deliberations. It is vital that this policy be 
maintained and expanded into the future.

Neil Fraser 
Positive Life NSW

Over the next 10 years, I want to see HCNSW 
build on our existing and new networks to 
empower people with a lived experience. To 
realise this vision, we need to continue our 
advocacy efforts to ensure health consumers 
are meaningfully involved in the design, delivery 
and evaluation of the services and research that 
impact on our health outcomes. 
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Murray McLachlan
Cancer Voices NSW

By 2031, and sooner, if possible, I would like to see 
HCNSW play a leading role in getting consumers 
more involved in decision making in health service 
provision and health research. Consumers should 
be an integral part of decision making, including 
how services are funded and budgeted for, and 
also how government and corporate funding of 
health research is determined and allocated.

George Houssos 
Thalassaemia & Sickle Cell Society 
of NSW

Kaye Duffy 
Hunter Brain Tumor Support Network

Elizabeth Harnett 
Association for the Wellbeing of Children  
in Healthcare

The Covid 19 pandemic has shown us how fragile 
and precious our health is. It is important that 
we take the vital lessons learned so we can make 
our health system more flexible, well resourced 
and resilient. While priority has been given to 
the pandemic response, as consumers we must 
ensure other needs within health care are not 
neglected or compromised and that patients are 
treated with respect and dedication. Recognition 
must also be given to the role non-government 
agencies, families and communities play in 
improving health care outcomes.

The contribution consumers can make to health 
care within our state will be better recognised 
and respected by health care professionals 
and bureaucrats as consumer representatives 
are better prepared for this role. HCNSW must 
focus on recruiting and educating consumers to 
understand all aspects of health care provision so 
that they can contribute in a meaningful way to 
decisions making, research and most importantly, 
patient expectations and care.

Over the next 10 years, HCNSW will continue to 
build on the extensive achievements of its first 
10 years, in making effective and meaningful 
partnership between consumers and the health 
care system a reality. Much ground has been 
gained, but there is still much to do to ensure 
that the experience and voices of consumers 
are an integral part of every aspect of the health 
care system. HCNSW will support health staff 
and consumers alike to develop the skills to 
successfully co-design the health care we need.



Thanks!
We would like to thank all the people who have worked 
hard, supported, helped, created, celebrated, learned with 
us and constructively criticised Health Consumers NSW 
over the last 10 years.  

There are too many to list all here, but we would like to 
mention the ones who played an integral part in shaping 
our organisation into what it is today. Rest assured we 
appreciate every single person who has ever attended one 
of our trainings or events, partnered with us in a project 
and helped us with their wisdom and expertise. Thank you!
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Board 

members 
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Gina Ingrouille, Project Coordinator, 2011

Morag Morrison, Project Officer 2011; Executive Officer 2012 - 2013

Jane Hicks, Administration 2012 - 2013

Alice Gentle, Project Officer 2012 - 2013

Jenn Kidd, Administration and Membership Coordinator 2013 - ongoing

Karen Filocamo, Acting Executive Officer 2013 - 2014; Training Manager 2014 - 2017

Alex Carbonetti, Training Support and Development Consultant, 2014 - 2019

Dr Anthony Brown, Project Officer 2013; Executive Officer 2014 - ongoing

Serena Joyner, Consumer Engagement Manager 2013 - 2021

Julia Brockhausen, Communications Officer 2014 - ongoing

Tere Dawson, Health Issues Centre Training Consultant 2014 - ongoing

Irene Valis, Communications Officer – maternity leave replacement 2015 - 2016

Sarah Davidson, Training Manager 2017 - 2018

Emma Collins, Training Manager 2018 - ongoing

Dr Gávi Ansara, Intersections Project Manager, 2018 - 2019

Aakriti Chhetri, Volunteer 2019 - 2021; Project Officer 2021

Sarah Barter, Learning Networks Consultant 2019-2020

Dr Ilse Blignault, Research Training Consultant 2020

Laila Hallam, Co-Chair COVID-19 Consumer Leaders Taskforce 2020 - ongoing

Carrie Hayter, Consumer Engagement Manager: Research 2021 - ongoing

Tara Lee, Consumer Engagement Manager: Health Services 2021 - ongoing

And all our members, partners, and supporters!

Sally Crossing AM: 2010 – 2012 (Interim Steering Committee, Board)

Betty Johnson AO: 2010 – 2017 (Interim Steering Committee, Board)

Pat Le Lievre AM: 2010 - 2017 (Interim Steering Committee, Board)

Dr. Anthony Brown 2010 – 2011 (Interim Steering Committee)

Maeve Eikli 2010 - 2011  (Interim Steering Committee)

Solange Frost 2010 - 2011  (Interim Steering Committee)

Lynda Johnston 2010 - 2011 (Interim Steering Committee)

Lisa Langley 2010 - 2011 (Interim Steering Committee)

Karen Oakley/Peri O’Shea - 2010 - 2011 (Interim Steering Committee)

John Garbutt: 2010 – ongoing (Board)

Marry Potter: 2011- ongoing (Board)

Lucille Bloch: 2011 – 2017 (Board)

Allison Kokany: 2011 - 2014 (Board)

Rebecca Silk: 2011 - 2012 (Board)

Kate Hooke: 2011 - 2014 (Board)

Dr John Leyden AM: 2012 - 2019 (Board)

David Crawford: 2013 (Board)

Chris Mason: 2013 (Board)

Glenda Clementson: 2014 – 2017 (Board)

James Bartlett: 2014 – 2018 (Board)

Paul Caleo: 2014 – 2017 (Board)

John Stubbs: 2014 – 2019 (Board)

Annette Bray: 2016 - ongoing (Board)

George Houssos: 2017 - ongoing (Board)

Kaye Duffy: 2018 - ongoing (Board)

Neil Fraser: 2018 - ongoing (Board)

Elizabeth Harnett: 2019 -ongoing (Board)

Oliver Phillips: 2020 - ongoing (Board)

Murray McLachlan: 2020 – ongoing (Board)
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We invite you to join our network of 

health organisations. Our shared focus 
is creating strong and sustainable 
consumer partnerships in NSW. 

By joining, you will become part  
of a network of skilled, connected 
people working together to make the 
health system the best it can be!

Visit: www.hcnsw.org.au

@hcnsw on social media 


