Health Consumers
Alliance of
South Australia

Legacy Report
2002 – 2020
Health Consumers Alliance of South Australia (HCASA) Legacy Report 2002-2020

September 2020

1

Contents
Background
•
•
•
•
•

Purpose
What brought us here?
HCASA 2018 State Election Platform
2018 State Budget – HCASA defunded
Consumer Health Forum Roundtable 2020

History
•
•
•
•
•
•

Timeline 2001-2020
Evaluation to secure funding
Funding 2004 – 2019
Service Agreements
HCASA Staff and Board Members
Strategic Directions

Constitution
•
•
•
•

Structure & Governance
Versions and changes
Membership
Partners & Stakeholders

Sentinel Projects
•
•
•
•
•
•
•
•
•

HCSCC Charter of Rights
Consumer Advocacy Network
SAHMRI Consumers in Research
Consumer Advocacy Training
WCHN Consumer Engagement Framework
Mental Health
Chemotherapy Underdosing
Oakden Older Persons Mental Health Service
UniSA Professional Certificate in Consumer Engagement

Focus in last two years
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Surgical Mesh
Research Reports
NALHN & CALHN Consumer Engagement Projects
SA Health Statewide Consumer Frameworks
SA Ambulance Consumer Engagement Project
HCASA Education
Care Opinion Australia
Capacity & Capability Building
COVID-19 Response and Recovery
Position Statements
Submissions & Consumer Response Reports
HCASA Consumer Engagement
HCASA Consumer Advocate Awards
Consumer Experience Survey 2020
Health Consumers Alliance of South Australia (HCASA) Legacy Report 2002-2020

4
4
4
4
5
7
10
10
11
12
14
16
17
20
20
20
22
23
25
25
26
26
27
28
29
30
31
32
34
34
36
37
37
39
40
43
44
44
46
47
48
49
49
September 2020

2

Income Diversification Strategies
•
•
•
•
•
•
•
•

Budget Announcement September 2018
Negotiations
Shift from Service Agreement to Partnership Model
New Model Partnership Service Agreements
Establishment of HCASA Education
Consumer Advocate Recruitment
Grants/Fundraising/Donations
Other options

The Future?
•
•

White Paper

51
51
51
53
54
56
57
57
57
60
60

HCASA acknowledges the Traditional Custodians of Country. We pay respect to Elders past and
present, and recognise that their cultural heritage, beliefs and relationship to Country are important
for sustaining health and wellbeing.
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Background
Purpose
The purpose of this Legacy Report is to ensure that future champions, governments, leaders, policy
makers and consumers have ongoing access to the almost 20 year history, formative and sentinel
work of the Health Consumers Alliance of South Australia Inc (HCASA). The hope is that this
information is not lost, and helps, even if in a small way, to support future directions and
endeavours to re-establish a health consumer peak body in South Australia.

Please Note: All reference documents sited in this Report can be accessed on the HCASA
website www.hcasa.asn.au under Key Documents, Position Statements & Submissions

What brought us here?
After almost 20 years serving health consumers in South Australia, Health Consumers Alliance of
South Australia closed 30 September 2020. When the SA Government chose to cease funding to the
HCASA on 30 June 2019, it made the decision, that independent systemic health consumer advocacy
was no longer necessary in South Australia.
HCASA has been the recognised peak voice for health consumers in South Australia for almost 20
years. As expert partners, HCASA have worked with consumers, health services and government to
improve health outcomes. With its closure, South Australia will be out of step with all other states,
which have government funded, independent and systemic peak health consumer organisations,
regardless of the governance arrangements between the State Health Department and Local Health
Networks/Districts.

HCASA 2018 State Election Platform
HCASA approached the 2018 State election with a clear platform, identified through a collaborative
process with members, partners and consumer advocates. The call was for health policy based on
evidence, research and consumer input at all stages to improve health outcomes and reduce costs.
The platform identified priorities for action to ensure consumers at the centre for health in South
Australia.
Consumers had a clear view of the priorities for consumer advocacy and partnership in South
Australia moving into the 2018 election. They identified:
Consumers as partners in healthcare
Consumers must be partners in our health system - they should be the focus and consulted
in decisions made about health priorities, service delivery and evaluation. Consumers must
be full partners in their own care. We called for:
1. An advocacy service for individual health consumers
Establish an advocacy service across the health system for individual consumers and
carers.
2. Consumers as partners in ongoing health reform
Establish a consumer-led council to guide health reform and quality improvement
across the state’s health system.
Develop a statewide standard for consumer-centred care.
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System change
A priority for consumers was a comprehensive health strategy for SA, with joined-up
community health, primary health and mental health services. We call for:
3. A primary health strategy for SA
Develop a primary health strategy incorporating preventive health, health education
and health literacy, addressing the social determinants of health.
4. Strategic reform for mental health clinical services
Develop an integrated mental health clinical services plan, to bridge the gap
between the community and health service initiatives. This aligns with the SA
Mental Health Strategic Plan
Health for those with the greatest need
Language, culture, gender and age, where you live and how much you earn should not be
barriers to health and wellbeing. We call for:
5. Access to in-home palliative care and end-of-life information
Expand access to in-home palliative care and information for consumers on
palliation, end-of-life options and advance care directives. This aligns with Palliative
Care South Australia’s plan.
6. Culturally appropriate healthcare
Expand training and compliance to deliver culturally appropriate and nondiscriminatory healthcare within SA Health, for Aboriginal, culturally and
linguistically diverse, LGBTQI and older South Australians.
Consumers also wanted:
• Aboriginal employment in the health and medical professions
Increase the number of Aboriginal people employed as health managers, and health and
medical professionals, by collaborating with associated training, government and Aboriginal
organisations.
• Informed consumers as partners in their health care
Improve consumer access to their records, service and system information, and health and
medical research, giving them informed control of their healthcare.
• Improved systems for reporting and accountability
Considering recent failures to protect consumers within the health system, review and
strengthen systems for reporting and accountability within SA Health.
• Telemedicine and new communications technology services
Further invest in telemedicine and new communications technology services for rural and
remote communities, and for consumers receiving in-home or residential-facility care who
have difficulty accessing external health services.
HCASA prepared a 2018 Election Platform and Background along with a Summary Report of key
points from discussions with politicians, and from HCASA stakeholder and member feedback, in
response to the Election Platform.

2018 State Budget – HCASA Defunded
In the 2018-2019 State Budget it was announced that HCASA was to be de-funded from 1 July 2019.
This news was completely unexpected, particularly in light of the consistent positive feedback
regarding the work with and for SA Health and South Australian consumers. The Hon Steven Wade
The Minister for Health (now Health and Wellbeing) announced:
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"With the establishment of 10 governing boards for the state's health networks, the focus of
consumer engagement will shift to the Local Health Networks as governance is devolved to the
boards. Accordingly, grant funding for the Health Consumers Alliance will be discontinued from 1
July 2019".
At the Legislative Council (Tuesday 18 September 2018) the Minister responded to questions about
the defunding:
“The government is withdrawing central funding from the Health Consumers Alliance. The fact of
the matter is that the Health Consumers Alliance already receives project funding from local
health networks, and the government believes that, as we devolve management of health services
to the regions, it also makes sense to devolve consumer engagement to the regions.”
“Statewide collaboration in relation to consumer engagement will be driven by the networks.
Health Consumers Alliance has expertise in this area and, I believe, is well placed to undertake
funded project work for local health networks. The alliance is a membership organisation and yet
less than 1 per cent of its income comes from its membership fees. I do not believe it is healthy for
a consumer advocacy body to be so reliant on centralised funding. I trust that the changes will
promote accountability and strengthen the consumer voice.”
When asked why South Australia should be the only state in the country without an independent
health consumer voice funded by government the Minister responded:
“I fundamentally disagree with the member's negative anticipation of what will happen under the
new model. I suspect, and I hope, that the Health Consumers Alliance will take up the opportunity
to redraw their business model to make sure that they're responding to the needs of consumers
right across the health networks in South Australia. My view is that, if they do so, they've got a
bright future in front of them.”
When asked whether the newly decentralised Local Health Network governance would make up the
funding that the government had cut from HCASA, the Minister responded:
“The Hon. Russell Wortley wants me to devolve power to the networks and then tell them how to
spend their money. Is that devolution? They just don’t get it. They are centralised to their core,
and I believe that leads to a lack of an independent voice. I believe that the consumer voice will be
stronger through these changes, not weaker.”
“I don't know who the honourable member is listening to, because what I just said is that they
have a statutory duty to engage with the consumers. It is their choice as to how they do it, and I
believe that Health Consumers Alliance will be a stronger voice by more effectively engaging with
a range of networks.”
When asked about the gap between HCASAs defunding and the establishment and negotiations with
the Local Health Networks the Minister responded:
There will be no gap. The Health Consumers Alliance funding goes to the beginning of the next
financial year. I have met with the Health Consumers Alliance and encouraged them to engage
the chairs of the local health network boards who have already been appointed because, from 1
July 2019, they will be operating, and they have a statutory duty under our legislation to engage
consumers. The Health Consumers Alliance is well placed to play a role in that service.
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Through ongoing media interest The Minister, when questioned made additional statements:
Brad Crouch, Medical Reporter, 13 September 2018: Health Minister Stephen Wade said the
establishment of 10 governing boards for the state’s health networks meant the focus of
consumer engagement would shift to the Local Health Networks. He said government plans to
devolve decision making to the regions meant it would be “bizarre” to keep the consumer voice
centralised.
“Channel nine evening news 13 Sept 2018: Mr Wade said HCASA can still get government
funding at a regional level. “The Marshall Liberal Government is establishing ten regions, right
around South Australia who will have control of their budgets,” he said. “At the moment the
health budget is controlled by head office.”
At the Post Budget Breakfast (14 September 2018) the Treasurer, Rob Lucas, presented on the State
Government’s 2018 Budget. He referred to the decisions every government must make in relation to
determining to how to get the best outcomes from the available budget. He then specifically
mentioned the decision to defund Health Consumers Alliance and stated that the decision to defund
HCASA was an election commitment and that he had received a special briefing on the topic prior to
attending the breakfast. This is clearly something that the evidence disputes. It may well have been
an election promise to devolve governance to the LHNs but there was no promise or every any
statement to defund the peak health consumer body.
As of 1 July 2019 HCASA had no further government funding. The strategies and avenues explored by
HCASA to diversity funding are explored in detail later in this Report.

Consumer Health Forum (CHF) Roundtable 2020
In early 2020, following crisis talks with Consumers Health Forum of Australia (CHF) Chair, Tony
Lawson and CEO Leanne Wells, it was determined that CHF would host a strategic high-level
roundtable and invite key stakeholders to discuss the future of systemic health consumer advocacy
within the South Australian Health system. CHF considered their involvement as pivotal given their
role as the national consumer health peak organisation and because of the value they place on the
role the states and territories health consumer peak organisations undertake and that it has been an
asset for Australia to have this capability across all jurisdictions.
The roundtable would explore opportunities for a more contemporary approach to ensuring
systemic advocacy for health consumer engagement. Opportunities that would recognise the
changed nature of the South Australian health system, following the governance reforms that
included the establishment of ten Local Health Networks, each with its own governing Board and
new organisations operating as attached offices to the Department for Health and Wellbeing –
Wellbeing SA and the Commission on Excellence and Innovation in Health. The new way forward
also needs to consider other stakeholders including Primary Health Networks and private health
services.
Stakeholders were invited from across the health system, health and medical research, social
services sector and the roundtable as held in February 2020. Attendees included:
• Health and Community Services Complaints Commissioner (HCSCC)
• Health Performance Council (HPC)
• SA Health
• Local Health Networks – represented by Central Adelaide Local Health Network (CALHN) &
Women’s and Children’s Health Network (WCHN)
• Wellbeing SA
• Commission on Excellence and Innovation in Health (CEIH)
Health Consumers Alliance of South Australia (HCASA) Legacy Report 2002-2020
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•
•
•
•
•
•
•
•

Country SA Primary Health Network (CSAPHN)
Adelaide Primary Health Network (APHN)
ACH Group
The Australian Centre of Social Inclusion (TACSI)
Australian Medical Association SA Branch (AMASA)
South Australian Health and Medical Research Institute (SAHMRI)
Health Translation SA
SA Council of Social Services (SACOSS)

There was a delayed response following the roundtable due to COVID-19 pandemic but in mid-April
2020 all participants were emailed the final CHF Roundtable Report. In summary it stated that CHF
were:
“heartened by the level of goodwill among workshop participants. It was clear that,
notwithstanding the situation faced by HCASA, participants valued and saw the urgent
need for systemic consumer advocacy in SA. Participants also understood that different
levels and maturity of advocacy and consumer involvement were required at state-level
policy discussions through to involvement in service design, improvement and
accreditation.
Under Chatham House Rules, as an aid to free and open discussion of this sensitive issue,
participants agreed in broad terms that the structural change occurring across the health
system in SA and the devolution of several functions to new state-wide entities and Local
Hospital Networks presented an opportunity for stakeholders to co-design a contemporary
fit-for-purpose ‘blueprint’. The blueprint could provide a set of recommendations for
operationalising the principles for consumer and community involvement espoused in the
CHF White Paper Shifting Gears: Consumers Transforming Health 2018 at the state level.
Participants began to discuss several factors that could be considered and explored further
in a co-design process.
These included:
• The functions and roles required of the platform/model – with trust, integrity and
independence as values of the model
• Potential ways to fund and govern a new model such as a contributing levy from
organisations with an interest in the services of a new model and the NZ trustees
model
• The terminology around consumer advocacy at a service and systems level
• A sensible long-term investment model – not just HCASA, HCASA+ - with the
potential for a co-investment model across the new architecture
• A collective response for the South Australian context which includes consideration
of the evolving and devolving governance
• The value of consumer engagement and systemic advocacy and the impact across
the system is recognised.
A number of interested SA-based organisations among the participants indicated their
interest in working with CHF, who would serve as neutral broker and secretariat, to put
together a blueprint for consumer and community involvement in health policy and
services in SA and to working as a collective to present the plan firstly to a wider cohort of
stakeholders for input and support, ultimately to government for consideration.” (CHF
correspondence to Roundtable participants)
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“HCASA has been a critical friend to me and our broader health
service. They have been my sounding board and have actively helped
me foster new ideas and ways to engage with consumers.”
SA Health LHN
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2. History
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2001
The formation of Health Consumers Alliance of SA Inc (HCASA) was a milestone in community and
consumer engagement in South Australia. For many years, people active in health issues knew that it
was an uphill battle to have their voices heard and actioned in the health system. Early in 2001, the
South Australian Council of Social Services (SACOSS) began exploring strategies for more effective
consumer participation in health and community services, auspicing a three-year project funded by
the SA Department of Human Services titled “Healthy Voices”.
A Healthy Voices network of consumers and providers who were interested in advancing consumer
participation was formed, together with a Project Steering Group. In October 2001, Healthy Voices
organised a Raise Your Voice conference, which attracted more than 100 delegates. The Conference
showcased good examples of consumer and community participation in health planning and service
delivery and ratified a Directions Statement put forward by the Project Steering Group to advance
more effective consumer, carer and community participation.
Conference participants decided the first priority was the creation of a state-based consumer
organisation and called on community people and groups to develop the aims, objectives and
structure for such an organisation. Consultations leading to the formation of HCASA strongly
indicated that people wanted an organisation which took a social view of health - one which would
concentrate on systemic issues and improvements, based on the experience of health consumers in
the system.

2002
In May 2002, John Wishart, Healthy Voices Project Coordinator, compiled findings in the report
Setting Up a South Australian Consumer Health Organisation. An Interim Management Committee
was established to frame the constitution, canvas members and incorporate under South Australian
law. Incorporation was achieved on 18 September 2002, and the inaugural Annual General Meeting
was held on 6 November 2002.

2004

Evaluation – to secure initial funding (SACOSS)
HCASA was evaluated after its first year of operation. The article Building an Effective Voice
for Health Consumers in South Australia - appeared in Health Issues 81, Summer 2004. It summarises
the evaluation findings, focussing on the benefits and achievements of HCASA and areas that
required additional attention. The full report of the Evaluation:
The evaluation was funded through the Flinders Institute for Health Research, Flinders University
and undertaken by Dr Anne Johnson (then at the Department of Public Health, Flinders University)
and John Wishart (the Executive Officer of Health Consumers Alliance of South Australia Inc) with
the support of Paul Laris (an independent consultant).
A Critical Reference Group whose membership included consumer advocates, Gwyn Jolley and Sam
Laubsch, supported the evaluation.
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The aims of the evaluation, as stated in the full evaluation report
entitled Building More Effective Consumer Participation in Health –
An evaluation of the first 12 months of the Health Consumers Alliance
of SA Inc were to:
“ investigate the extent to which the newly formed HCASA met
its objects as defined in its constitution and work plan … in the
first 12 months of its existence, whilst specifically focusing on the
achievements and limitations experienced during this period of
time through the eyes of three different groups (HCASA
members, HCASA Management Committee and key
stakeholders).
It is anticipated that the findings will be used to determine the
strategic directions for the HCASA in its ongoing operational
developments, consumer capacity development and lobbying on
policy and legislative issues. The findings will also contribute to
the critique of, and emerging knowledge about, the effectiveness
and role of a statewide consumer organisation, as well as key
issues associated with consumer participation in health.”
The evaluation acknowledged that the “’timing was right’ for the HCASA to be established” with
widespread support for increased health consumer and community participation into the health
system. It also drew attention to a few areas that it was recommended that required additional
attention including:
Lack of clarity amongst members and stakeholders about “Who is a consumer?” and “Who
does/should the HCASA represent?”, “Does the HCASA represent consumers or do they provide a
consumer perspective?” and “What organisational structure, stakeholder consultation processes
and Management Committee membership and configuration can best support the HCASA
aims?”. The evaluation expressed the fear that this lack of clarity had the potential to become a
minefield for the HCASA if it wasn’t addressed and that this was particularly important for
health sector workers and bureaucrats.

2004

Funding 2004-2019
In 2004 HCASA received ongoing funding under a service agreement with the Minister for Health
(and Wellbeing). In total $5,487,523 has been provided as funding for the South Australian peak
health consumer organisation since its establishment (non-indexed and excluding fee-for-service and
GST). In 2018/19 value this was approximately $6.3 million worth of funding over the 15-year period.
1 July 2004-30 June 2007
• $160,000 for 2004/2005
• $160,000 for 2005/2006
• $160,000 for 2006/2007

Subsequent funding under service agreement until 30 June 2019
1 July 2007 -30 June 2010
• $300,000 (excluding GST) for 2007/2008
• $320,000 (excluding GST) for 2008/2009
• $320,000 (excluding GST) for 2009/10
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1 July 2010 – 30 June 2013
• $357,000 (excluding GST) for 2010/2011 plus an amount of $50,00 for office fitout and an
additional $44,000 (excluding GST) rental allowance
• $357,000 (excluding GST) plus indexation for 2011/2012 plus an additional among of
$54,940 (excluding GST) rental allowance
• $357,000 (excluding GST) plus indexation for 2012/2013 plus an additional amount of
$56,850 (excluding GST) rental allowance plus an amount of $5,171 for the Equal
Remuneration Order
1 July 2013 – 30 June 2016
• $370,762 (excluding GST) for 2013/2014 plus an amount of $14,200 (excluding GST) for
the Equal Remuneration Order
• $431,921 (excluding GST) for 2014/15 plus an amount of $22,954 (excluding GST) for the
Equal Remuneration Order
• $431,921 (excluding GST) plus indexation and an amount of $31,813 (excluding GST) for
the Equal Remuneration Order for 2015/16
1 July 2016 – 30 June 2019
• $440,559 (excluding GST) plus an amount of $41,519 (excluding GST) for the Equal
Remuneration Order for 2016/2017
• $440,559 (excluding GST) plus indexation plus an additional amount of $56,760 (excluding
GST) for the Equal Remuneration Order for 2017/2018
• $440,559 (excluding GST) plus indexation plus an additional amount of $62,035 (excluding
GST) for the Equal Remuneration Order for 2018/2019
Table 1: HCASA Service Agreements Funding - 2004-2019

Service Agreement
Period

Year

Base amount
(excluding
GST)

Service Agreement
2004- 2007

2004-2005
2005-2006
2006-2007
2007-2008
2008-2009
2009-2010
2010-2011

$160,000
$160,000
$160,000
$300,000
$320,000
$320,000
$357,000

2011-2012

$357,000

2012-2013

$357,000

Service Agreement
2013 –2016

2013-2014
2014-2015
2015-2016

$370,762
$431,921
$431,921

Service Agreement
2016 – 2019

2016-2017
2017-2018

$440,559
$440,559

2018-2019

$440,559

Service Agreement
2007 - 2010
Service Agreement
2010 –2013

Additional amount
(excluding GST) &
excluding fee for
service projects

Running total
(excluding GST
& Indexation

2020 equivalent
amount

$160,000
$320,000
$480,000
$780,000
$1,100,000
$1,420,000
$1871,000

$223,000
$223,000
$223,000
$381,000
$381,000
$381,000
417,000

$2,282,940

$486,000

$2,701,961

$486,000

$3,086,923
$3,541,798
$4,005,532

$403,000
$461,000
$461,000

$4,487,610
$4,984,929

$456,000
$482,000

$5,487,523

$489.000
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Service Agreements
2004-2007
The inaugural Service Agreement 2004-2007 outline the following key services and deliverables to
provide a statewide service as;
Policy and System Advocacy
• The formulation of policy on issues relevant to metropolitan and rural health consumers
where it can be demonstrated there was agreement by HCA Management Committee;
• System advocacy and advice for health consumers following policy development and in
response to emerging government and industry initiatives;
• Work with the Department of Health to implement the Department of Health Consumer and
Community Participation Principles and Action Framework, and
• Provide advice to government and public health services on the most appropriate and
inclusive ways to ensure consumers participate in the implementation of health reforms in
SA.
Consumer Nominee Programme
• Participate in the selection, induction and support for consumer and community
representatives serving on government and non-government health related committees and
working parties.
Consumer and Community Representatives Protocol
• The formulation and adoption of protocol to govern consumer and community
representatives serving on committees and working parties, and
• Provide advice and support to newly established health boards establishing consumer
participatory mechanisms.
Health and Community Services Complaints Legislation
• Information to health consumers on their rights under the new legislation;
• Participation in the development of the Charter of Health and Community Services Rights,
and
• Advice to HCS Complaints Commissioner and government on initial development and
operation of the Office.
Health Issues – Communication and Forums
• Hold educational workshops and informational forums for health consumers in metropolitan
and regional SA;
• Convene consumer consultations in metropolitan and rural/remote areas;
• Form close communication links with existing, regionally based mental health consumer
advisory groups;
• Convene educational workshops and informational forums with mental health consumers
from metropolitan and rural/remote areas, and develop a web page (in partnership with
Department of Health).
Organisational Development
• Implementation of the recommendations from the evaluation of the first 12 months of the
Health Consumers Alliance.
Service Provision Principles
• Consistent with First Steps Forward and the health reform priorities, and
• Consistent with the principles in the Consumer and Community Participation Framework for
Action.
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Subsequent service agreements until 2019
2007-2010
The 2007-2010 Service Agreement expanded these key services to include the provision of broader,
proactice communication mechanisms including regular ebulletins and newsletters to inform
consumers and the community on health issues and consumer participation. It expanded the
growing role and expertise of HCASA to include the provision of system advocacy and advice for
health consumers and to inform policy development and response to emerging government and
health section initiatives. Building consumer networks, developing relationships with the broader
health and community sectors and establishing networking opportunities for consumers were a few
focus and the inclusion of a key priority to provide mechanism for mental health consumers was
seen as integral to the organisation’s emerging role.

2010-2013
The 2010-2013 Service Agreement cemented the role of HCASA to:
“operate as the peak body for health consumers in South Australia, providing a respected and
informed consumer voice and promoting health consumer participation in health planning and
policy development, and individual care and treatment , with the aim to improve the wellbeing
and health of all South Australians and, in particular, the health outcomes for disadvantaged and
vulnerable health consumers.”
It established new priorities including providing information, advice and consumer input to:
• State government health plans, reports inquiries, legislation, and policy proposals through
formal submissions and presentations and
• Provide input into key policy initiatives that impact on South Australia health consumers
including
o Safety and quality
o Health prevention and promotion
o New models of care
o Mental health
o Culture and workforce
• Expanding broader consumer and community stakeholder access to promote health literacy
and to inform health policy and planning
• Build a range of consumer resources including; fact sheets, guides, toolkits, education
resources and a library.

2013-2016
The 2013-16 Service Agreement, increasingly acknowledged HCASA as the evidence-based, expert
health consumer voice peak body in South Australia:
“It will build the capacity of South Australia health consumers to support effective partnerships
between consumers and health care providers and organisations and all levels of health care
provision, planning and evaluation.”
“It will provide strategic policy advice to the Minister and SA Health, promoting the unique
perspective of health consumers, generated from evidence informed practice to enhance
statewide planning, effective policy making and service development, and evaluation of health
service performance.”
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“ It will assist SA Health to achieve safe, high quality, consumer centred health services consistent
with the SA Health Care Plan, the Australian Safety and Quality Framework for Health Care,
national Safety and Quality Goal 3: Partnering with Consumers, and the national Safety and
Quality Standards.”

2016-2019
In its final Service Agreement 2016-2019, HCASA priorities included the provision of broad strategic
and representative consumer and community engagement as the peak consumer and community
advisory body for Transforming Health:
“The Transforming Health Peak Consumer and Community Advisory Committee through HCASA,
will work with the Local Health Network Governing Councils , and Consumer and Community
Advisory Councils/Groups, and the Health Advisory Councils to consult with consumer
representatives and communities to be the key mechanism for enhanced consumer and
community consultation and engagement in Transforming Health.”
HCASAs service provision principles were to:
•
•
•
•

•

Continue to address the need for health consumers to have a strong, independent and
effective voice
Collaborate with others interested in health consumer issues to develop alliances and
partnerships
Facilitate the promotion of greater public discussion about health priorities, services and
relevant legislation
Focus on equitable distribution of health resources to achieve population health outcomes
that contribute to improving the health and wellbeing of disadvantaged and vulnerable
health consumers
Ensure services are accessible to all health consumers allowing for culturally specific
assistance to people from Aboriginal and culturally and linguistically diverse backgrounds,
and vulnerable consumers.

HCASA Staff and Board Members 2002-2020
Staff members (in alphabetical order)
Margaret Alexander
Bert Brown (SACOSS)
Jenni Carr
Tracey Daniels
Jo Fildes
Julie Holloway
Sam Laubsch (ED)
Margaret Merrilees
Pam Moore (SACOSS)
Diane O’Neil
Sarah Sangua
Phillipa van Warmelot
Lindsey Webb
Lou Zollo

Duncan Bainbridge
Sheila Brown
Louise Carrol (EO)
Dan De Siilva
Maria French
Diana Hopkinson (EO)
Mark Loughhead
Kathy Mickan
Cecelia Moretti
Julia Overton (CE)
Karen Shepherd
Vanessa Vowles
Emma Whilloughby

Bernadette Barrett
Michael Brown
Lee Chilarski
Teresa Duncan
Annette Hine
Sue Jarrad
Liz McCarthy
Stephanie Miller (CE)
Charlotte Mudge
Trevor Parry
Helen Smith
Mandy Watson
Allison Willis

Emily Blackman
Heidi Callins
Michael Cousins (CE)
Angelina Edwards
Ellie Hodges
Ellen Kerrins
Annette McInerney
Daisy Miller
Emma Murphy
Jane Prince
Suzanne Tume
Gihan Wattegamaarachchi
John Wishart (SACOSS)
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Board members (in alphabetical order)
Monika Baker
Marg Brown
Lyn Carmac
Alice Clark
Kim Davidson
Angelina Edwards
Desmond Ford
Tony Gwynne-Jones
Debra Kay (C)
Keith Kranz
Meg Lewis
Belinda McLeod-Smith
Dianna Neale
Wayne Oldfield
Karen Richardson
John Schneider
Stephen Thomas
Cyone Whiting

Victoria Bedford
Diana Bell
Mary Buckskin
Jessie Byrne
Brenton Chappell
Margaret Charlton
Valma Clift
Olivia Corso
Rob Dempsey
Mark Diamond
Janine Engelhardt
Barbara Erichsdotter
Bev Freeling
Gary Goland
Marie Heartfield
Anne Johnson
Amanda Keenan
Ellen Kerrins
Paul Laris (A/C)
Tony Lawson (C)
Jane Marshall (C)
Joseph Masika
David Moffat
Nadia Moffett
Richard Nelson
Stephanie Newell
Allan Patching
Debra Petrys
Charlie-Helen Robinson
Antonio Russo
Lindsay Simmons
Nina Siversten
Roslyn Udy
Tina Wakelin
Note: data incomplete for 2003-04

Danny Broderick
Dimitri Calantzis
Roslyn Chataway
Truus Daalder
Rachael Earl
Jane Fisher (C)
Elaine Golding
Chris Jones
Vic Kollosche
Bob Leahy
Valerie McKeown
Pam Moore (C)
Lareen Newman
David Rankin
Phil Saunders
Tom Steeples (C)
Lynda Whiteway

Staff and Board at Closure 30 September 2020
Staff
•
•
•

Julia Overton, Chief Executive
Allison Willis, Principal Adviser of Policy & Strategy
Bernie Barrett, Project Support

•
•
•
•
•
•

Paul Laris, A/Chair
Barbara Erichsdotter, A/Deputy Chair
Mark Diamond, Secretary and Public Officer
Victoria Bedford, Treasurer
Stephen Thomas, Board Director
Lynda Whiteway, Board Director

Board

Strategic Directions
Evolving purpose
HCASA’s final Strategic Directions 2017 - 2020 were signed off by the Board on 24 October 2016,
following consultation with members and other stakeholders between April and October 2016. Sixtyfour individuals representing members, organisational members and stakeholders provided
feedback and advice to HCASA through an online survey held in April and May 2016.
Six key informant interviews were also conducted with executives and leaders in the health sector.
The results informed the Draft Strategic Directions 2017 – 2020, prepared by the Board and HCASA
staff. HCASA members provided valuable feedback on the draft document during the September
2016 member’s forum. Member feedback was also invited through an online forum and are outlines
in the Summary of 2016 Strategic Directions Consultation.
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HCASA Vision and Mission
Our vision: Consumers at the centre of health in South Australia
Health consumers are people who use, or are potential users of health services, including their
family and carers.
Our mission: To engage consumers and health services to achieve high quality, safe, consumercentred care for all South Australians.
• We seek to promote and strengthen the voices, wellbeing, rights and leadership of health
consumers.
• We advocate that consumer engagement policy and practice is embedded across the SA
health care system. This includes public, private and non-government health service
providers.
• We believe that consumer engagement results in better planning and policy making. This
leads to better health outcomes and community wellbeing.
2012 marked HCASAs ten-year anniversary. To mark that occasion and the growing expertise and
focus of the organisation, HCASA consulted with consumers, community groups and stakeholders to
develop its first Strategic Directions 2012-2016.

Strategic Directions 2012-1016
HCASAs 2012-2016 Strategic Directions outlined the following key directions:
1. Health equity and rights
We work with health consumers, communities and other stakeholders to promote health
equity and rights.
2. Policy leadership and systemic advocacy
We are policy leaders and provide systemic advocacy to inform, shape and sustain consumer
centred care.
3. Engagement and partnerships
We lead health consumer and community engagement and collaboration.
4. Organisational strength and innovation
We develop the people culture, systems and resources to be an effective and thriving
organisation.

Final Strategic Directions 2017 – 2020
The 2017-2020 Strategic Directions outlined the following key directions:
1. We lead health consumer engagement across all levels: individual, service and system.
Outcome: Consumers influence health at all levels.
2. We lead systemic advocacy and policy to shape consumer-centred care.
Outcome: Consumers inform health policy, planning, design, delivery, measurement and
evaluation.
3. We provide information, learning and development to build the skills of consumers and
health services.
Outcomes: Consumers have access to accurate health information.
Consumers and health services have the skills to effectively partner.
4. We develop our people, culture and systems to be an effective and thriving organisation.
Outcome: Health consumers have an effective, thriving and sustainable organisation in South
Australia.
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“Through HCASA training, mentoring and networking I have learned
how to be an effective Health Consumer Advocate. They have given
me the confidence to speak up and the authority to speak out so that
health service providers will listen to what I have to say and improve
the care they provide.” Consumer Advocate
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3. Constitution
Structure & Governance
As an incorporated association, Health Consumers Alliance of SA Inc has been governed and
controlled by a Board elected by HCASA's membership. As a not-for-profit organisation, we are
recognised by the Australian Charities and Not-for-profits Commission (ACNC) as a Health Promotion
Charity.
HCASA’s members outlined in the constitution included health consumers and health consumer
organisations. HCASA as a consumer-led organisation was guided by its Constitution, currently 2017.
The Board comprises a Chairperson, a Deputy Chairperson, Treasurer, Secretary and six Board
members. Of the up to 10-member Board, seven are elected directly by the full membership at a
general meeting. The other positions are known as "sector representatives" and the Board may
appoint up to three members with suitable sector experience, knowledge or expertise. The
Chairperson and Deputy Chairperson are elected directly by the membership, while the Treasurer
and Secretary are appointed by the Board.
Board members are appointed for a two-year term with the option of extension. At the conclusion of
HCASA we have a small, but energetic and committed staff team and Board who worked to support
our members and Consumer Advocates and ensure there has been a strong consumer voice in the
planning, delivery, review and monitoring of health services in South Australia.

Constitution: Versions and Changes
2002

The constitution was established in 2002.

2004

Amended 13 October 2004.

2008

Amended 26 November 2008 to make it more readable and accessible to members.
In doing so some of the content has been condensed and some will be moved to organisational or
Board policy. The changes also reflected the change from a Management Committee to a Board that
was part of an evolutionary process resulting from the maturation of HCASA as an organisation.
Definitions were included and the objects reduced to assist with the readability and to make it
clearer about the purpose of HCASA.
Membership changes were also made to allow for more inclusive membership and recognise that an
organisation at a starting point of involving consumers in their decision making processes will make
valuable contributions to the consumer movements, along with those that were previously named,
who are at the point where they have consumers on their highest level decision making structure.
There were also changes to reflect the evolution of the governance structure from a Management
Committee to a Board.

2010

Repealed and replaced 4 November 2010
The amendments included: expanded definitions; amended and expanded objects (to become a
Public Benevolent Institution with Health Promotion Charity status); tightening and clarifying of
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membership types to ensure the Alliance was maintained as a consumer organisation; clarifying
rules and processes including new and renewal membership applications, resignations and
suspensions and the expulsion of members; updating the section relating to the Board to ensure it
was in line with the relevant Act; adding a new section regarding The Seal; and clarification about
the different types of General meetings.

2015

Repealed and replaced 23 November 2015
The amendments included providing clarity to:
•
•
•
•

Subclause 6.1.5 regarding membership for former employees and
Subclause 6.1.6 regarding membership for current employees and
Subclause 7.2.1 regarding the positions within the Board
Clause 6.8 Subscriptions and fees

2017

Rebranded with the new HCASA logo in 2017 but with no changes to the content.

Membership
Individual members
HCASA’s mission was clearly to engage consumers and health services to achieve quality, safe,
consumer-centred care for all South Australians. Membership with HCASA ensured consumers and
organisations could demonstrate their commitment to strengthening the consumer voice in South
Australia. The membership fee structure was revised in 2019 to reflect the loss of its core funding
from 1 July 2019. Individual and organisational membership fees increased and where previously
services provided by HCASA would have been covered by core funding, this was no longer the case.
In these changes, HCASA was mindful of the need to increase fees and the potential prohibitive
nature of increased fees to individual consumers.
HCASA called upon health consumers and consumer organisations in South Australia to actively
contribute to its strong voice in informing health policy, planning, research, service delivery and
evaluation for health consumers in South Australia and nationally. HCASA welcomed and
encouraged membership, to assist the organisation towards a new sustainability.
The benefits of individual membership includes:
• Voting rights at the HCASA Annual General Meeting*
• Nomination of HCASA Board members (including self-nomination)*
• Participation in HCASA-hosted events, forums and workshops
• Demonstration of a commitment to consumer-centred care and consumer engagement
• Public acknowledgement of membership of HCASA as a strategic partner
• Opportunities to participate in shaping HCASA’s priorities and Strategic Directions
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*indicated benefit of full membership (Associate membership was open to any individual who was
practicing or representing the role of a health professional, provider or for-profit interests and was
not eligible to vote)

Organisational members
The benefits of organisational membership included:
• Demonstrated commitment to systemic advocacy and policy leadership in consumer
engagement
• Public acknowledgement of the organisation's membership as a strategic partner
• Opportunity to strengthen this partnership through a Statement of Commitment
• Demonstration of the organisation's commitment to the principles and practices of
consumer-centred care and consumer engagement
• Submission of stories and consumer information to HCASA Consumer Advocates Network,
HCASA’s eNews, website, and social media platforms
• Participation in HCASA-hosted events, forums and workshops
• Voting rights at the HCASA Annual General Meeting*
• Nomination of HCASA Board members*
*indicated benefit of full membership (Associate membership was open to any organisation that was
a commercial for-profit health care provider, a government department, statutory authority, agency
or service provider and was not eligible to vote)

Individual and Organisational Members at Closure 30 September 2020
Individual Members at Closure 30 September 2020
Adam Monkhouse
Andrew Partington
Anne Bourne
Barbara Erichsdotter
Brad Chilcott
Carly Clyant
Christine Rake
David Ward
Diana Voss
Ellie Hodges
Gwyn Jolley
Jane Marshall
Jessica Byrne
Judy Smith
Kate Ireland
Leanne Galpin
Lynda Whiteway
Margaret Brown
Mark Diamond
Melissa Cadzow
Karen Foord
Natalie Hannaford
Penelope McMillan
Russell McGowan
Sandra Plew
Stella Barbier
Tony Van Vugt
Vikki Bedford

Alan Bevan
Anita Abarno
Anna Johnson
Barbara Rohde
Brenda Zeman
Catherine Petracco
Christopher Bain
Dean Fyfe
Don Piro
Enid Woodley
Heather Nowak
Jane Scarborough
Jessie Byrne
Jules Ferguson
Katherine Byrne
Linn Barelli
Lynley Jones
Margaret Chester
Mark Loughhead
Michael Whiteway
Nadia Corsini
Nitisha Lunawat
Phillip De Bondi
Ruth Walsh
Sarah Bray
Suze Hutchinson
Ursula Winfield
Wendy Butvilla

Alan Patching
Ann Lockett
Anne Mussared
Bec Paior
Brenton Chappell
Cecil Camilleri
Clare Shuttleworth
Deborah Bywaters
Sophia Matiasz
Eric Browne
Helen Edwards
Janine Callegari
Jill Arthur
Karen Pater
Kim Bleischke
Louis Vega
Vikram Madan
Marilyn Von Thien
Mark Parnell MLC
Michele Brunton
Narelle Gardiner
Paloma Wraith
Rebecca Langman
Sam Paior
Sarah Reece
Tina Wakelin
Usha Ritchie
Wendy Teasdale-Smith

Alison Marcus
Ann Smith OAM
Barbara Carlsen
Belinda Curtis
Bronwyn Ludlam
Cheryl Yeend
Danny Broderick
Debra Kay
Elias Kabura
Geoff Harris
Helen Mikolaj
Jeannette Routley
Jim Douglas
Karen van Gorp
Kristy Stapleton
Louise Miller Frost
Mandy Porter
Mario Corena
Mary Wing
Michelle Renshaw
Natalie Clark-Reynolds
Paolo Cardelli
Rod Smith
Samuel Gluck
Simone Louza
Tony Sangster
Vahid Azadegan
Yvonne Maher

Ana Teleki
Anna Sheppeard
Barbara Chappell
Bob Reissen
Brooke Bickley
Christine Barry
David Law
Deirdre Parsons
Elisabeth Hender
Greg Sharplin
Irene Ashley
Jennie Price
Joan Price
Karli Borresen
Lea Stevens
Lyn English
Marcie Durand
Marion Eckert
Meg Lewis
Moira Noonan
Natalie Fuller
Paul Laris
Ronald Bellchambers
Sandra Heydrich
Stacey Holst
Tony Lawson
Vanessa Owen

Brighton Day Surgery

Calvary Wakefield
Hospital
Health Translation SA
South Australian Country
Women’s Association Inc

Organisational members @ Closure 30 September 2020
ACH Group

Adelaide PHN

Cancer Voices SA In
Home Support Services
(HSS)

Carers SA
Lived Experience
Leadership & Advocacy
Network (LELAN)

Beyond – Kathleen
Stacey & Associates
Council on the Aging
Northern Adelaide Local
Heath Network (NALHN)

Cystic Fibrosis SA Inc
South Australian Health
and Medical research
institute (SAHMRI)

Women’s & Children’s
Local Health Network
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Partners & Stakeholders (include but not limited to)
Consumer and Community Organisations and Groups (examples)
Aboriginal Health
Council of SA Inc
Carers SA

ACH Group

South Australian Council
of Social Service
(SACOSS)
Mind Australia Ltd

SA Network of Drug and
Alcohol Services

Community Support Inc

Uniting Communities
Rural Doctors Workforce
Association SA
Office of Aging Well

Multicultural
Communities Council of
Sa Inc
Veterans’ Health
Advisory Council
National Rural Health
Alliance
Care Opinion Australia

Adelaide Pain Support
Network
Council on the Aging
(COTA)
Reconciliation SA

Mental Health Coalition

Cancer Voices SA Inc

Rosemary Bryant
Research Centre
Lived Experience
Leadership & Advocacy
Network (LELAN)
ShineSA

Diabetes South Australia

Disability Rights,
Advocacy and
Complaints Association
Cancer Council

Aged Care Rights
Advocacy Service Inc

Australian Medical
Association

Fay Fuller Foundation

Health Promotion SA

Health Partners

Growing Space

Neami National

Migrant Resource Centre
Sonder

Commissions/Commissioners
Australian Commission on Safety and
Quality In Health Care
Commissioner for Children and Young
People SA
Commission on Excellence and Innovation
in Health

Health and Community Service Complaints
Commissioner SA
Commissioner for Aboriginal Engagement

SA Mental Health Commission
Commissioner for Aboriginal Children and
Young People

SA Health Services
Minister for Health and
Wellbeing

Department for Health
and Wellbeing

Southern Adelaide Local
Health Network
(SALHN)
Riverland Mallee
Coorong Local Health
Network (RMCLHN)

Barossa Hills Fleurieu
Local Health Network
(BHFLHN)
Yorke and Northern
Local Health Network
(YNRLHN)

Country SA PHN

SA Ambulance Service

Statewide Eating
Disorder Service
SA Medical Imaging

Child and Mental Health
Services
SA Pharmacy

Women’s and Children’s
Local Health Network
(WCHN)
Eyre and Far North Local
Health Network
(EFNLHN)
LHN Consumer and
Community Advisory
Groups

Central Adelaide Local
Health Network (CALHN)

Drug and Alcohol
Services SA
SA Dental Services

BreastScreen SA

SA Cancer Service

SA Prison Health Service

SA Pathology

Flinders and Upper
North Local Health
Network (FUNLHN)
Country LHNs Health
Advisory Councils

Northern Adelaide Local
Health Network
(NALHN)
Limestone Coast Local
Health Network (LCLHN)
Adelaide PHN

DonateLife SA

Other Bodies
Health Performance Council
Australian Digital Health Agency
Australian Healthcare and Hospitals Association SA
Health Translation SA

South Australia Health & Medical Research Institute (SAHMRI)
Choosing Wisely Australia
Pharmaceutical Association of Australia
Australian Health Practitioner Regulation Agency (AHPRA)

State & National Health Consumer Peak Bodies
Consumer’s Health Forum of
Australia
Health Consumers NSW

Health Issues Centre Vic

Health Consumers Council WA

Health Consumers Queensland

Health Consumers Tasmania

Health Care Consumers
Association ACT
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“We health service providers do not really know what ‘good’ looks like ,
nor does our leadership recognise the importance or their role in building
the capacity of the organisation through consumer engagement.
Consumer engagement is not truly embedded in the SA health system nor
do we have services with true committment or ownership from leadership
or workforce.It will be a trainwreck without HCASA.” SA Health LHN
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4. Sentinel Projects
2012
HCSCC Charter of Rights
The Office of the SA Health and Community Services Complaints Commissioner (HCSCC) was
established in October 2005 as an independent statutory office helps consumers, carers and service
providers – this includes government, private and non-government health and community services –
to try and resolve complaints. Since its establishment, HCASA worked closely with the
Commissioner, and particularly, in the development of the inaugural Charter of Rights.
In 2012, HCASA partnered with the HCSCC in a project aimed to:
• Design and facilitate a process to inform and consult with
various target audiences regarding the HCSCC Charter.
• Produce a report on the process to be forwarded to the
Complaints Commissioner and the HCSCC Charter Project
Reference Group.
• Support consumer and community engagement in the
development of the HCSCC Charter in line with HCASA’s
Corporate Plan 2010.
The purpose of the project was to:
• Ensure the health consumer voice was heard in the
development of the HCSCC Charter:
• Engage with HCASA’s target audience to:
• Inform consumers about the development of the HCSCC
Charter.
• Involve consumers in order to ensure that their concerns and
aspirations are directly reflected in HCASA’s Charter response
to the Complaints Commissioner and the HCSCC Charter Project
Reference Group.
• Provide feedback to consumers on how they have influenced the development of the HCSCC
Charter.
In informing the development of the Charter, HCASA ran forums and focus groups with key
consumers groups including mental health consumers, consumer advocates and Carers SA to ensure
the Rights reflected the needs of all consumers, particularly those who experience health
disadvantage. Its Submission in Response to the Draft Charter of Health & Community Services
Rights was released in August 2010.
In 2014 HCASA and HCSCC partnered to run a joint workshop Becoming a Charter Champion and to
work more directly with consumers and carers to support and facilitate them to better understand
the role and significance of the Charter for health consumer advocacy and how to promote and use
the Charters Rights to inform their role and to frame questions and discussions with health service
providers, particularly leaders and policy makers in clinical governance.
The HCSCC Charter of Rights (www.hcscc.gov.au ) became the benchmark for the development of
the Australian Charter of Healthcare Rights developed by the Australian Commission of Safety and
Quality in Healthcare.
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2013
Establishment of Consumer Advocacy Network (CAN)
The Consumer Advocates Network was established in 2013 to better inform the consumer voice in
HCASA’s systemic advocacy and policy. HCASA Consumer Advocates had prioritised the need for
more support and networking opportunities in their growing role. The initial Terms of Reference
identified the role of the CAN as a community of practice and support group for HCASA Consumer
Advocates.
The CAN was been incorporated into the HCASA Strategic Directions 2012 – 2016 and the HCASA
Service Agreement 2013-16. The purpose of the HCASA CAN was to:
1. Develop a HCASA CAN Community of Practice (CoP)
2. Enhance and increase the effectiveness of our practice as health consumer advocates
3. Identify best practice ways of working together between consumers and clinicians
4. Provide opportunities for mutual support and learning and growth for consumers
5. Provide opportunities for collaboration on advocacy campaigns and projects
6. Provide feedback and advice to HCASA on consumer leadership, networking and advocacy
activities
7. Expand our advocacy evidence base
8. Provide a shared strategic and supported approach to increase our influence.
The HCASA CAN did not have decision-making role in relation to HCASA’s governance, policy and
advocacy, and management but provided invaluable experience, perspective, values and priorities to
inform the work, strategic directions, policy and practice of the organisation.
The first meeting was held on 14 March 2013. The Agenda included a round table discussion for
consumers to inform the new HCASA 2012-2016 Strategic Directions; developing a framework or
active consumer participation and the establishment of the Partnering with Consumers Advisory
Group. CAN meetings have been held quarterly since this inaugural meeting with 31 meetings being
held up to HCASA closure in September 2020. HCASA, at the time of closure, had 230 registered CAN
members.
Consumer Advocacy Network members have made a significant contribution to the work of HCASA
over the past eight years. As a virtual network, access to trained, experienced consumers who
provide advocacy support across broad health and community services and diverse roles and
responsibilities, has meant that HCASA has been well positioned to get almost real time feedback
and input into policy and project priorities and also to be able to link consumer advice and
suggestions to other key stakeholders. The CAN network has added credibility and legitimacy to the
work of HCASA.

SAHMRI Consumers in Research
Since 2013 and continuously up to 2020, HCASA, worked closely with the South Australian Health
Medical Research Institute (SAHMRI) to mentor and support its policy and practices for engaging
with consumers in research. This work, led by Tony Lawson and Debra Kay both in their roles as
HCASA Chair, resulted in HCASA working in partnership with SAHMRI to establish a partnership
agreement with SAHMRI to undertake a Consumer Research Project to identify the evidence base
for consumer participation in research and, into 2014, to develop SAHMRI’s inaugural Consumer and
Community Engagement Framework. The final Research Report: A Consumer and Community
Engagement Framework for the South Australian Health and Medical Research Institute was
published in June 2014.
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The purpose of the Framework was to demonstrate SAHMRIs
commitment to consumer and community engagement in health and
medical research. SAHMRI was an evidence-based organisation and
this Framework was based on the findings of a review of the
literature of existing evidence about how to best encourage
community participation in research, and the evaluation of this
Framework will contribute further to the evidence base.
Given this commitment SAHMRI established a Consumer and
Community Partnership Committee to lead the implementation of
the Framework. As part of this project HCASA recruited six consumer
advocate members to the Project Partnership Committee to ensure a
true codesign process. HCASA chaired the committee and the agenda
includes: promoting the statement of principles, one of which was
based on the understanding that those affected by research have a
right to be involved in research.
In 2016 (published in 2017) HCASA and SAHMRI published Integrating Consumer Engagement in
Health and Medical Research. SAHMRI has continued to develop strong consumer engagement and
participation in research policy and practices with the ongoing assistance and mentoring of HCASA
and Consumer Advocates.

“SAHMRI has joined forces with the Health Consumers Alliance of SA Inc (HCASA) to bring
researchers, consumers and community members together to tackle some of the greatest
health issues confronting us today.” SAHMRI

2014
Establishment of Consumer Advocacy Training
HCASA introduced consumer advocates training in 2014. This training offered a range of options for
consumers in South Australia to achieve our mission of Consumers at the Centre of Care in South
Australia. The purpose of the training has been to:
•

•

•

•

Provide consumer advocates with knowledge of the SA health system, its structure, funding
and governance model and the role of SA Health and the local health networks and
statewide services.
Provide them with an understanding of the principles of consumer engagement, levels of
consumer participation and the role of consumers in informing and influencing health
service planning and decision-making.
inform consumers about the important role consumer advocates can play in improving
health care and explained how consumers could work effectively with health services to
develop sound partnerships for shared decision-making.
The training also explained the National Standards and health services are required to
implement and evidence for accreditation in consumer participation. In short, the training
prepared ‘job ready’ consumer advocates with the information they needed to participate
with confidence and knowledge.

Over 400 Consumer Advocates in SA have been trained by HCASA and many of these consumers
remain active within consumer advocacy in both South Australia and nationally.
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2015
WCHN – leading to LHN consumer engagement frameworks
In 2015 HCASA worked in partnership with WCHN to undertake a
consumer engagement strategy project, the first LHN to implement
such a framework. This project would become the sentinel process for
patterning with Local Health Networks and other health and
community organisations to codesign, develop and implement
consumer engagement models across SA. As the Acting Manager,
Engagement and Partnerships. Mark Loughhead led this work.
The Strategy sought to strengthen WCHN organisational capacity,
culture and systems for achieving high quality and consumer centred
health care. It worked to ensure practices which enabled WCHN to
exceed requirements established under National Standards for Safety
and Quality in Health Care, in particular, Standard 2: Partnering with
Consumers. It recognised that successful implementation would
position HCASA and WCHN to be national leaders in engagement and in
achieving policy outcomes associated with consumer centred care,
public participation, health literacy and working with vulnerable
communities and children.
The appointment of a Director of Consumer Engagement at WCHN, Allan Ball, to work directly with
Mark Loughhead ensured a focussed process driven by codesign. In 2016 the first WCHN Consumer
Engagement Framework was released and in 2019 WCHN delivered its second Consumer
Engagement Strategy.
Objectives
1. Examine the evidence on innovation in consumer and community engagement in health
services, and its relation to health service engagement strategy development.
2. Consult with WCHN staff and identify existing WCHN engagement strategies and structures.
3. To model the practice of collaboration and consumer engagement and to ensure the project is
conducted in a participatory way to ensure relevant stakeholders (internal and external) are
consulted and engaged in the process where possible and appropriate.
4. Ensure effective communication strategies are implemented throughout the project to ensure
WCHN staff and stakeholders are aware of project aims, strategies, progress and outcomes.
5. Develop a Consumer and Community Engagement Strategy and Implementation Plan for WCHN.
6. Build the capacity of staff by preparing and implementing staff education programs on the
Consumer and Community Education Strategy.
Overview of Strategies
1. Engage with a range of stakeholders (internal and external) throughout the project.
2. Conduct a review of the literature to identifying innovating and leading practices and strategies
in consumer and community engagement in health services and strategy development.
3. Consult with WCHN stakeholders (internal and external) on options and models of consumer
and community engagement in health services. An iterative approach will be taken, including
key informant interviews, broader consultation with stakeholders and a Consensus Conference.
4. Draft a project report and an agreed Consumer and Community Engagement Strategy that is
innovative, identifies multiple strategies, harmonises with the WCHN strategic planning, is
reflective of community diversity and inclusive of the consumers and communities most
vulnerable to or affected by health conditions.
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5. The final report and Consumer and Community Engagement Strategy will be forwarded to the
Executive Leadership Committee and Governing Council for final endorsement.
6. Design and undertake staff and consumer education to enhance the knowledge, skills and
capacity of these stakeholders to achieve the aims of the Strategy.
This work went on to be replicated by HCASA working in partnership with the metropolitan LHNs
over a number of years with SALHN undertaking the process next and in 2018-19 NALHN and CALHN
the final LHNs to undertake this work. HCASA was mindful of the need to work with the then single
Country LHN however HCASA funding did not provide resources to undertake this work. HCASA
recognised a failing in its funding and service agreement model that meant direct support to the
rural and regional health network was not feasible. Ironically HCASA worked to address this with SA
Health just prior to hearing the news that it had been defunded in 2019.

2015

Mental Health
Over many years HCASA provided project support and advice to a range of mental health initiatives
and strategies.

Establishment of SA Mental Health Commission
The establishment of the SA Mental Health Commission was announced in October 2015. Dr
Stephen Christley, SAs former Chief Public Health Officer was appointed as the interim Mental
Health Commissioner. In November 2015 Stephen Christley met with HCASA to discuss his interim
role and what could be progressed in the time leading to the appointment of the ongoing
Commissioner. Engaging with South Australian consumers and carers to seek their views about what
the Mental Health Commission was recognised as a priority.
HCASA continued to work closely with the new Commission and in Jan 2016 offered to facilitate a
forum on behalf of the Commission, providing opportunity for consumers and carers to suggest and
advise on the work required going forward. The ‘What can the SA Mental Health Commission do for
you?’ Forum was held on Wednesday, 20 January 2016. 52 people participated, representing
consumer, carer, government, non-government, service delivery, clinical and research sectors.
HCASA’s role in the establishment of the Commission was in part, informed by and early piece of
work undertaken in 2008, with a contribution of funds from SA Health, HCASA, in consultation with
consumers with lived experience of mental illness, developed Mental Health Framework to provide
for multiple methods and platforms for consumer and community participation. The Mental Health
Task Force was established as a valuable first step in the exploratory process in the development of
this codesigned Framework. The purpose of the Framework was to build an independent community
voice on mental health and wellbeing in South Australia. This Framework lead the way for HCASA to
engage further with consumers and identify priority projects and strategies to improve the health
and care of people living with mental illness.

Young People and Mental Health
In 2015, HCASA and staff from the University of South Australia initiated talks with young people
(12-25) about their experiences of using mental health services in South Australia. The goal was to
make recommendations on how to build a mental health system that was better suited to the needs
of young people.
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During 2015-16, the outcomes of a youth mental health consultation
and research project undertaken during by HCASA in collaboration
with the Health Economics and Social Policy Group (HESPG) at the
University of South Australia produced the Final Report: Youth Mental
Health Consultation Report July 2016.
The aim of the project was to speak with young people about their
experiences of mental health care and hear their perspectives on how
pathways to care and service design could be improved. The project
highlighted a diverse range of views about the experience of care and
focused on participant’s suggestions and ideas of how services may be
better designed and promoted in the future.

2016
Chemotherapy underdosing
Over a period of six months between July – December 2014 during the consolidation phase of
treatment for Acute Myeloid Leukaemia five patients at the Royal Adelaide Hospital and five patients
at the Flinders Medical Centre received a daily dose of Cytarabine instead of a dose twice a day.
SA Health commissioned an independent review of the incident notification, management and
analysis of the incorrect dosing of chemotherapy for acute myeloid leukaemia (AML) at the Royal
Adelaide Hospital (RAH) and Flinders Medical Centre (FMC) in 2015. The Australian Commission on
Safety and Quality in Health Care undertook the review, the second review looking at these
significant incidents.
An Independent Review Into The Incorrect Dosing Of Cytarabine To Ten Patients With Acute Myeloid
Leukaemia At The Royal Adelaide Hospital and Flinders Medical Centre was completed and a report
with an Executive Summary and recommendations was finalised in November 2015. HCASA and
Cancer Voices SA were invited to become members of the independent review process and panel.
The independent review panel found that:
•
•

•
•
•
•

•

There was a serious failure of clinical governance at the RAH.
Staff had little or no knowledge of the Incident Management
guidelines and did not make an incident report in the Safety
Learning System (SLS) within the required time frame.
The health services did not provide sufficient education or
explanation of system response or policies.
Open disclosure was not well thought out or properly planned,
nor was the provision of additional support.
There was inadequate documentation of the process or
planned follow up.
Requests by patients/families for further information were not
responded to quickly nor was there a process for reporting
back to them about changes that had been implemented.
The issue of compensation was poorly managed.
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As a response to the findings of the Independent Report, a Select Committee of the Legislative
Council was established to inquire into and report on the chemotherapy dosing errors at the Royal
Adelaide Hospital and Flinders Medical Centre. HCASA and Cancer Voices SA, as members of the
Independent Review Committee, made a submission to the Select Committee.
In 2016 HCASA recruited consumer advocate members to the newly established SA Chemotherapy
Prescribing Governance Committee. This committee was a statewide committee on chemotherapy
prescribing was to be established, reporting to the SA Medicines Advisory Committee (SAMAC), the
most senior medicines committee in SA Health. The role of the committee was to ensure a statewide
process for the review of chemotherapy prescription templates, source protocols and decision
support tools. This committee has been a vital part of establishing new clinical governance
structures for cancer care in South Australia.

Oakden Older Persons Mental Health Service
The Oakden - A Shameful Chapter in South Australia’s History-A Report Independent Commissioner
Against Corruption (ICAC) (2018) some 312, pages was prepared as a consequence of an
investigation carried out by The Hon Bruce Lander QC, into potential serious or systemic
maladministration in public administration associated with the Oakden Older Persons Mental Health
Service (Oakden Facility).
The consumers who resided at the Oakden Facility were some of the most frail and vulnerable
persons in our community. They were obliged to live in a facility which could only be described as a
disgrace, and in which they received very poor care. The report highlighted systemic failings in
processes and oversight that allowed the events at the Oakden Facility to occur for more than a
decade largely without intervention.
Key findings:
•

•

•

Findings of maladministration have been made against five
individuals and the authority responsible for the facility
(Northern Adelaide Local Health Network -NALHN).
Senior people, including Ministers and Chief Executives, who
were responsible by virtue of their office for the delivery of care
and services to the consumers at the Oakden Facility, should
have known what was going on but did not. However, the
evidence does not support a finding of maladministration in
respect of any of them.
Mr Lander has made 13 recommendations-these and the report
should be considered by all public officers in positions of
authority as there are salient lessons to be learned

HCASA oversight role:
HCASA supported the 13 recommendations made in the ICAC Oakden report and was an active
partner and member of the implementation and review of the recommendations of the Oakden
Report. HCASA was invited to be a key member of the SA Health Oakden Response Plan Oversight
Committee established in June 2017, with the purpose of implementing the six recommendations
outlined in the Oakden Report undertaken by the Chief Psychiatrist.
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The Oversight committee established six expert working groups to address each recommendation:
•
•
•
•
•
•

Statewide Model of Care group
New building group
New Staffing Model group
Quality and Safety governance group
Culture and Values for Leaders group
Restrictive Practices group

HCASA recruited numerous consumers and carers with capabilities to participate in each of these
groups, and associated workshops, interviews and surveys, focussed on achieving contemporary
services centred on consumers, their families and carers.
In 2017 HCASA partnered with NALHN on a project designed to put consumers at the centre of all
NALHN services and aligned with recommendation 11- that the role of the Consumer Advisor be
reviewed.
What happened at the Oakden Facility should never happen again. HCASA continued to advocate
and contribute to policy making at the health system level, to ensure that all health consumers
receive quality, safe, consumer-centred care.

2017
UniSA Professional Certificate in Consumer Engagement
The International Centre for Allied Health Evidence (iCAHE) at the University of South Australia
partnered with HCASA to co-design a unique Professional Certificate in Consumer Engagement.
The Certificate comprised the following courses: Best Evidence, Policy and Practice in Health,–
Application of Best Evidence in Health and Best Evidence, Policy and Practice in Health
It aimed to:
• Provide students with an overview of evidence and tools for consumer engagement in
health service governance, policy and practice and in clinical patient care
• Enable students to design a workplace project that incorporates best practice health
consumer engagement.
• The course content addresses the best research and frameworks for consumer engagement
in health service governance, policy and practice and shared decision-making in-patient care.
Course participants identify evidence-based policy and practice principles, reflect on and
challenge current practice and apply best evidence, and policy and practice frameworks, to a
model intervention to enhance health outcomes.
The course provided students with a mentored process of applying their learning about evidence
informed health consumer engagement in a workplace intervention and evaluating the intervention
reach and impact. The course was run as a self-directed learning project in which students used their
research evidence skills and knowledge of best practice health consumer engagement to develop a
successful business case for an intervention; conduct the intervention; evaluation the reach and
impact; and provide a report to management, with recommendations for future consumer
engagement.
On successful completion participants received a Professional Certificate in Consumer Engagement.
Unfortunately there was not enough demand in South Australia for the course to be offered on an
ongoing basis and the University closed the program.
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“Literally every formative piece of work that has lead the way for
consumer engagement in health in South Australia has been
undertaken by HCASA.” SA Health LHN
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5. Focus in last two years
Surgical Mesh (2017-2020)
In 2017, Health Issues Centre Victoria (HIC) initiated a public investigation into the unintended
injuries caused to thousands of women through the use of trans-vaginal mesh implants as the
preferred treatment for pelvic prolapse and urinary stress incontinence. This research has led to far
reaching reforms with changes to the information provided to women considering corrective
measures, the establishment of care pathways for injured women and changes to the risk rating
applied to mesh by the regulator of medical devices, the Therapeutic Goods Administration.
In May 2017 the Combined Health Consumer Councils Submission to the Senate Inquiry into the
number of women in Australia who have had transvaginal mesh implants and related matters. In
December 2017 a Joint Media Statement TGA: Action on mesh welcome but not enough was also
released.
In 2018 HIC conducted a public consultation to identify other patterns of malfunction in medical
devices and implants. This was a national consultation and the aim was to ensure that faulty devices
are removed from the market, and that consumers who have suffered injury are provided with
adequate care and remedy.
HCASA established the Transvaginal Mesh Consumer Advisory Group as part of the SA Health
response to this national issue. HCASA was part of the Transvaginal Mesh Executive Advisory Group
which provided oversight management to the South Australian response.
In June 2018 the combined health consumer councils of Australia published an Open Letter to the
Australian Commission on Safety and Quality In Health Care as a formal appeal from each state and
territory’s Pelvic Mesh Support Groups on behalf of all mesh injured women of Australia to
comprehensively address all of the their tabled recommendations.
HCASA and the SA Pelvic Mesh Consumer Support Group worked together to develop and host a
public forum to showcase the documentary, The Bleeding Edge. This forum raised the issue of the
potential devastating harm experienced by many patients and provided a discussion forum for
affected persons, health service providers, policy makers and the broader community. The
documentary, released by Netflix investigated the medical device industry and revealed how the
rush to innovate new medical devices has led to devastating consequences for patients, not the least
of which to many women, and an increasing number of men, with surgical mesh implants for a range
of health conditions. The documentary discusses mesh products (including pelvic mesh), as was
previously used to treat pelvic organ prolapse and stress urinary incontinence. In October 2018
HCASA released a Media Statement Government Response to Senate Mesh Inquiry.
The Combined Consumer Councils across Australia released a Joint Media Statement: Vindication for
mesh injured women: but suspend mesh until after audit results in March 2018.
HCASA joined with the other state and territory health consumer peak organisations to co-host
“Unfinished Business - A National Forum on the Impact of Mesh Implants”. The forum provided the
opportunity for pelvic and hernia mesh-injured consumers and carers to meet face-to-face with the
TGA (Australia’s medical device regulator), health authorities from each state, policy advisors and
clinicians across a broad range of relevant disciplines and to work on solutions to this ongoing crisis.
In 2019 a Standing Committee of the Parliament of South Australia – the Social Development
Committee – was referred terms of reference from the House of Assembly to inquire into and report
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on issues related to the Surgical Implantation of Medical Mesh in South Australia. In its inquiry and
report the Committee was to consider:
a. The number of people in South Australia adversely affected following the implantation of
medical mesh;
b. The benefits of establishing a South Australian register of mesh implant recipients, including
a prospective and retrospective audit, which includes the public and private hospital sectors;
c. Identifying the current role of South Australian medical practitioners in reporting medical
mesh associated adverse outcomes and the consequences of non-mandatory reporting;
d. Assessing the usefulness of current patient information provided prior to surgery, including
options for non-surgical treatment, possible adverse outcomes and fully informed consent;
e. The credentialing of medical practitioners conducting implantation and the removal of
medical mesh;
f. Identifying the extent to which there exists a need for physical and psychological support,
including family members, following adverse outcomes; and
g. Any other related matter.
In 2019 The Combined Consumer Councils of Australia released a Joint Media Statements A Duty of
Care or Buyer Beware and Vindicated! But Justice Not Deferred
In seeking submissions to the inquiry, HCASA worked closely to support women affected by surgical
mesh in South Australia to address their issues and personal experience of mesh to the Committee.
HCASA has continued to work with and support those affected by surgical mesh to actively raise
their voices and be heard by government policy makers to address the ongoing issues created by the
healthcare industry by mesh.

“HCASA has helped me find a place where my story can influence
health service providers and make a difference in changing poor
practice so my experience doesn't happen so someone else.”
Consumer Advocate
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Research Reports
Individual Advocacy Report
A 2018 HCASA survey, undertaken by Bernadette Barrett, then on student placement, found that
more than three-quarters of South Australian health consumers felt that their health care could have
been improved with the support of a health advocate. The complexity of the health system,
perceived lack of agency as consumers and carers, membership of a vulnerable or disadvantaged
group, and health literacy were identified as issues impeding best outcomes in health care.
Individual consumer advocacy involves supporting people to exercise their rights by providing
assistance to: voice concerns, access information, resolve issues or to identify available support
options.
A Report, Research into the need for an individual health consumer advocacy service in South
Australia Health Consumers Alliance of South Australia found that:
Health consumers who responded to the survey identified four common themes outlining in what
circumstances an individual health consumer advocacy service could best support them:
• Instances of consumers and carers feeling unsupported, not listened to by healthcare
professionals and helping to resolve issues
• Providing support for consumers navigating the health system and understanding
treatments and best options
• Helping navigate between specialist services, eg mental health, aged services and disability
support services (particularly for consumers with involuntary treatment orders)
• When a family member or friend is not available to help, and consumers do not have the
capacity to advocate for themselves
The Report made the following recommendations arising from the review:
• The establishment of an individual health consumers advocacy service in South Australia
• Multi-access service (phone, online and in-person) to cater to consumers across South
Australia, including those not able to physically access the service
• Services should be free or subsidised to be accessible for low-income consumers
• Advocates to be specifically trained to work with a wide variety of consumers including:
culturally and linguistically diverse (CALD) consumers, consumers from the LGBTQI+
community, consumers with mental health issues, aged persons, vulnerable groups, as well
as Aboriginal or Torres Strait Islander (ATSI) consumers
• Accessible services designed with disabled consumers in mind
• Options for long-term case management as well as issue-based advocacy
• Potential for expansion into LHNs to service consumers in their own communities
• Further research into the implementation of an individual advocacy service in South
Australia
As part of its planning, and in consultation with SACOSS who identified this as a priority, HCASA
developed a business proposal which outlined a model and costing for an individual health consumer
advocacy service in South Australia operated by Health Consumers Alliance of South Australia, as the
peak health consumer voice in South Australia. In light of the defunding it was recognised that the
current government would not support this proposal and this work did not progress.
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Managing Consumer Complaints Using a Quality Improvement Approach – a
Literature Review
In 2018, as a response to growing concerns about consumer complaints management processes,
HCASA published a literature review of best practice complaints management in health care
Managing Consumer Complaints Using a Quality Improvement Approach – a Literature Review
(2018). This review, lead by Allison Willis, Principal Adviser Policy and Strategy, was structured to
identify:
•
•
•

Evidence based research that responded to the key question in elation to current best
practice in managing consumer feedback and complaints to drive quality improvement
National and international frameworks, toolkits and guidelines currently implemented and
Evidence of successful strategies, measures and attributes of health organisations using
consumer feedback and complaints to drive quality improvement.

As a key report, it explores barriers to, benefits and enablers of and key strategies for consumer
feedback and complaints to drive quality improvement in health care and drive quality Improvement
through effective complaints handling processes.
This paper clarifies the critical role consumer engagement plays in improving the quality of care
provided by health care services. Active and meaningful consumer engagement requires a
transparent and accessible consumer complaints process to provide a valuable source of insight into
safety and quality related problems within healthcare organisations.

NALHN and CALHN Consumer Engagement Projects
During 2018-2019 HCASA was contracted by both NALHN and CALHN to undertake significant
projects to inform the development of their local Consumer Engagement Frameworks. The two
projects provided projects officers for both projects who worked with the leadership team, staff and
their Consumer Advisory Committees a to identify the needs and priorities and to codesign a
Consumer Engagement Framework consistent with the requirements to meet the National Safety
and Quality Health Service Standards, particularly Standard 1: Clinical Governance and Standard 2:
partnering with Consumers.
These collaborative projects were focused on developing a contemporary consumer and community
engagement strategy to enhance consumer-centred care and safety and quality across the Network
with the focus to further develop 1) organisational leadership and culture 2) governance, 3)
infrastructure, systems and capability and 4) capacity building of consumers and staff to position
consumers at the centre of health care.

SA Health Strategic Consumer, Carer & Community Framework
Projects (2019-2020)
In 2019-20 SA Health contracted HCASA to undertake two significant projects to codesign and
develop two statewide strategic frameworks that will influence the obligations and practices of
health services to ensure effective and meaningful consumer and community engagement in South
Australia into the future.
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SA Health Consumer, Carer and Community Engagement Strategic Framework
(2019)
Project Purpose
This Strategic Framework outlines the responsibilities of all SA Health staff to strengthen and
improve the practice of consumer and community engagement across South Australia. It identifies
SA Health’s position and values regarding the significance and value of partnering with consumers
and community. It provides a Strategic Framework to support LHNs and Statewide Services to meet
their national, state and local, legislative and standards responsibilities
Project Scope
In consultation with stakeholders, undertake a review and revision of the SA Health consumer and
community engagement suite of policies including:
• Framework for Active Partnership with Consumers and the Community (2013)
• Guide for Engaging with Consumers and the Community (2013)
And review accompanying resources principally including
• Consumer and Community Advisory Committee/Group (CACAC/CAG) Policy Guideline and
Toolkit (2015)
• Sitting Fees and Reimbursement for External Individuals Policy (2015)
• Partnering with Consumers eLearning Module (2015)
This work was cognisant of the parallel piece of work being undertaken by Aboriginal Health Division
SA Health on the SA Health Guide for Engaging with Aboriginal People (2013)
This Framework was consistent with the Health Care (Governance) Amendment Bill 2019
responsibilities of Governing Boards pertaining to consumer and community engagement including
s33 Governance and management arrangements
• 2(e)(iii) to prepare and review strategies to promote consultation with health consumers and
community members about provisions of health services
s33A Engagement Strategies
• 1(b) to promote consultation with health consumers and members of the community about
the provision of health services
• 2(b) to consult consumers and members of the community in the development of strategies
for them
• 2(b) to publish consumer and community engagement strategies in a way that was
accessible to the public
• 3(3) complete a review of a consumer and community engagement strategy within 3 years
after publication
Project Objective
• Review and revise the Framework in consultation with health service and consumer and
community organisations in line with current best practice
• Support the work of Local Health Network Governing Boards in their obligation to actively
partner with consumers and the community in the planning, decision-making, delivery and
evaluation of health services
• Support the development of mechanisms for the monitoring, evaluation and reporting of
consumer and community engagement
The Draft Framework was completed in August 2019 and at the time of writing this document, was
sitting with the Minister for final endorsement. Once endorsed this will be the first time an SA Health
policy has identified consumer outcomes, rather than service delivery outcomes, as its measure for
success.
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SA Health Consumer, Carer and Community Feedback & Complaints Strategic
Framework (2019-2020)
Project Purpose
In line with the Health and Wellbeing Strategy 2020-2025, the Framework aims to improve
community trust and experience of the health system supported by a safe and high quality feedback
and complaints management system that informs service improvement and minimises risk
The Framework outlines the responsibilities for all of SA Health to strengthen and improve
consumer, carer and community feedback and complaints management to drive safety and quality
improvement. It identifies SA Health’s principles, core values and goals around the importance of
consumer, carer and community feedback. The Framework supports DHW, LHN Governing Boards
and SAAS to meet national, state and legislative responsibilities and demonstrate transparency and
accountability to the public.
Project Scope
In consultation with stakeholders, undertake a review and revision of the SA Health consumer
feedback suite of policies including
• Consumer Feedback Management Policy Directive (Dec 2011)
• Consumer Feedback Management Policy Guideline and Toolkit (Dec 2011)
To Develop the
• Consumer Feedback and Complaints Management Strategic Framework
Aligned to the Australian and New Zealand Standards Guidelines for complaint management
in organizations (2014)
Review and make recommendations
• Independent Commissioner Against Corruption (ICAC) report on Oakden Older Persons
Mental Health Service Recommendation 11 – role of Consumer Advisors
Project Objectives
• Review and revise the Policy in consultation with Local Health Networks (LHNs) and
consumers in line with current best practice
• Support the work of Local Health Network (LHN) Governing Boards in their obligation to
actively seek and gain consumer feedback as part of their mandatory responsibility and
evidence for quality improvement
• Review and revise the Complaints Management Strategic Framework
The Draft Framework was completed by HCASA in August 2020 and at the time of writing this
document the draft was with SA Health for finalisation and endorsement.

SA Ambulance Service (SAAS) Consumer Engagement Project
In January 2019 SAAS contracted HCASA in a partnership agreement to establish a new Consumer
and Community Advisory Committee. HCASA worked in partnership with SAAS executive, staff and
consumers to support an enable them to demonstrate their commitment to the needs, values and
preferences of all South Australians requiring SAAS services, including those who use health and
community services and live every day with the consequences of the services they do – and do not –
receive.
Through this partnership, HCASA supported SAAS to embed consumer engagement, through the
establishment of a consumer advisory group (however named) to better establish effective
partnerships between SAAS and its members. HCASA provided training to SAAS consumers, staff and
leadership to better understand and explore options for consumer engagement within SAAS.
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HCASA used a capacity building, strengths-based approach to:
• Empower consumers to access more relevant information about their health and to take
control of their own health care
• Support SAAS governance and management to be informed and influenced by people with
lived experience
• Work with SAAS leaders and managers to drive and embed consumer engagement values,
knowledge, understanding, infrastructure and resources
• Support SAAS staff to work in different ways to transform organisational culture; articulate
and help to embed consumer-centred values and strategic focus
And to enable:
• Consumers to access the health care and outcomes they need, want and value
• Consumers to influence the design, delivery and value placed on health services
• SAAS staff to integrate consumer needs, values and perspectives in all they do
• SAAS staff to use consumer/patient-reported priorities and outcomes, including complaints,
to inform quality improvement
• SAAS policy makers to use consumer evidence to inform decision-making and give priority to
people who have the greatest need.
Stage 1: Recruitment, selection and nomination of Consumer Advocates for CACAC and other
governance committees
• Recruitment of Consumer Advocates for SAAS Consumer Advisory Committee
• Recruitment of Consumer Advocates for 5 additional SAAS governance committees
• Development of Consumer Advisory Committee Terms of Reference and Code of Conduct
• Mentoring and ongoing support for Consumer Committee
• Facilitation/support consumer/staff working together/partnering on Committee
• Strategic planning workshop with Consumer Advisory Committee to develop key priorities
• Development of Consumer Advocate Resources
• Consumer Advocate membership on HCASA Consumer Advocacy Network (CAN)
Stage 2: Provide Consumer and Staff Training
• Introduction to Consumer Engagement (1 Day) Training for all consumer Panel members
• Consumer Engagement: putting it into Practice (1 Day) Program for SAAS staff across all
levels and services
• Provide tailored training for Chief Executive/ Senior Management Staff
With the advent of COVID-19 several of the actions required restructuring to accommodate isolation
and social distancing. HCASA supported and attended online Consumer and community Advisory
Committee meetings and undertook online training for SAAS staff. As the time progressed it was
clear that face-to-face training would not be an option in the short term and HCASA provided a
recorded training package for SAAS to use for a period of three months. At the end of the project
timeline HCASA was able to provide face-to-face training with SAAS executive and senior teams
members.

HCASA Education
In 2019 HCASA revised and extended its training program topics and
calendar as a means to significantly extend the reach of consumer
advocacy training, establish a training program for health and
community service providers, expand the range of training and
professional development options for consumer advocates (including
skills based programs) and diversify income and extend the reach of
capacity building in health services to partner more effectively with
consumers.
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Consumer Training Programs
1. Introduction to Consumer Advocacy
This one-day training program was updated in 2018 for people interested in helping make health
systems and services better - improving care outcomes and patient experience. Consumers
attending this training received an overview of the Australian and South Australian health system,
were taught the skills and knowledge for becoming an effective consumer advocate and the benefits
of engaging with consumers and how this makes care better.

2. Consumer Advocacy and Leadership
This one day training program was introduced in 2018 and revised in line with consumer feedback in
2019. It was established for experienced consumer advocates or representatives who had
undertaken the Introduction to Consumer Advocacy course. Consumers attending this course had a
deeper dive into the health system and looked at the characteristics of power and influence and the
relationship between them. Consumers learnt more about the role of a leader and how to be a
leader in consumer advocacy and the relationship between effective leadership and change.

Mental Health Advocacy Training
In 2018 HCASA worked with the newly established SA Lived Experience Leadership & Advocacy
Network (LELAN) under the directorship of Ellie Hodges, and HCASA Manager of Consumer
Engagement Kathy Mickan, to develop a Mental Health Advocacy Training Program, to be run jointly
by LELAN and HCASA.

Health Service Provider Education Programs
In 2018/19 HCASA introduced a range of one-day training courses for
health professionals, service providers and researchers working in health
and community services across a range of settings and services. Two
courses were initially introduced - Consumer Engagement - How does it
work in practice? and Consumer Complaints Management- Hard to deal
with but why are they important?
HCASA also partnered with the Health Issues Centre (Victoria) to offer
the Graduate Certificate in Consumer and Community Engagement in
South Australia for the first time and partnered with Internationally
accredited IAP2 facilitator Barbara Chappell to offer the IAP2
Foundations in Public Participation in SA.
Setting a minimum standards in consumer advocacy and consumer engagement training was a huge
step in embedding consumer engagement in South Australia and will address a gap between
consumer expectations and professional knowledge. It acted to adequately prepare consumers
advocates for participating in governance and decision-making in health care and built the capacity
of service providers to partner effectively and meaningfully with consumers.
In 2019 trained consumer advocates were given an enamel lapel badge as
recognition of their training and to show that they are trained and play an
important role in consumer participation in improving healthcare and health
outcomes. HCASA hopes the practice of consumer advocacy training is
maintained as a minimum standard.
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1. Consumer Engagement - How does it work in practice?
This one -day course explained the meaning and importance of consumer engagement and what this
looks like in every day practice. The aim of this training was to provide health and community
services staff (clinicians, managers, policy-makers etc) who work across a range of health and
community settings and services with comprehensive information about their obligations and the
importance and application in practice of partnering with consumers. This course provided practical
information to support health services to actively and meaningfully engage with consumers and the
community in the planning and delivery of services.

2. Consumer Complaints Management - Hard to deal with but why are they
important?
This one-day course explained the importance of consumer feedback and how to effectively manage
it. Consumer feedback includes ideas, suggestions, complaints and compliments. There is increasing
evidence that consumers can recognise safety risks and incidents, some of which are not otherwise
identified by existing monitoring systems.
Consumer complaints can be a daunting experience for front-line staff who often are confused about
how to deal with complaints effectively and concerned about how complaints reflect on them
professionally. This training addressed those concerns and demonstrated how to move towards
using consumer complaints as a driver of quality improvement.

Accredited training – IAP2 and Grad Certificate
1. Graduate Certificate in Consumer and Community Engagement
The Graduate Certificate in Consumer and Community Engagement (10164NAT) is for health service
staff who work in the area of consumer engagement. The course provides staff with the skills and
knowledge to plan, implement and evaluate consumer engagement. They will also gain the skills to
work collaboratively and strategically alongside consumers, health services, government bodies and
other health-related organisations. The course is delivered over 4 full days.
The Health Issues Centre (Victoria) delivers the course on behalf of The Benchmarque Group, the
course aligned with and facilitated the implementation of the Australian Commission for Safety and
Quality Healthcare Standard 2: Partnering with Consumers. HCASA negotiated to run the course in
South Australia through the Health Issues Centre.

2. IAP2 Foundations in Public Participation
The IAPS Foundations in Public Participation was designed with the input of successful practitioners
who work with diverse populations and divergent circumstances throughout the world. The course is
divided into two modules, each focusing on one of the two major phases of public participation,
planning and techniques. Regardless of the arena in which the participant works, this programme
will broaden their toolkit, bring greater creativity to their approach, and give participants a broadbased understanding of how public participation works across the world.
This training was to be held over five days and broken up into two modules; The hands-on design of
this programme and the expertise of the IAP2 Federation Licensed Trainers ensure that participants
received the best public participation and community engagement training available globally. At the
end of this training, participants receive a certificate issued by the IAP2 International Federation.
This training was provided by Barbara Chappell as the IAP2 Federation Licensed Trainer, in
collaboration with HCASA.
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Care Opinion Australia – HCASA Registered Watcher
Care Opinion (formally Patient Opinion) is an independent site where anyone can share their stories
about their experience of care. The site covers health and aged care, and community services in
Australia, giving service users, their families and carers the opportunity to publish their personal
experiences, good or bad, of the care system. Care Opinion Australia was launched in 2012. Care
Opinion is a not-for profit charity. It operates on a subscription basis for Local Health Networks/
Districts and other health and community service providers to establish open dialogue for feedback
between consumers and the services. In Western Australia Care Opinion has been adopted as the
platform for WA Health services consumer feedback.
In mid 2019 HCASA met with Michael Grekko, the Founding Director of Care Opinion Australia, to
explore how Care Opinion and HCASA could work together in South Australia. HCASA also discussed
the option of SA Health actively supporting and utilising Care Opinion to increase its reach and
avenues for community feedback across the state.
Although SA Health made a clear decision not to subscribe to Care Opinion, it left it up to the Local
Health Networks to decide how they would or would not engage with feedback about them from
consumers using Care Opinion.
Members of the public anonymously post a story (positive or negative) on the website about their
experience with a local care service. Moderators review all posts to ensure they are not defamatory
for any member of staff.
• Care service staff can then be alerted when a story is posted about the service, ward, facility
or department that they are interested in.
• The organisation can then publish a response to the story on the website.
• The consumer or carer is then alerted to the organisation's response and the constructive
dialogue continues.
• Where appropriate, the care service provider can demonstrate whether a change has been
made as a result of the story posted on the site.
• People visiting the website are able to search and review all consumer/carer stories about
care services. Responses from relevant care organisations are also public. Visitors to the
Care Opinion website are able to see the number of people in the care organisation listening
to consumer stories.
HCASA became the ‘registered watcher’ of Care Opinion, which in effect, actively notified HCASA of
all consumer feedback and complaints made about health and community services in South
Australia. In South Australia, HCASA has monitored this feedback and proactively informed all
services of feedback and/or complaints received about them through Care Opinions as a means to
promote timely dialogue and early intervention and action by health and community services to
address any issues and also to acknowledge positive feedback.
In the main, HCASA’s process of advising organisations when a post has been made about them, has
been well received by service providers who have actively thanked HCASA for providing this bridge.
It has meant that service providers are able to make a decision about what action to take, early. As
much of the feedback is complimentary, it also provides service providers with some positive
feedback to share with relevant staff and use as a shared learning opportunity.
Care Opinion is increasingly being recognised and utilised by health, community and aged care
services, as a legitimate platform for consumers to provide feedback and for service providers to
actively and transparently engage with consumers in relation to their feedback. It ultimately
supports quality improvement processes. In WA Care Opinion is the government required consumer
feedback and complaints mechanism used by all WA Health services.
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Capacity & capability building across organisations and sectors
Health Insurance (Health Partners)
Health Partners is South Australia’s largest open health fund and has been providing services for
over 80 years. Health Partners, as a not-for profit organisation, is driven to perform solely for the
benefit of its members. They approached HCASA in early 2020 to discuss the implementation of an
inaugural members advisory panel. They were looking to establish a panel of Health Partners
members and sought HCASA’s input in assisting them to determine the role and function of such a
panel and how to establish them.
This was the first time that HCASA would be working with a health insurer. Internal discussions were
had in relation to whether this was within the scope of the organisation and how, if at all, this would
promote the rights of consumers in health.

Private Hospitals (Calvary Wakefield)
In 2019 HCASA was approached by Calvary Wakefield Hospital Group to recruit two consumer
advocates to its Safety and Quality committee. This followed on from a previous recruitment process
HCASA ran for them. HCASA met with key staff, leadership and clinicians, in an informal session to
answer their questions regarding consumer participation in Calvary. Two consumers were
subsequently recruited and HCASA was asked to develop a partnership proposal to assist Calvary to
establish consumer engagement to meet their obligations under Standard 1.

UniSA
In 2020 HCASA was approached by the School of Allied Health Sciences and Practice University of
South Australia, to support them to understand the process of consumer participation and establish
consumer codesign in the development of curriculum and other processes within and across this
newly established school of health science. HCASA drafted a partnership proposal to support the
establishment of a consumer advisory panel. In the end the School decided they would progress this
process internally.

Hospital Research Foundation
In 2018 HCASA began meeting with the Hospital Research Foundation to mentor and support the
Foundation to implement a consumer codesign process in; setting their funding priorities, providing
feedback to research and funding applications/proposals, as part of application selection and
evaluation and ongoing evaluation processes.

COVID-19 Response and Recovery
With the outbreak of the COVID-19 Pandemic HCASA quickly became aware that consumer
advocates were not being engaged in discussions pertaining to response and recovery strategies. In
March 2020 HCASA released a Position Statement on Consumer Participation During COVID-19 in
response to these concerns. HCASA utilised the support of CAN as part of its consumer and
community engagement strategies to; inform policy and decision-making; provide consumer
advocate feedback and response to key state and national health policy; inform strategic priorities
and provide rapid response to key issues.
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Consumer Engagement During COVID-19 Survey
HCASA quickly undertook an online survey was undertaken between 1 April and 6 April 2020. CAN
members were notified by email. It was recognised that not all consumer advocates will have been
aware of the survey if they were not checking emails during this time. Forty consumer advocates
sitting on current SA Health and other health and community services, responded to the survey. It
was however an opportunity to gather rapid response on feedback we were informally hearing from
consumers. The Consumer Engagement in South Australia during COVID-19 A Consumer Survey
Report April 2020 framed as a themes and trends analysis of the responses received.
Most consumer advocates identified that, from the commencement of the South Australian COVID19 response, their participation in ongoing committees had been cancelled. Many committees,
although moving to online platforms, offered little or no support to assist including consumer
advocate members to online access. Many consumer advocates were unsure whether the
committees had been cancelled or whether they were ongoing but had effectively excluded
consumer members.
When asked if their consumer advocacy role had been impacted by the early stages of the COVID-19
pandemic, 76% of consumer advocates stated that their advocacy had been impacted; 2% said it had
not; and 21% stated it was too early to tell or were unsure. Of those impacted, 70% identified that
their role on committee meetings had been cancelled with one consumer advocate stating that they
felt organisations and services were “too busy to include consumers in decisions.”
Whist it was recognised and acknowledged that some health services had continued to ensure
consumer advocate involvement and ongoing consumer advisory committees. Some services have
been forward thinking in enabling consumers to participate using online platforms. It was unclear
however whether these services are ensuring consumers are part of the COVID-19 decision-making.
The findings of this report prompted HCASA to convene the COVID-19 Consumer Reference Group.

COVID-19 Consumer Reference Group
HCASA convened the COVID-19 Consumer Reference Group
to provide a vehicle for consumer and community feedback
to government, health and community service providers
and policy makers on the experiences and concerns about
the impact of COVID-19 and the response strategies to
minimise this impact.
The Reference Group comprised over 20 trained consumer
advocates with lived experience across broad communities,
including vulnerable communities who are more likely to
experience health disadvantage. Their experience was
particularly relevant during the COVID-19 pandemic, that
necessitates rapid and changing policy decisions and
protocols at systemic levels, which may inadvertently
overlook or under assess the unique needs of vulnerable
individuals and communities.
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The COVID-19 Reference Group supported health and community services through;
•

•
•
•
•
•
•

Rapid response feedback to requests for consumer input into COVID-19 policy, resources,
strategies and implementation to ensure maximum impact and effectiveness for consumers
and communities
Advising on COVID-19 service gaps and access concerns for vulnerable individuals and
groups
Supporting SA Health to develop information and messages that the public will understand
work with consumer peak body
Broad ranging dissemination of COVID-19 resources and public messages (including from the
Minister and SA Health)
Supporting consistent messaging to individuals, communities and the public
Promoting health literacy and change behaviour about COVID-19 to individuals and the
community
Feedback on the effectiveness of the health system response by consolidating multiple lived
experiences of health care consumers into system issues that SA Health and other
government agencies can then respond to in a timely and effective manner.

The Reference Group met fortnightly via Zoom to discuss key issues arising in the community and
through government reporting from April to June to be able to provide rapid feedback to
government, health and community services and the public.
The Reference Group provided the following Reports and Tip Sheets:
•

•

•

•
•

Report 1: 22 April 2020
o Consumer engagement during Covid-19
o Telehealth response
o Access to COVID-19 services
o Concerns about emerging aged care COVID-19 protocols
o Inconsistent public reporting about COVID-19
Report 2: 6 May 2020
o COVIDSafe App – issues with technology; privacy; misuse; misinformation & consent
o Consumer support for the expansion of Telehealth
o Consumer recommendations
Report 1: 10 June 2020
o COVID-19 recovery - issues concerning community concerns and how they will be
addressed; return to workplace issues
o Consumer recommendations
Involving Consumers in COVID-19 Response and Recovery Tip Sheet (April 2020)
Using Telehealth During COVID-19 Tip Sheet (May 2020) developed in collaboration with Dr
Chris Moy (President - AMA-SA) and Country SA PHN

Position Statements
During 2019-2020 HCASA focused on developing a new suite of position statements to better
contextualise consumer engagement in South Australia and as a call to action to health service
providers to implement best practice consumer and community engagement and participation.
These position statements remain current and HCASA hopes that, in the absence of a heath
consumer peak body in South Australia, health and community services, and key stakeholders and
champions, will continue to promote and revise these statements to ensure they remain
contemporary.
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HCASA Position Statements include:
1. Consumer Centred Health Care in South Australia (updated Aug 2020)
2. Consumer and Community Engagement in Health Care (updated Aug 2020)
3. Working with Health Consumer Advocates and Representatives (updated Apr 2020)
4. Consumer Sitting Fees and Cost Reimbursement (updated Aug 2020)
5. Joint Statement HCASA HCSCC Health Care Rights Driving Consumer Centred Care in South
Australia (updated Sept 2020)
6. HCASA Raise the Rates (updated Sept 2020)
7. HCASA Uluru Statement (Updated Sept 2020)

Submissions & Consumer Response Reports
A significant component of HCASA’s systemic advocacy and policy role has been to ensure and
promote the consumer voice to influence and shape government and health policy. In its final two
years HCASA made formal submissions to more than twenty state and national policy drafts. To
ensure that consumer voices are heard, HCASA conducted consumer surveys, focus groups,
workshops and informal meetings and interviews to gather consumer perspectives and responses to
these submissions.
HCASA consulted the Consumer Advocates Network, broader consumer stakeholders and mailing
lists, consumer and community organisations and groups and the members of Consumer Advisory
Committees across South Australia. A cross section of HCASA Submissions in the past few years
include (but are not limited to):
1. Joint Submission to the Senate Inquiry into the number of women in Australian who have had
transvaginal mesh implants and related matters (May 2017)
2. HCASA Consumer Response to the Draft Australian Charter of Health Care Rights (Nov 2018)
3. HCASA Submission to SA Health on the feasibility of trialling a model of mandatory
assessment and/or treatment for those at extreme risk associated with severe substance
dependence (Feb 2018)
4. HCASA Response to the Review of the Restraint and Seclusion in Mental Health Services
Policy Guideline and Associated Documents (Apr 2018)
5. HCASA Response to Therapeutic Goods Administration Consultation Paper: Prescription
strong (Schedule 8) opioid use and misuse in Australia – options for a regulatory response
(Feb 2018)
6. HCASA Submission on the My Health Record Senate Inquiry Consultation Paper (August 2018)
7. HCASA Submission to the Parliamentary Committee on Occupational Safety, Rehabilitation
and Compensation- Inquiry into Workplace Fatigue and Bullying in South Australian Hospitals
and health Services (Jan 2019)
8. Response to the SA Health Consultation – Draft Clinical Communication and Patient
Identification Clinical Directive (Jan 2019)
9. Response to Therapeutic Goods Administration Consultation – Proposal to introduce a
Unique Device Identification (UDI) system for medical devices in Australia (Jan 2019)
10. Response and Recommendations to the Select Committee on Matters Relating to SA
Pathology and SA Medical Imaging (Feb 2019)
11. Response to Therapeutic Goods Administration Consultation– Changes to a number of
definitions and scope of medical device regulatory framework in Australia (Feb 2019)
12. Response to Therapeutic Goods Administration Consultation – Medical Device Cyber Security
(Feb 2019)
13. Response to the Draft South Australian Clinical Genomics Plan 2022 (Apr 2019)
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14. Response to the South Australian SA Health: Health and Wellbeing Strategy 2019-2024
Summary Framework for Consultation (Apr 2019)
15. Response to the Advance Care Directive 5 Year Review (May 2019)
16. Consultation Report on the Draft NSQHSS Standards aged Care Module (Jul 2019)
17. Consumer Response to the Commission on Excellence and Innovation in Health Discussion
paper – role and purpose of the commission (Aug 2019)
18. Response and Recommendations to the Select Committee on Health Services in South
Australia (Aug 2019)
19. HCASA Consumer Submission to the Parliamentary Standing Committee: Social Development
Committee Surgical Implantation of Medical Mesh in South Australia (Sept 2019)
20. HCASA Consumer Response to the Draft Wellbeing SA 2020-2025 Framework (Dec 2019)
21. Joint Statement on the Amendments to the Health Care (Governance) Amendment Bill (2019)

HCASA Consumer Engagement Awards 2019
In 2019 HCASA sought to recognise health services that were implementing sustainable processes
for engaging with consumers though Consumer Engagement Awards. These were awarded at the
AGM. A focus was on organisations demonstrating innovative practices and policies to meaningfully
engage with consumers in true codesign at the earliest stage of service development. Several
awards were also given to consumer advocates who showed strong leadership locally and nationally.

Recipients
In 2019 HCASA presented awards to several individuals and organisations for their commitment and
excellence in the area of consumer engagement in South Australia.
Consumer Advocate Awards
In recognitions of health consumer advocates who work tirelessly in partnership with health and
or community services to improve consumer experience and health outcomes

Melissa Cadzow

Health Professionals Partnering with Consumers Award
In recognition of a health professional’s commitment to partnering with consumers in codesign
to ensure effective, targeted service delivery to best meet their individual needs
Consumer Engagement in Health Governance Award
In recognition of a health services commitment to partnering with consumers in codesign,
delivery and evaluation of services throughout the establishment
• Health Services Recipient
For the proactive establishment of Consumer Partnerships to ensure co-design of strategic
planning and identification of key priorities for action of the Statewide Clinical Network
Steering Committees
• Disability Services Recipient
A social enterprise that supports families and people with disabilities in South Australia
to plan for and self-manage their NDIS through independent support coordination.
• Aged Care Services Recipient
For the co-design and development of its ‘Good Lives Vision’ that shapes how they design,
deliver and evaluate the impact of their services on the lives of their customers
Partnering with Consumers in Research Award
In recognition of a commitment to partnering with consumers in the research sector with a focus
on creating better lives through research, this Institute explores how we can apply better care
and health outcomes across the lifespan and develop self-care and care solutions to improve
people’s quality of life
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Consumer Advocate Awards 2020
In August 2020, in recognition of the many Consumer Advocates who have supported HCASA and
worked to ensure the consumer voice in healthcare planning and decision-making in South Australia.
At its Special General Meeting, the last meeting of members prior to the closure of HCASA, the
Board and staff acknowledged the commitment with Consumer Advocate Awards for twenty
Consumer Advocates who had tirelessly supported the vision and mission of HCASA.

Consumer Advocate Recipients (in alphabetical order)
Irene Ashley
Margaret Chester
Jules Ferguson
Jane Marshall
Tony Van Vugt

Victoria Bedford
Chris Christensen
Gwen Jolley
Julieanne Martini
Louis Vega

Kim Blieschke
Mario Corena
Elias Kabura
Penelope McMillan
Diana Voss

Katherine Byrne
Marcie Durand
David Law
Tony Sangster
Lynda Whiteway

Consumer Experience Survey 2020
As its last piece of work with South Australian consumers, HCASA undertook the South Australian
Health Consumer Experience Survey 2020 to provide a snapshot of consumer feedback regarding
their experience with healthcare in South Australia. We hope and anticipate that this data will be
used to better inform health services to partner with consumers in improving health care. We hope
also that this survey can be undertaken as an annual review of health consumer experience in the
absence of a health consumer advocacy peak body in South Australia.
The Survey was undertaken between 1 July and 31 July 2020 using Survey Monkey as an online
platform. 156 consumers across SA undertook the survey.
The survey comprised of the following sections;
• Section 1: General information
• Section 2: Health Care Experience
o Most recent healthcare experience
o Overall healthcare experience in the last year
o Communication
o Partnering with consumers in own care
o Meeting consumer needs
o Cultural safety
• Section 3: Making a Complaint
• Section 4: Consumer Participation
This Survey Report is our final piece of work with health consumers in South Australia.
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“ HCASA has been my mentor, adviser, educator and support
network. Every opportunity I have had, to participate in health
service planning and development, has come through HCASA.”
Consumer Advocate
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6. Income diversification strategies
Budget announcement - 4 September 2018
With the budget announcement of defunding in September 2018 HCASA immediately initiated
communications with the Minister, the Opposition and SA Health Chief Executive to clarify the
context in which this decision was made and the avenues and options available for a reversal of this
decision and future options for income diversification if this was not successful.
The Treasurer and Minister continued to state that defunding of HCASA was an election promise but
this statement was not in fact correct. The Hon Steven Wade The Minister for Health (now Health
and Wellbeing) announced:
"With the establishment of 10 governing boards for the state's health networks, the focus of
consumer engagement will shift to the Local Health Networks as governance is devolved to the
boards. Accordingly, grant funding for the Health Consumers Alliance will be discontinued from 1
July 2019".
At the Legislative Council (Tuesday 18 September 2018) the Minister responded to questions about
the defunding:
“The government is withdrawing central funding from the Health Consumers Alliance. The fact of
the matter is that the Health Consumers Alliance already receives project funding from local
health networks, and the government believes that, as we devolve management of health services
to the regions, it also makes sense to devolve consumer engagement to the regions.”
“Statewide collaboration in relation to consumer engagement will be driven by the networks.
Health Consumers Alliance has expertise in this area and, I believe, is well placed to undertake
funded project work for local health networks. The alliance is a membership organisation and yet
less than 1 per cent of its income comes from its membership fees. I do not believe it is healthy for
a consumer advocacy body to be so reliant on centralised funding. I trust that the changes will
promote accountability and strengthen the consumer voice.”
The underlying premise in this thinking is that, by implementing consumer engagement strategies,
the need for systemic advocacy is diminished. The flaw in this thinking is that consumer engagement
and advocacy are one and the same. This is fundamentally incorrect. It fails to recognise that whilst
consumer engagement strategies, provide effective tools for consumer participation, systemic health
consumer advocacy provides evidence-based consumer representation in health policy and identifies
system-wide trends, issues and risks. In the absence of systemic advocacy this additional oversight
will be missed, with potentially catastrophic outcomes for individuals and collective groups. HCASA’s
annual budget allocation from the SA Government was $500,000. It is around 0.008% or one twelve
thousandth of the SA Health budget for the current year.

Negotiations with SA Health, Local Health Networks and Stakeholders
The Minister advised HCASA that, given the decentralisation of governance to the regions, it should
negotiate with the Local Health Networks to seek funding through partnerships, projects and fee for
service. The most significant obstacle to such negotiations was that the new LHN Governing Boards
did not come into being until 1 July 2020…and HCASA funding ceased 30 Jun 2020! The capacity to
negotiate with the Local Health Networks, who were in a significant period of flux and in waiting for
the commencement of a new governance system, meant that no decisions could or would be made
to support HCASA.
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Local Health Networks, who had predominantly received support from HCASA at no cost, were now
being asked to pay a fee for service and LHNs were clear that they did not receive any increase or
allocation of funds to meet this new cost. The Local Health Networks were also clear that the
primary role of HCASA was systemic policy and advocacy, LHNs already funded projects with HCASA
at a local level (such as the developed of Local Consumer Engagement Frameworks).
The LHNs argued that it was not their role or responsibility to fund statewide policy and advocacy.
HCASA found it difficult to disagree with this position, and indeed, HCASA was clear that the
predominance of its systemic role sat with supporting SA Health at a statewide level.
The following is an overview of the communication (letters and meetings) HCASA initiated with
government, Department of Health and Wellbeing, Local Health Networks, other peak bodies and
stakeholders, to resolve this issue and reinstate and/or renegotiate funding options before 30 June
2020.
Negotiations with Local Health Networks, SAAS and other stakeholders (letters, meetings and
options for partnership agreements)
Sept2018

PHNs

May2019

CALHN

Oct2018

CALHN

Jun2019

The Hospital Research
Foundation
SA Health Allied Health
Research
Rural Health Workforce
(Country Health)
Health Translation SA

SAHMRI
Nov2018

Medicines & Technology
Programs SA Health
Health Translation SA
CSAPHN Primary Health
Care Committees

Dec2018

Commission on Excellence
and Innovation in Health
Home Support Services

WCHN

Country SA PHN

Health Partners

SA Pharmacy

Health Translation SA

Nursing and Midwifery
Office
Flinders Upper North LHN

Australian Dental
Association (SA)
Eyre and Far North LHN

Aug2019

Registry of Older
Australians
SAAS

Feb2019

Country Health

Mar2019

Local Government

Sept2019

SA Health Country SA
PHN Allied Health
Research
Country Health
SAHMRI
Health Translation SA
Aged and Community
Services Australia

Dec2019

Jan2020

ACH

CEIH

Apr2019

Commission on Excellence
and Innovation in Health
Life without Barriers

SAAS

NALHN
Jan2019

The Hospital Research
Foundation
Wellbeing SA

Letter to new Governing
Boards re Strategic
Partnerships
ACH Group

DASSA

Jul2019

Nov2019

Executive Directors of
Medical Services
Riverland Mallee Coorong
LHN
Wellbeing SA

Health Translation SA
Mar2020

AHPRA

Apr2020

WCHN
Commission on Excellence
and Innovation in Health
The Hospital Research
Foundation

CALHN

Oct2019

Allied Health, SA Health

Uni SA

May2020

Statewide Services
Wellbeing SA
Uni SA
NDIS
NALHN
Adelaide PHN

Jun2020

Australian Commission on
Safety and Quality in Health
Care
Health Partners

Aug2020

LHNs Partnership proposal of
an annual levy
AHPRA
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Negotiation with SA health (letters and meetings)
Sept2018

Oct2018

Nov2018
Dec2018

SA Health Contract
Manager x2
Minister for Health and
Wellbeing
Health Contract Manager

Feb2019

Sept2019

Apr2019

SA Health Contract
Manager
SA Health Deputy Chief
Executive
SA Health Palliative Care

May2019

Chief Medical Officer

Feb2020

SA Health Deputy Chief
Executive
Safety and Quality
Division, SA Health
SA Health directed LHNs
to work with HCASA
under a fee-for-service
basis
Letter to Minister

Wellbeing SA

Chief Public Health
Officer

Mar2020

Letter to Premier

Mar2019

Commission on
Excellence in Innovation
in Health
SA Health Deputy Chief
Executive
SA Health Division
SA Health Contract
Manager x 2

Jun2019

Oct2019

A/Chief Public Health
Officer
SA Health Chief
Executive Officer
Health Contract
Manager

Shift from Service Agreement to Partnership Model
With the withdrawal of SA Health funding HCASA undertook a strategic planning process to identify
a new business model with funding diversification and fee for service product streams at its priority.
HCASA staff worked with Board, members, partners, consumers and interested community groups
and individuals to develop a new business model to generate revenue by negotiating service
partnerships with health and community services.
Through government funding, these organisations had historically received HCASA support at no
cost. Without ongoing funding this was no longer an option and HCASA had to go through a process
to determine its core services and identify an appropriate and sustainable fee structure.
HCASA was clear its legitimate relationship with both consumers and its strong role as a critical
friend to health service providers would inform what services were needed and seen as a priority in
SA. In doing this HCASA understood its best approach had and should continue to be, a capacity
building partnership model.
HCASA focused on:
• Development and implementation of a new business model
• Development and implementation of a new marketing strategy
• Development and promotion of key new product and services (including uptake of these
products by stakeholders/clients)
• New/sustainable networks and partnerships established
• Identification and establishment of new stakeholder relations (eg sectors and organisations
that have not previously been part of our network)
• Identification of new joint branding strategies
• Consumer (customer) engagement measures/research (HCASA collect this data as a priority
now)
• Direct fee for service/funding contracts achieved
• Other business opportunities that deliver financial opportunities and/or potential (including
local, state, national and international) opportunities for sustainable collaboration (financial
and other resources including in-kind and indirect funding)
• Naming rights and opportunities to seek sponsor support
• Others as identified during business planning
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New Model: Partnership Service Agreements
HCASA developed a Partnership Service Agreement and fee structure in
2019 as a means to work with health and community services (public and
private) to establish a fee for service funding model into the future.
Services outlined in the new partnership model included:
Consumer Engagement Strategies
Establish and maintain a Consumer Panel/Advisory Committee
a. Recruit consumers (advertising, interviewing and selection, training,
orientation/induction)
b. Develop Consumer Panel/Advisory Committee Terms of Reference
c. Provide Consumer training in engagement and advocacy (full day
training)
d. Provide mentoring and ongoing support for Consumer Panel and
individual members
e. Facilitate /support consumer/staff working together/partnering on
Panel
f. Facilitate annual strategic planning workshop with Consumer Panel to
develop Strategic Action Plans and key priorities
g. Develop a Consumer Panel Guide to working as a Consumer Advocate
h. Consumer panel membership on HCASA Consumer Advocacy Network (CAN)
Develop, implement and monitor an organisational Consumer Engagement Framework / Action Plan
a. Consult with leaders, managers, staff, consumers, families and stakeholders
b. Undertake an internal audit, gap analysis and service improvement
c. Develop organisational targeted strategies for consumer engagement aligned to relevant
sector/organisation standards/principles
d. Develop organisation specific Consumer Engagement Action Plan
e. Develop and implement an action plan outcomes measures/evidence tools
f. Develop and review of organisation consumer centric policy and procedure
g. Develop consumer feedback driven safety and quality improvement processes
h. Develop/review of consumer feedback/complaints mechanisms
i. Develop consumer engagement staff (ie designated position/s and/or whole of staff role)
j. Develop a Consumer Engagement Guide for; Managers, Clinicians, Care/support staff and policymakers.
k. Undertake an annual health consumer feedback survey and provision of a summary report
l. Undertake consumer engagement – staff/consumer awareness surveys
m. Gather consumer stories as a measure of consumer experience, safety and quality and a process for
advocacy and representation.
Develop & facilitate Consumer Engagement strategies, programs and projects to achieve organisational goals
Consumers
a. Establish a consumer register of interested consumers, families, carers etc
b. Facilitate and support for organisational development of Consumer Engagement programs/projects
c. Recruit consumer advocates for project/program committees/working parties/project committees
d. Consult with consumers for specific projects/programs including; focus groups, surveys, consumer
interviews and consumer stories/experiences (+ reports)
e. Facilitate consumer feedback on programs/projects (eg review and feedback consultations + reports)
Services/Staff
f. Support Consumer Advisory Councils, Health Advisory Councils and Community Service Advisory
Councils to partner with consumers
g. Support services/staff in implementing consumer engagement projects and programs
h. Act as a resource/mentor for services/staff in development and implementation of consumer
engagement projects/programs
i. Support staff in working effectively with consumers on committees/working parties
j. Support staff to consult with consumers eg Community Network/Partnerships/Focus Groups
k. Undertake and develop a workforce development strategy
Establish systems for consumer feedback/complaints to inform quality improvement
a. Review and make recommendations for consumer feedback and complaints handling mechanisms
consistent with consumer complaints strategic management framework
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b.

Review/develop standardization of complaints handling procedures/proforma and investigation
protocols
c. Develop/review consumer feedback/complaints reporting, reporting pathways, and
trend/pattern/risk analysis mechanisms
d. Provide strategies to raise awareness of consumer feedback/complaints processes with staff and
consumers
e. Develop mechanisms to improve
o Collection of consumer feedback and complaints
o Analysis of consumer feedback and complaints
o Actioning of complaints
o Communicating with complainants
o Actioning safety and quality improvements against complaints
Provide individual advocacy support
a. Provide individual advocacy support for consumers and the community by
o Directly advocating on behalf of a person or providing information and advice for that person so
they can self-advocate
o Linking a person with complaints management staff in the organisation who can appropriately
respond and address their concerns
o Linking a person with other relevant services which can assist them if they are not satisfied with
the outcome (eg health and community complaints services/regulatory bodies)
o Support a person to take formal action on matters related to a complaint against a service
provider
Consumer and Staff Training
Provide Consumer Training Programs
a. Provide Introduction to Consumer Engagement training program for all consumer Panel members and
on consumer register (6 hour – delivered as 1 day or 3x2 hour sessions)
b. Provide Engagement and Advocacy for Influence advanced leadership training program for
experienced consumer advocates (6 hour – delivered as 12 day or 3x2 hour sessions) (Introduction to
Consumer Engagement is a prerequisite for this program)
c. Provide Mental Health Advocacy and Leadership (HCASA/LELAN) training program (1-day course)
d. Provide skills-based programs (2hr programs)
e. Other programs tailored developed to meet the specific needs of the organisation
Provide Board/Executive Training Programs
a. Provide training programs to Governing Boards/Chief Executives/Senior Management Staff
o Principles and Practices for Effective Consumer Engagement (1.5hrs)
b. And other key topics (1.5-3hrs)
o Working in partnership with consumers in governance - service planning, development and
decision-making
o Consumer Participation in Safety and Quality
o Meeting Standards and Best Practice in Partnering with Consumers
o Consumer Reported experience and Outcomes – Measuring Consumer Engagement
Provide training programs to service managers/direct care staff/clinicians 1-day Professional Development
Programs
a. Understanding Principles and Practices of Consumer Engagement
b. Understanding Consumer Centred Care in Putting it into Practice
c. Consumer Feedback and Complaints Management driving Quality Improvement
d. Working in Partnership with Consumers in Health and Community Care
e. Measuring and Evaluating Consumer Engagement
f. Consumer Participation in Research for Researchers
g. Others tailored to service needs
Offer options for Accredited Training Programs (external RTO fee)
a. Graduate Certificate in Consumer and Community Engagement (2x2 days + Assessment) for Health
services/clinicians/managers and Consumer Advisors and Consumer Engagement Managers
b. IAP2 International Course - International Certificate (5 days) (3 + 2 days)
Accreditation and Service Excellence
Support operation and prepare for accreditation/service excellence against consumer engagement and
consumer centred care principles and standards
a. Develop an Evidence Report of compliance/meeting standards (eg NSQHSS, Aged Care Quality
Standards (July 2019), NDIS Quality and Safeguarding Framework) including review/analysis of
o Consumer Engagement activities aligned to Standards
o Safety and Quality Improvement Actions Reporting
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b.
c.
d.
e.

o Consumer Engagement reporting to consumers and community – complaints management
Undertake a Gap Analysis and recommendations (ie performance against Standards requirements)
Review organisational policy/procedure – against consumer centred principles
Develop consumer engagement/ action plan outcomes Report
Provide information sessions for standards committees/safety and quality committees/consumer
panel etc to prepare for accreditation

Establishment of HCASA Education
HCASA training for health consumers had been provided, at no cost to consumers or health services,
since 2014. A fee for training was determined and a training calendar with significantly increased
training dates commenced July 2019. Negotiations with Health Issues Centre Grad Cert Consumer
Engagement and Barbara Chappell – IAP2 international enabled HCASA to provide these two
additional certificate qualifications in South Australia with income for HCASA. HCASA was mindful of
transferring a cost to consumers and negotiated with health services to fund training for consumer
advocates they had recruited to work with their service. In most cases this was effective.
Whilst there was early interest and support for health service and health professional training in
consumer engagement and advocacy, health services continued to give feedback that they did not
have the funds to pay for staff to attend this training other than for key staff directly involved in
consumer engagement roles. Further, there was general resistance to having to pay for training that
had, over the previous 6 years, been provided free of charge. Health services failed to understand
that the outcome of defunding meant that HCASA had to attach a fee for service to all of the work it
had previously done to support health services.
HCASA also approached Country LHNs and other jurisdictions to identify the interest for a training
program to be run for staff and consumers in their region. Several Country LHNs were interested
with one country LHN being the first to organise a training day. Costs continued to be a sticking point
for Country LHNs and the cost of airfare and accommodation added significantly to the overall cost.
It should be noted however that the initial quote for the training was almost halved and HCASA
agreed to same day fly in and fly out to save accommodation costs. The overall return to HCASA was
not viable.
The fees set for each of the HCASA courses were significantly lower than other market courses and
professional development programs for health providers and clinicians in South Australia. Where
organisations requested a quote for a groups program at workplace, these programs were provided
at a minimal cost per participant with little income/profit margin for HCASA. The rational for this
decision was that this training was new and would need time to gain reputation and interest, and
the recognised reluctance and degree of resentment that HCASA was initiating a fee structure.
Although there was significant anecdotal interest in SA for Certificate level qualifications and training
in SA, this failed to precipitate once the two courses were made available. The majority of health
services were not prepared to pay for staff to undertake these qualifications and individual staff
were generally not prepared or able to meet the costs of these programs. The cost structure was out
of the control of HCASA as it was determined by Health Issues Centre, in the case of the Grad Cert
and in negotiation with Barbara Chappell, who generously reduced her fee to support HCASA. A
minimum number of participants were not achieved to cover costs for either qualification and they
were subsequently cancelled.
In the longer term HCASA Education had the potential to establish a credible calendar of growing
professional development and training programs. The fee for service nature of these programs and
the resources required to develop them meant this initiative, whist a sound long term strategy, was
not able to become a viable income source in the immediate short term.
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Consumer Advocate Recruitment - Fee for Service
HCASA established a fee structure for recruitment and selection in July 2019. This process included a
fee structure for;
• Advertising (in HCASA eNews, CAN, social media and community stakeholders network)
• Managing application process
• Support for development for an EOI
• Interview process
• Nomination for recommended applicants to the health service
• Successful application orientation program
• Consumer Advocate training
Whilst HCASA continued to receive regular and frequent requests from service providers to recruit
consumer advocates, as with the implementation of a fee for service model in all other areas of
HCASA income diversification, health services were resistant to agreeing to pay a fee, unhappy with
the cost when this had previously been provided at no charge, and continued to argue that they had
no funds to pay. Increasingly also, requests for advertising positions only were made.

Grants/Fundraising/Donations
HCASA undertook a consumer media and branding workshop with Essential Media to identify key
messages that resonated with the South Australian community and would act as a call to action for
consumers and communities to support HCASA, either with donations, membership fees or to lobby
government on its behalf. The Essential Media Report outlines these findings.
The viability of grants was strongly considered however many community service grants have strict
criteria and do not support applications for core funding nor organisations that do not have secure
core funding. Whist HCASA identified some significant potential projects consistent with its mission
that would support and promote better health and wellbeing for the public, the criteria for
application generally excluded HCASA from applying due to the lack of core/sustained financial
viability.
In November 2019 HCASA applied for a sponsorship/community grant with Peoples Choice asking for
a sponsorship grant to enable HCASA time to develop a new business model but the application was
not successful. In May 2020, HCASA wrote to South Australia’s top 100 companies asking for a once
off donation to support the organisation while it continued to work to diversify its income. Two
companies responded that they had community support programs. Neither was accessible in the
remaining timeframe of the organisation.

Other options
Fay Fuller Foundation
HCASA met in ongoing discussions between February 2018 and January 2019 with Fay Fuller
Foundation as part of both general discussions about the possibility of support and specific
application for the Fay Fuller Foundation Discovery Fund as part of their Discovery Grant Round
(including EOI and then Shortlisted applicant) and as a collaborator of the Fay Fuller Foundation
Grant with the Southgate Institute for Health, Society and Equity, Flinders University to continue
work on the Social Health Research Tool.
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Disability Sector
In early 2019HCASA met with key organisations and individuals in the disability sector to discuss
boosting Local Care Workforce program “Transition Assistance Funding” grant to explore whether
HCASA could look to deliver National Disability Insurance Scheme (NDIS) services and grow their
business as well as support the aims of the organisation through supporting health consumers at the
interface of health and disability. Ultimately determined that this was a long-term strategy.

Northern Territory PHN
The Northern Territory PHN instigated discussions with HCASA about their need for a peak health
consumer organisation in NT. Ultimately this was a long-term strategy only as they were not ready to
proceed and the HCASA constitution focus on SA as the core requirement would require revision.
Further, without core funding for SA it would be a significantly difficult proposition to increase the
boundary to include the Northern Territory.

COVID-19
COVID -19 clearly demonstrated that role of HCASA (and the other state and territory peaks) on the
national stage and the responsibility of bringing SA issues to national relevance. A most recent and
clear example of this role can be seen in the Consumer Position Statement on Ethical Issues Arising
from COVID-19 Pandemic, which acted to bring to the attention of the NHMRC’s Australian Health
Ethics Committee. The Committee then agreed to have consumer involvement in the development
of an ethics framework for pandemics/COVID-19. With this involvement, we then recruited a
consumer to a series of workshops re public health ethics, research ethics and clinical ethics to
develop case studies to illustrate the draft framework. Although this work was not focused on
attracting funding resources, it is not less clear evidence of the ongoing need for a peak health
consumer body in South Australia.
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“The closure of HCASA will see the loss of human centred design in
SA health system and true codesign of services. There will no longer
be any systemic advocacy at a proactive level that pulls together
consumer centred health policy and strategy to influence health
system codesign.” SA Health LHN
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The Future?
When the SA Government chose to cease funding to the Health
Consumers Alliance of South Australia (HCASA), it made the decision, that
independent systemic health consumer advocacy was no longer
necessary in South Australia. It must be stated that HCASA’s closure was
not due to lack of need for its support and services. The closure was
directly related to government withdrawal of funds.
Meaningful consumer engagement in health however, requires the
capacity of expert partners and critical friends to inform and support
health services to improve. A cultural shift is necessary to drive
sustainable change to the health system that truly responds to the needs
of the community and to position consumers at the centre of health.
HCASA has been the recognised peak voice for health consumers in South
Australia for almost 20 years. As expert partners, HCASA have worked
with consumers, health services and government to improve health
outcomes.
With the closure of HCASA on 30 September 2020, South Australia will be out of step with all other states,
which have government funded, independent and systemic peak health consumer organisations, regardless of
the governance arrangements between the State Health Department and Local Health Networks/Districts.
Internal systems within health services for monitoring compliance with minimum standards might tick some
boxes, but frequently fails to drive true cultural change and innovation. South Australia has recent experience
of the failure of its health system to achieve oversight transparently and accountably.

White Paper
In preparation and forward planning, HCASA met with consumers, community groups, health service
providers, government and state and national consumer peak bodies to begin to help to identify what gaps
would be created as a result of the closure and what priorities, immediate and long term, must be addressed.
To that end HCASA developed a White Paper – The Yellow Brick Road: a path to the future of health advocacy
in South Australia, which reviews the key principles underpinning best practice in health consumer advocacy
and explores a potential pathway towards a new model into the future.
The Paper uses the Wizard of Oz, as a metaphor for exploring a wicked problem, and considering the future of
health consumer advocacy in South Australia. It recognises that this path may experience obstacles,
encounter unlikely champions, and find new ways of understanding and solving the problems ahead. To be
successful, those who lead the way forward will need to be smart, show courage and above all have heart.
Health consumer advocacy is central to providing better opportunities for people:
• To access the health care they need and want
• To have greater control over their health and wellbeing
• To have greater access and equity for those who experience health disadvantage
• To demand and receive their health rights
• To improve their lives through improving their health
The obligation of health consumer advocacy is to strengthen the capacity of consumers and communities to
raise their voice, and for the health system, its services, researchers and innovators, to respond to their health
needs and continue to improve health care. This must be done with heart, health is a human service after all.
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Health Consumers Alliance of South Australia wishes to take this
opportunity to acknowledge and thank the health consumers and
communities of South Australia.
We acknowledge the many Consumer Advocates and Community
Representatives, who have given of their time, shared their experiences,
provided invaluable ideas and perspectives, and have informed and
influenced health planning, service delivery and policy to improve the
health experience of all South Australians.
Our Legacy:
Putting consumers at the centre of health in South Australia
www.hcasa.asn.au
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