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About SACOSS 
The South Australian Council of Social Service (SACOSS) is the peak non-government 
representative body for health and community services in South Australia, and has a vision 
of justice, opportunity and shared wealth for all South Australians. 

Our mission is to be a powerful and representative voice that leads and supports our 
community to take actions that achieve our vision, and to hold to account governments, 
businesses, and communities for actions that disadvantage vulnerable South Australians. 

SACOSS aims to influence public policy in a way that promotes fair and just access to the 
goods and services required to live a decent life. We undertake research to help inform 
community service practice, advocacy and campaigning. We have more than 80 years’ 
experience of social and economic policy and advocacy work that addresses issues 
impacting people living with poverty and disadvantage. 

SACOSS led the establishment of the Health Consumers Alliance of South Australia after 
receiving funding from the state government for the Healthy Voices project, and auspiced 
the Alliance in its early days. 

SACOSS has a membership base of around 200 people and organisations from a broad cross 
section of the social services arena. Members of our organisation span both small and large 
agencies, peak bodies, service providers, individuals, and some government departments. 

SACOSS is part of a national network, consisting of the Australian Council of Social Service 
and other State and Territory Councils of Social Service. 
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Summary 
Public involvement in the health system, through community and consumer engagement 
and participation, is vital for safe, accessible, appropriate and effective health care that 
meets the needs of all South Australians. The health system is a critical sector that people 
rely upon to live healthy lives – for health care, disease prevention, and health promotion. 
SACOSS sees it as vital to the wellbeing of all South Australians, and especially those living in 
poverty or disadvantage that the health system is accessible, high quality, and responsive to 
their needs. Robust public involvement opportunities that are inclusive of people with lived 
experience of disadvantage are necessary to achieve this. 

The Health Consumers Alliance closed in 2020, following withdrawal of state government 
funding, leaving South Australia as the only state without a funded, independent health 
consumer organisation (for the two territories: ACT has a health consumer organisation, but 
the Northern Territory does not). This project was funded by residual funds from the closure 
of the Health Consumers Alliance. The money was granted to SACOSS by the outgoing 
executive of the Alliance. This allowed the employment of a Policy Officer for 0.7FTE for 4 
months on this project.  

National and international grey and peer reviewed literature on public involvement was 
collected using Google and Google Scholar searches, and reviewed. Interviews were 
conducted with stakeholders, consumers, and other key informants. Initial potential 
interviewees were identified through professional networks, and subsequently snowball 
sampling was used, inviting people recommended by interviewees. A total of 50 people 
participated in the project, sharing their perspectives and experiences. 

In this report, we use the term public involvement as an overarching, inclusive term to 
capture consumer and community engagement, participation, and systemic advocacy in the 
health system. 

The main themes emerging from these interviews and the literature review included: 

- Interviewees were clear there was an urgent need to re-establish an independent 
public involvement in health body in South Australia.  

The critical gaps left by the closure of the Health Consumers Alliance include systemic 
advocacy at a statewide level, training, support, and networking for consumer advocates in 
the health system, support in developing consumer engagement frameworks and materials, 
and a source of information for consumers, community, and staff on consumer engagement 
and related issues. 

- COVID-19 is a good case study of the value of public involvement in health  

A dialogue with community is critical to maximise the effectiveness of public health 
measures such as restrictions and vaccinations, and to provide input into health system and 
government responses. Health consumer organisations in other jurisdictions undertook a 
range of activities related to the COVID-19 pandemic, including providing information to the 
public, informing health system and government responses, and seeking public involvement 
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and feedback. South Australia’s capacity to engage in such a dialogue was diminished 
because of the closure of the Health Consumers Alliance. 

- Equity and diversity in the voices of consumer and community advocates is crucial  

Equity and diversity in public involvement contributes to ensuring the health system meets 
the needs of those experiencing disadvantage or marginalisation, and contributes to 
reducing health inequities. There are challenges to achieving equity and diversity in public 
involvement organisations, and it needs to be intentionally prioritised in the way an 
organisation does business, and supported by the funding and funding agreement 
arrangements. Whole of health system change is required to achieve better equity and 
diversity in our public involvement structures and processes. 

- Public involvement bodies need to constantly balance the tensions between their 
different roles  

Public involvement bodies typically play an advocacy role and must be able to critique the 
health system, while also needing to appeal to funders and the health system to which it is 
providing services (sometimes paid services). Balancing these two roles is a “constant knife 
edge”, and is related to their need to defend the legitimacy of their voice, and seek 
coalitions with other community groups. There are clear power differentials between public 
involvement bodies, governments, health systems, and professional groups that are useful 
to articulate. 

- The health system can be difficult to interface with 

There are ten local health networks to engage with, who all work in different ways and have 
different priorities, as well as agencies such as Wellbeing SA and the Commission on 
Excellence and Innovation in Health Care, two Primary Health Networks, general practice, 
the dental sector, allied health, and private health. It is also important to consider public 
involvement in health and medical research. The health system can be very fragmented and 
siloed, and an independent public involvement body is well positioned to identify these 
gaps. 

SACOSS has also produced a policy proposals paper that builds on this discussion paper (pre-
release copy available here). 

 

  

https://www.dropbox.com/s/ihvvde4q8edcavn/Public%20Involv%20-%20Pol%20Prop%20-%202022.pdf?dl=0
https://www.dropbox.com/s/ihvvde4q8edcavn/Public%20Involv%20-%20Pol%20Prop%20-%202022.pdf?dl=0
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Introduction 
Public involvement in the health system, through community and consumer engagement 
and participation, and advocacy, is vital for safe, accessible, appropriate and effective health 
care that meets the needs of all South Australians.  

Consumer and community participation is when members of the community are able to 
contribute their perspective to health planning and delivery – ranging from consulting 
community members when designing a new program, through to structural opportunities 
for participation that gives communities the power to shape health services to ensure they 
meet the needs of the community (Baum et al., 2016).  

There is evidence that public involvement can improve access to care, quality of care, and 
health outcomes (Bath & Wakerman, 2015). Public involvement has been argued to be 
crucial during the COVID-19 pandemic (Marston et al., 2020), to improve acceptability and 
effectiveness of public health measures, reach communities experiencing marginalisation, 
mitigate harms from lockdowns, and ensure equity and cultural sensitivity are considered in 
public health responses (Mahmood et al., 2021; Marston et al., 2020).  

The health system is a critical sector that people rely upon to live healthy lives – for health 
care, disease prevention, and health promotion. SACOSS sees it as vital to the wellbeing of 
all South Australians, especially those living in poverty or disadvantage that the health 
system is accessible, high quality, and responsive to their needs. Robust public involvement 
opportunities that are inclusive of people with lived experience of disadvantage are 
necessary to achieve this. 

Terminology 

There is a lot of contested terminology around public involvement in health care that makes 
it harder to have a shared understanding of intentions, scope, meaning, and goals: in terms 
of consumer vs community, and in terms of participation vs engagement vs advocacy.  

Consumer vs Community 

Public involvement rooted in the primary health care tradition of the Declaration of Alma-
Ata tends to use the terminology of community. The World Health Organization’s 1978 
Declaration of Alma-Ata argued that primary health care “requires and promotes maximum 
community and individual self-reliance and participation in the planning, organization, 
operation and control of primary health care … [and] develops through appropriate 
education the ability of communities to participate.” This perspective argues for the need to 
empower individuals and communities to have control over their health care and 
determinants of their health.  

Similarly, the Aboriginal community controlled health sector emphasises ‘community 
control’, which can be seen as the most structural, comprehensive form of community 
participation, which the Australian Aboriginal community controlled health sector 
developed and implemented years before the Declaration of the Alma-Ata.  
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The concept of ‘community’ elicits arguments about how to define a community - whether it 
is geographic, based on ethnicity, or other characteristics, and thorny questions on how to 
achieve representation of the community. The benefits of the term, though, are that it seeks 
to be as inclusive as possible (whereas ‘citizen’ excludes non-citizens, and ‘consumer’ 
excludes people who do not currently use the health service), and emphasises solidarity in 
the collective, rather than seeking the input of individuals. 

By contrast, public involvement in health bodies in all states and territories, and the national 
body, use the terminology of consumer, e.g. The Health Consumers Alliance of South 
Australia, the national Consumers Health Forum, and the Health Consumers Council of 
Western Australia. This reflects their origins in a consumerist movement – with the first 
public involvement in health body (in the ACT) an offshoot of the Canberra Consumers 
Association that sought to focus specifically on the health system (Clough, 2018). 

Consumer participation focuses on seeking input from individuals, with a generally different 
agenda: safety and quality in health services, improvements in quality of care and service 
delivery, and reducing risk of adverse events (Johnson et al., 2006). Baggott and Jones 
(2014, p. 203) argue that while some people “recoil from the word ‘consumer’, because it 
implies a commercial or customer-oriented relationship with services“ alternatively the 
term “captures an active form of citizenship and is capable of representing a broader 
constituency of interest, not merely the narrow realm of individual customer preferences 
and choices.” 

Goals of public involvement 

The debate over consumer and community terminology shows how the goals of public 
involvement vary. They can be ‘utilitarian’ – improvements to the health system due to 
consultation with consumers, or ‘socially just’  – focusing on empowerment (Brunton et al., 
2017), such as how the Aboriginal community controlled movement is enmeshed in the 
struggle for Aboriginal and Torres Strait Islander sovereignty, and control over their health 
and determinants of their health.  

A similar conception that is often used is a distinction between instrumental participation, 
to achieve pre-determined agendas, versus developmental participation, which seeks to 
increase people’s control over their health (Morrissey, 2000). Dwyer (1989) adds a third 
goal: legitimation and compliance, where participation mechanisms are used, at least in 
part, to bring legitimacy to decision-making, and thus aim to improve compliance with the 
decision. 

Both utilitarian/instrumental and empowerment/development goals are valuable, and they 
are not mutually exclusive. Dwyer (1989, p. 60) notes of utilitarian service improvement 
goals: “while it focuses on benefit to the system, it is reasonable to assume that those 
benefits will flow on to consumers and the community.” 

It is not the case that consumer participation is solely focused on utilitarian outcomes, as 
health consumer organisations can and do undertake social justice advocacy, but there is 
perhaps greater alignment between consumer approaches that emphasise individuals, and 
the seeking of utilitarian outcomes from participation. Dwyer (1989, p. 59) has argued “the 



 

10 

implied focus on health care as a consumable product rather than on health as a state of 
being, a resource for everyday living, would tend to support narrower and less powerful 
forms of participation than might otherwise be.”  

Engagement vs Participation vs Advocacy 

Engagement and participation are largely used interchangeably, to mean loosely 
involvement in planning and service delivery. The use of ‘participation’ often appears to 
stem from the primary health care tradition rooted in the Declaration of Alma-Ata, whereas 
engagement may be used more outside of primary health care. 

One typology presents participation as a subset of engagement, where engagement can 
take three forms: information provision to a community, consultation of community 
members, and community participation, where participation is more active (Johnston, 
2010).  

Arguably, participation as a term promises more power and more active participation of 
members than engagement. The term engagement, as indicated by Johnston’s (2010) 
typology, could still be used when the role for members is more to receive information or be 
consulted on a pre-set agenda.  

Advocacy sits separately to engagement and participation. Engagement and participation 
are typically driven by the health system, controlled by the health system, and premised on 
a cooperative enterprise between members of the public and health decision-makers, albeit 
with power differentials involved. Advocacy is much more driven by actors external to the 
health system, to hold the health system to account, and lobby for changes in the health 
system (Dwyer, 1989; Gee et al., 2015). The Health Consumers Alliance of South Australia 
(2020b) argued 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” (p. 2). Baggott and Jones (2014), studying public involvement in health organisations 
in the UK, reflected that public involvement in health organisations are only one type of 
policy actor, and are unlikely to have significant influence on policy on their own, but could 
influence policy though coalitions. 

Advocacy can be collective, arguing for widespread changes, or it can be individual 
advocacy, to support a particular individual’s health care use. There is no individual health 
advocacy service in the state, with the Health Care Alliance of South Australia producing a 
report highlighting this gap (Health Consumers Alliance of South Australia, 2020a), and 
SACOSS unsuccessfully lobbying for the establishment of such a service in 2020. 

Public involvement 

This report uses the term public involvement as an overarching, inclusive term to capture 
consumer and community engagement, participation, and systemic advocacy. 

Public involvement terminology comes largely from UK literature, to differentiate on the 
one hand community and consumer input into health system decision-making and 
governance, and collective advocacy, from on the other hand ‘patient involvement’, which 
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concerns where patients are involved in decision making about their own care (Florin & 
Dixon, 2004). Public is a more inclusive term than consumers or citizens (which excludes the 
voices of non-citizens, who often struggle to access health care), avoids some of the fraught 
definitional issues of ‘community’, and locates involvement within a democratic ideal. It is 
not intended to convey a depersonalised view of engagement and participation that just 
relies on generic feedback from a “broader public”, but includes the intensive work 
conducted by and in support of communities and advocates in the system and encompasses 
the broad spectrum of advocacy, engagement, and participation possible in the health 
system. 

History of public involvement in health in South Australia 

South Australia’s record of innovation and pioneering in public involvement in health, and 
more recent changes to the landscape, are summarised in a timeline in Figure 1. 

Aboriginal community controlled health services have been pioneers in community 
participation in health services, and remain the most powerful model of public involvement 
in Australia (Freeman, Baum, Lawless, et al., 2016). There has been a strong Aboriginal 
community controlled health sector in South Australia since the 1970s, pioneered in SA by 
Nunkuwarrin Yunti, Pika Wiya, and the Aboriginal Sobriety Group (Members Map - 
Aboriginal Health Council of South Australia (ahcsa.org.au)). The peak body is the Aboriginal 
Health Council of South Australia (AHCSA), incorporated in 1981, currently with 12 
community controlled health service members (1 metropolitan, 11 regional) (Aboriginal 
Health Council of South Australia, 2016).  

Example: Pika Wiya Health Service Aboriginal Corporation 

The grassroots community efforts that established Pika Wiya Health Service Aboriginal 
Corporation mirror similar movements that led to the establishment of Redfern Aboriginal 
Medical Service and Central Australian Aboriginal Congress (in Alice Springs) in the 1970s: 

“Early in the 1970s a group of Aboriginal women met in Port Augusta. … [T]he women 
decided that Port Augusta needed a Medical Service for Aboriginal People. Neither the State 
nor Federal Governments were interested, but these women were determined to do 
something. The World Council of Churches in Geneva gave a grant of $30,000 and the 
service was born.” (Pika Wiya, 1999, in Taylor et al., 2006). 

Taylor et al. (2006, p. 44) go on to say “Participation [at Pika Wiya] occurs through board 
membership, through the process of defining needs and priorities, through involvement in 
health care programs and by providing feedback about service delivery. There has been 
strong, extensive and continuing community participation in the service as it occupies an 
important place in the community. It provides a base and infrastructure to support 
leadership and advocacy about health and related social and economic issues at a 
community, state, national, and sometimes an international level.” 

South Australia also used to have a vibrant network of community health services, which 
began in the 1970s, supported by the Whitlam national Community Health Program, which 
had a strong emphasis on participation (Dwyer, 1989). The centres were governed by 

https://ahcsa.org.au/members/members-map/
https://ahcsa.org.au/members/members-map/


 

12 

community boards, and had community input at multiple levels (Freeman, Baum, Jolley, et 
al., 2016). These boards were abolished in 2004, and the metropolitan services were 
organised into three regions each with their own board. In 2006, these new board 
structures were dismantled (Freeman, Baum, Jolley, et al., 2016). The community health 
services were subsequently heavily defunded and reoriented away from primary health care 
principles in the 2010s (Freeman et al., 2018). 
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1987  

Healthy Cities 
Noarlunga 
begins – health 
promotion 
with a strong 
emphasis on 
community 
participation 

1975 

Hindmarsh 
Women’s Health 
Centre 
established as 
part of a strong, 
community-led 
women’s health 
movement 

1988 

Four SA Health 
& Social Welfare 
Councils 
established 

1995 

Health & 
Social 
Welfare 
Councils 
defunded 

2001 

SACOSS Healthy 
Voices project funded 

2003 

Better Choices Better Health: 
Final report of SA Generational 
Health Review released 

2002 

Health 
Consumers 
Alliance of SA 
incorporated 

1973 

The Whitlam Federal 
Government launches a 
community health 
initiative, heralding an 
era of vibrant 
community health 
centres in the state, 
characterised by 
community boards and 
community engagement 
(inc. Clovelly Park, Ingle 
Farm, and Tea Tree 
Gully) 

2009 

Regional boards 
dissolved 

2020 

Health 
Consumers 
Alliance of SA 
closes following 
2019 defunding 

1978 

WHO Declaration of 
Alma-Ata codifies 
primary health care, 
including community 
participation 

 

  
  

   

Early 1970s 

First Aboriginal 
community 
controlled health 
organisations 
established in SA 
(inc. Nunkuwarrin 
Yunti, Pika Wiya) 

2013 

Recommendations from the 
Review of Non-hospital Based 
Services accepted, heavily 
reorienting the health system 
away from primary health care 
and community engagement 

1981 

Peak body 
Aboriginal 
Health 
Council of SA 
incorporated 

 

  
 

  
  

 
  

2019 

Decentralising 
of SA Health to 
LHNs with 
governing 
boards. LHNs 
begin to 
develop 
Consumer and 
community 
engagement 
frameworks 

2017 

Lived Experience Leadership & 
Advocacy Network founded 

1986 

National 
Consumers 
Health 
Forum 
funded 

2015 

Federal Medicare Locals replaced 
with Primary Health Networks, 
mandated to have community 
advisory councils 

1978 

First Australian 
health consumer 
organisation 
incorporated, in ACT 

2014 

All remaining women’s 
health services 
merged into Women’s 
Health Service 

Figure 1. Timeline of key events and changes for public involvement in health in South Australia. 

2020 

February sees first 
COVID-19 cases in 
SA 
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The 1970s also saw the establishment of community run women’s health services and 
shelters, such as the Hindmarsh Women’s Health Centre (Gray Jamieson, 2012). These 
centres were generally established by grassroots feminist movements, and had a strong 
emphasis on community participation (Broom, 1999). Over time, they were brought under 
government control, or closed down. All remaining metropolitan women’s health services 
were combined into the Women’s Health Service in 2014. 

South Australia also has a strong history of public involvement in health promotion, such as 
Healthy Cities, which began in 1987 in South Australia with Healthy Cities Noarlunga. 
Healthy Cities is a community-led approach of pursuing a wide variety of political, social and 
behavioural interventions to improve local health, emphasising community involvement and 
coalitions with multiple sectors, including education, local government, and police (Baum et 
al., 2006; De Leeuw, 2009). Much health promotion was defunded in South Australia in 
2013, though Healthy Cities Noarlunga continues today as Healthy Cities Onkaparinga, an 
incorporated non-government organisation reliant on volunteers and competitive grant 
funding (http://healthycitiesonkaparinga.org.au/). 

In the late 1980s, another different model of public involvement in health was trialled: 
Health and Social Welfare Councils. Two metropolitan and two regional Health and Social 
Welfare Councils were established in 1988 to serve as mechanisms for community 
participation in health system decision-making as well as for strengthening community 
action on social determinants of health and promoting community education and awareness 
(Baum et al., 1997). Baum et al. (1997) provide a detailed account of these councils, which 
show some similarity and overlap with issues with the later Health Consumers Alliance: 

• They had a very small funded executive and budget, and were reliant on volunteers 
• They had to balance being an independent voice with being funded by the 

bureaucracy and being part of the system 
• They had to aim for broad representation, with particular effort to be inclusive of 

people least able to have their voices heard 
• They had to balance advocacy, education and support, health system participation, 

and health promotion roles.  
 

This led Baum et al. (1997, p. 128) to conclude that “they were given an extremely difficult 
brief and were expected to achieve it with minimal resources.” The Councils were criticised 
for a lack of representation of the wider community. While the review of the Councils 
reported some success in equitable participation, with some inclusion of people most in 
need of a voice in the health system, the Councils were constrained by their very slim 
resources (Baum, 2008).  

The Councils were defunded in 1995 (Baum, 2008), amidst heavy cuts to the health budget 
(post the costly collapse of the State Bank), and the amalgamation of community health 
services. Mirroring the defunding of the Health Consumers Alliance 24 years later, the 
decision may reflect a mix of economic rationalism and a lack of desire to fund bodies that 
critique the health system (Baum, 2008). The Generational Health Review (South Australian 
Generational Health Review, 2003) reported that one key reason given for the defunding 
was that the Councils did not cover the whole state, but that expanding the number of 

http://healthycitiesonkaparinga.org.au/
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Councils to do so would be too expensive, and so a centralised public involvement in health 
organisation model was preferred. There was to be a seven year lag, however, before a 
centralised public involvement organisation was to be established. 

The Health Consumers Alliance of South Australia 

The first health consumers group in Australia was the Health Care Consumers’ Association of 
the ACT, incorporated in 1978 after years of advocacy and organising (Clough, 2018). It was 
a time of critical debates in the Australian health system, such as the deleterious Fraser 
government review of Medibank, and the most powerful voices were professional bodies 
such as the Australian Medical Association, whose interests did not always align with the 
interests of consumers (Clough, 2018).  

Other states followed suit later - the Victorian Health Issues Centre was established in 1983, 
and the Health Consumers Council of Western Australia in 1993. Following the dissolution of 
the Health and Social Welfare Councils, the establishment of a South Australian public 
involvement organisation was advocated for by consumers, non-government organisations, 
health care providers, and health bureaucrats (Johnson & Wishart, 2004). In 2001, SACOSS 
auspiced the Healthy Voices Project, funded by the state government for three years 
(Johnson et al., 2004). The project sought to identify an appropriate model of public 
involvement and implement that model. The project involved a steering group of experts, a 
public conference, and a discussion paper examining what public involvement in health 
could look like in the state. Subsequently, the Health Consumers Alliance of South Australia 
was incorporated in 2002.  

The Healthy Voices project occurred alongside a large health policy review called the South 
Australian Generational Health Review (2003). The review had a strong emphasis on public 
involvement in health system decision making. The Review acknowledged the difficulties 
inherent in public involvement in health, but felt it was integral to a strong, well functioning 
health system, and that people had the right to participate. At the time of the final report, 
the Review reported that SACOSS had recently established the Health Consumers Alliance 
with Department of Human Services funding. The review also proposed in addition to the 
Health Consumers Alliance that regional community councils and a statewide community 
council be established to provide strong public involvement in the health system. Learning 
from the experience of the Health and Social Welfare Councils, the review recommended 
that these community councils needed legislative protection. Dwyer (1989) had also 
previously emphasised the importance of legislation to protect public involvement 
mechanisms so that they “can’t be removed without public debate” (p. 64). These 
community councils never came to fruition, although the regional Health Advisory Councils 
(see p. 16) may fulfil some of this function. 

The Health Consumers Alliance was funded by the South Australian Department of Health 
with an initial budget of $160,000 per annum, growing to $440,000 by 2019, allowing it to 
employ a small number of core staff. The Alliance undertook multiple roles, including 
consumer advocacy training and mentoring, dissemination of information resources to 
consumers, working with health organisations on consumer engagement projects and to 
build their consumer engagement capacity, recruitment of consumer advocates for health 
system committees, systemic advocacy through forums, reports, and submissions, 



16 

 

participating in health system committees, reviews, and advisory groups, presenting 
consumer engagement awards to the sector, conducting and reporting on surveys on 
consumer issues, and contributing to multiple Local Health Network consumer engagement 
frameworks. An evaluation conducted after one year found that the Alliance was succeeding 
in establishing a respected, credible consumer voice, building the capacity of consumer 
advocates, and coordinating consumer voice and input (Johnson & Wishart, 2004). 

In 2018, the state government announced the Health Consumers Alliance were to be 
defunded in 2019. The reason given was the decentralisation of governance to the Local 
Health Network level (https://www.adelaidenow.com.au/news/south-australia/health-
consumers-alliance-faces-folding-after-losing-all-funding/news-
story/3b438bfc601f305500fac087718d57d1). The Minister advised the Alliance to seek 
funding from the LHNs, but the LHNs declined (https://www.hcasa.asn.au/history/). The 
Alliance closed in 2020.  

South Australia is now the only state without a state funded independent public 
involvement organisation (for the two territories: ACT has a health consumer organisation, 
but the Northern Territory does not).  The Alliance produced a discussion paper in 2020 on 
future models, highlighting the need for independent, statutory agency that was properly 
resourced, that could span individual through to systemic advocacy (Health Consumers 
Alliance of South Australia, 2020b).  

Since the Alliance’s closure, a volunteer network involving previous members of the 
Alliance, Health CAN SA, has been established to support advocates in the system and to 
ensure some level of independent consumer voice in the state, without any resources to 
support its work. The Lived Experience Leadership Advocacy Network (LELAN) was also 
established in 2017 to advance public involvement in mental health, with a focus on 
leadership roles in the health system for people with lived experience of mental ill health. 

Current community and consumer engagement in South Australia 

Aboriginal Community Controlled Health Organisations. As indicated in the previous section, 
Aboriginal Community Controlled Health Organisations (ACCHOs) were pioneers and 
continue to be the longest serving model of public involvement in health care. While the 
community health centres, Health and Social Welfare Councils, and the Health Consumers 
Alliance have been lost, and other organisations and systems have undergone multiple 
reforms and reorientations, ACCHOs have persisted, providing community controlled 
comprehensive primary health care for Aboriginal and Torres Strait Islander communities 
based on a locally responsive, holistic view of health, undertaking advocacy, and embedding 
community participation in their ways of working. 

Local Health Networks. South Australia has 10 Local Health Networks with responsibility for 
public hospitals and other health care services: 3 largely metropolitan networks, 6 regional 
networks, and the Women’s and Children’s Health Network. Local Health Network 
governing boards are tasked with “consulting … with health consumers and community 
members about the provision of health services” (Responsibilities of the Governing Boards | 
SA Health). Figure 2 shows the map of current consumer and community participation 

https://www.adelaidenow.com.au/news/south-australia/health-consumers-alliance-faces-folding-after-losing-all-funding/news-story/3b438bfc601f305500fac087718d57d1
https://www.adelaidenow.com.au/news/south-australia/health-consumers-alliance-faces-folding-after-losing-all-funding/news-story/3b438bfc601f305500fac087718d57d1
https://www.adelaidenow.com.au/news/south-australia/health-consumers-alliance-faces-folding-after-losing-all-funding/news-story/3b438bfc601f305500fac087718d57d1
https://www.hcasa.asn.au/history/
https://www.sahealth.sa.gov.au/wps/wcm/connect/public+content/sa+health+internet/about+us/about+sa+health/sa+health+governance+reforms/governing+boards/responsibilites+of+the+governing+boards
https://www.sahealth.sa.gov.au/wps/wcm/connect/public+content/sa+health+internet/about+us/about+sa+health/sa+health+governance+reforms/governing+boards/responsibilites+of+the+governing+boards
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avenues in the public health system in South Australia, which includes agencies such as 
Wellbeing SA and the Commission for Excellence and Innovation in Health. 

The Local Health Networks all have Consumer and Community Engagement frameworks, 
many of which were developed in collaboration with the Health Consumers Alliance to 
differing degrees, and all have resourced engagement activities and programs. Local Health 
Networks are required to  meet the second National Safety and Quality Health Service 
Standard, “partnering with consumers”. This standard includes “that consumers are 
involved in the development and design of quality health care” (Australian Commission on 
Safety and Quality in Health Care, 2021, p. 1). 
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Figure 2. Map of consumer and community participation avenues in SA Health. Source: 
https://www.sahealth.sa.gov.au/wps/wcm/connect/public+content/sa+health+internet/resources/consumer+engagement+model+-+salhn  

https://www.sahealth.sa.gov.au/wps/wcm/connect/public+content/sa+health+internet/resources/consumer+engagement+model+-+salhn
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Communities of practice. Not shown in Figure 2 are the statewide Communities of Practice 
SA Health set up as part of clinical governance around child and adolescent health; 
maternal, neonatal and gynaecology health, renal health, and stroke health  (Communities 
of Practice | SA Health).  Communities of practice are “groups of people who share a 
concern, a set of problems, or a passion about a topic, and who deepen their knowledge 
and expertise in this area by interacting on an ongoing basis” (Wenger et al., 2002, p. 4). 
They are increasingly used in health care settings to improve organisational performance   
(Ranmuthugala et al., 2011). In SA Health, these communities of practice involve health 
professionals, health organisation representatives, and consumers, with the aim “to 
coordinate better delivery of services, improve health outcomes for South Australians and 
ensure a strong, sustainable health workforce by increasing the uptake of evidence based 
practice that addresses statewide priorities and aligns with professional standards” 
(Communities of Practice | SA Health).    

Health Advisory Councils. Also not shown in Figure 2, 39 regional Health Advisory Councils 
(HACs) were established across regional South Australia in 2008, as well as HACs for specific 
issues, such as veterans and the ambulance service. They were created to provide 
community engagement and advocacy functions. The HACs could be governed by up to 
eight community members, alongside other stakeholders, and a maximum of one medical 
practitioner member was allowed. A 2011 review of the regional HACs found that they 
“promote the general interests of local communities to the health system, although 
promotion of the interests of specific population groups is limited” and “have a low profile 
in the community and their efforts are not well supported or promoted by the health 
system” (Health Performance Council, 2017, p. 5). The 2017 review reaffirmed these 
findings (Health Performance Council, 2017). 

Local government. Outside of the scope of this project, local governments are required by 
the South Australian Public Health Act 2011 to consult with community around their 
regional public health plans, which need to be updated every five years. 

Public involvement in health and medical research. Also outside of the scope of this project, 
there is considerable activity in consumer and community involvement in health and 
medical research, including Health Translation SA’s program of work encouraging and 
supporting consumer participation, and the South Australian Aboriginal Health Research 
Accord developed by the Wardliparingga Aboriginal Health Equity theme at the South 
Australian Health and Medical Research Institute, which argues that “The involvement of 
Aboriginal people and organisations is essential in developing, implementing and translating 
research.” The Medical Research Future Fund grant program requirements has also further 
encouraged consumer involvement in health and medical research. 

Current policy in South Australia  

At the state level, consumer and community participation in health is addressed through SA 
Health’s (2021) Consumer, Carer and Community Engagement Strategic Framework 2021-
2025. The role of the department is framed as to: “support health services and SA 
Ambulance Service to build closer working relationships with our consumers and carers and 
to better understand the needs of the local communities.” The framework essentially 
exhorts local health networks to develop their own Consumer, Carer and Community 

https://www.sahealth.sa.gov.au/wps/wcm/connect/public+content/sa+health+internet/clinical+resources/clinical+governance+and+leadership/communities+of+practice/communities+of+practice
https://www.sahealth.sa.gov.au/wps/wcm/connect/public+content/sa+health+internet/clinical+resources/clinical+governance+and+leadership/communities+of+practice/communities+of+practice
https://www.sahealth.sa.gov.au/wps/wcm/connect/public+content/sa+health+internet/clinical+resources/clinical+governance+and+leadership/communities+of+practice/communities+of+practice
https://sahmri.org.au/south-australian-aboriginal-health-research-accord
https://sahmri.org.au/south-australian-aboriginal-health-research-accord
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Engagement Strategies, which means there is a lack of any public involvement at a higher 
level than the local health networks. The framing also signals participation is solely for the 
purpose of gathering information on community needs. 

Wellbeing SA has ‘Community engagement and participation’ as one of four strategic 
enablers. Their strategic plan 2020-2025 includes several priority actions around community 
participation: “Establish a Wellbeing SA advisory structure that ensures the needs and 
priorities of the community guide the implementation of the Plan and monitor its progress 
and implementation”, “Build the skills of Wellbeing SA staff to implement strong community 
engagement and co-design processes into the work of the agency”, and “Develop a suite of 
strategies to support regular and genuine community engagement and participation in all 
aspects of Wellbeing SA’s work.” 

The South Australian Public Health Act 2011 highlights the importance public involvement 
by having as a key objective “to encourage individuals and communities to plan for, create 
and maintain a healthy environment” (p. 8). 

Federally, the recent National Preventive Health Strategy 2021-2030 (Department of Health, 
2021) has community participation as a key principle. It outlines the goal as: “All 
communities … are engaged to drive prevention across the life course. Place-based and 
codesigned approaches are led by communities, in recognition that local individuals are best 
placed to understand local needs and improve health outcomes for their communities” 
(p.10). It argues for “[t]he importance of consumers and consumer groups being recognised 
as equal participants in health partnerships, to ensure that prevention systems are person 
centred” (p. 40).  

Typologies and continuums 

The different forms public involvement can take has led to the development of several 
conceptual typologies or continuums. They are all characterised by how much power the 
process grants those who participate.  

Baum’s (2008) typologies drew on the work of Oakley, and is shown in Table 1. The 
typologies range from consultation, where the health service sets the agenda and scope of 
participation, such as consultations to design new programs, through to structural 
participation, where community can drive the agenda and scope, as is seen in Aboriginal 
Community Controlled Health Services. Consultation and participation as a means largely 
pursue utilitarian/instrumental goals, while substantive and structural participation seek 
more empowering and developmental goals. 
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Table 1: Types of community participation 

Source: (Freeman, Baum, Jolley, et al., 2016) 

 

The framing of these different forms as a typology emphasises that they all have something 
useful to offer - opportunities that span from consultation through to structural 
participation maximises benefits, both to the health service, in improving service design, 
acceptability, and accessibility, and to the community, through better, more acceptable 
health care, and increased power, control, and active citizenship.  

Framing the forms as a continuum emphasises the greater power and scope for more 
widespread benefits from the more empowering, developmental, structural forms of 
participation. Several reviews have concluded that the potential for benefits is greater for 
more substantive and structural types of participation (Chuah et al., 2018; Haldane et al., 
2019).   

Popay’s (2006) model of community engagement also illustrates how moving up the 
spectrum to more empowering forms is likely to improve outcomes for the community, and 
the health service (see Figure 4). 
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Figure 4. Popay’s conceptual model of community engagement. 

 

Source: (Popay, 2006) 

 

The International Association for Public Participation (IAP2) has produced the ‘Spectrum of 
Public Participation’, which has widespread currency in a number of fields. 
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Figure 5. IAP2 Spectrum of Public Participation 

 

Source: (IAP2, 2018) Reproduce from: https://iap2.org.au/wp-
content/uploads/2020/01/2018_IAP2_Spectrum.pdf 

 

There is clear overlap in approach from all three models, with agreement that 
participation/engagement ranges from informing and consulting through to empowering 
forms that truly shift decision making power to the community. 

PROMs, PREMs, and PRMs. None of these models cover the routine collection of Patient 
Reported Outcome Measures (PROMs) or Patient Reported Experience Measures (PREMs), 
sometimes combined as Patient Reported Measures (PRMs). While these measures are 
mentioned in the SA Health Consumer, Carer and Community Engagement Strategic 
Framework 2021-2025 (SA Health, 2021, p. 17), and such data collection is very valuable for 
the safety, quality, and acceptability of health care, they are not generally considered a form 
of consumer or community engagement or participation. 

 

Newer terminology 

‘Co-design’ and ‘lived experience leadership’ have gained considerable ground in the lexicon 
of public involvement in recent years. 

https://iap2.org.au/wp-content/uploads/2020/01/2018_IAP2_Spectrum.pdf
https://iap2.org.au/wp-content/uploads/2020/01/2018_IAP2_Spectrum.pdf
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“Co-design” 

Co-design has become a very popular term, as well as experience-based co-design (Donetto 
et al., 2015). Palmer et al. (2019) called it the “Participatory Zeitgeist” , "the spirit of our 
times” (p. 247). In health, it was pioneered in the UK in 2005-06 (Donetto et al., 2015), but 
has roots in older participatory methods (Ni She & Harrison, 2021). It is argued to go beyond 
consultation to a more enduring, intensive, cyclical means of gaining community input into 
health service planning and delivery, to achieve practical, utilitarian/instrumental goals. The 
Consumers Health Forum (Dawda & Knight, 2017) and health departments (e.g. NSW Health 
Co-design in NSW health services | Co-design toolkit) have published guides and toolkits for 
co-design in health.  

Co-design terminology is also being taken up in policy; both the SA Health (2021) Consumer, 
Carer and Community Engagement Strategic Framework 2021-2025, and the National 
Preventive Health Strategy 2021-2030 use the term throughout. The SA Health framework 
has “Partnering in co-design, planning and evaluation” (p. 13) as a core value, while the 
National Preventive Health Strategy has as a policy goal “Partnerships with the community 
are strengthened and informed by a national consumer engagement strategy that prioritises 
co-design approaches” (Department of Health, 2021, p. 40). The Australian Centre for Social 
Innovation argue that the term in Australia has come to be used generally to refer to any 
consultation method, and “is rarely practiced authentically” Unpacking co-design - The 
Australian Centre for Social Innovation (tacsi.org.au). Similarly, Clarke et al (2017) in the UK 
wrote “there is a sense that it may be being misused or misunderstood, thereby running the 
risk of becoming denuded of meaning or losing any association with its radical roots” (p. 1). 

One of the key principles often emphasised in implementations of co-design is that 
community members are equal participants in the process. For example, NSW Health 
argues: “Co-design goes beyond the more traditional partnering methods because it enables 
consumers to become equal partners in the improvement process for health services” Co-
design in NSW health services | Co-design toolkit. It’s hard to see how this equality is 
achieved in practice however, when the health system retains all ultimate decision-making 
and resource allocation power. Donetto et al. (2015) argue the evidence of any shift in 
power in co-design implementation is “very scant” (p. 240), and that there has been little 
consideration of power relationships in literature on co-design (Donetto et al., 2015; Palmer 
et al., 2019). One article reported how the time constraints placed on the co-design process, 
and the need to stay within budget, produce outcomes, and adhere to legislated 
requirements all constrained rebalancing of power relationships in the co-design process 
(Tindall et al., 2021).  

“Lived Experience Leadership” 

Cataldo et al. (2021, p. 13) define lived experience as “the experience{s} of people on whom 
a social justice issue, or combination of issues, has had a direct impact” and lived experience 
leadership as “roles where people with lived expertise serve in positions of leadership 
within environments that influence systems, services, and social change.”  

https://aci.health.nsw.gov.au/projects/co-design/in-nsw-health-services
https://tacsi.org.au/unpacking-co-design/
https://tacsi.org.au/unpacking-co-design/
https://aci.health.nsw.gov.au/projects/co-design/in-nsw-health-services
https://aci.health.nsw.gov.au/projects/co-design/in-nsw-health-services
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Lived experience terminology has emerged from the mental health sector. The University of 
South Australia and the South Australian Lived Experience Leadership and Advocacy 
Network (LELAN) defined lived experience leadership as:  

“where people stand up and speak up for the recognition and valuing of lived 
experience and advancing the movement. This includes informal and formal activity 
which promote the values and goals of lived experience as relating to 
empowerment, peer services, social justice and citizenship.” (Loughhead et al., 2020, 
p. 1) 

This definition highlights clear social justice goals. Writers have argued that existing 
conceptualisations of consumer and community participation have not been adequate in 
their focus on lived experience (Loughhead et al., 2020; O’Hagan, 2009). Cataldo et al. 
(2021, p. 14) argue “we cannot think that ‘participation’ in the dominant system alone is 
enough.” O’Hagan (2009) argues:  

“policies of service user participation in mental health services have failed to deliver 
consistent participation, let alone service user leadership…Part of the problem also 
lies with the concept of participation itself. To participate, people have to rely on the 
goodwill and invitation of others. In the last decade some users and survivors have 
used a stronger concept, one that visualises users and survivors as equal to others, 
as the most informed about our needs, and able to take the initiative. This concept is 
leadership. Unlike participation, leadership assumes that people with mental health 
problems have the power to set the agenda, make major decisions and control 
resources.” (p. 35). 

It is hard to argue with this critique of practices in participation. As Gordon (2005, p. 365) 
writes, “the paradigm shift from consumer ‘participation’ to consumer ‘leadership’ may be 
more fruitful in realizing the considerable benefits that result from effective consumer 
involvement.”  

Arguably, there are similarities between lived experience leadership and the most structural 
forms of participation where participation is led by the community, and community have 
the power to set the agenda, such as in the Aboriginal community controlled health sector. 
However, lived experience leadership also emphasises that people with the necessary 
experience (e.g. of mental ill health and mental health service use) should be the ones 
participating, rather than a general community perspective being sought. This also reflects 
that lived experience leadership conceptualisation has also been located more in a 
consumer involvement rather than community participation model (Gordon, 2005), with a 
focus on individuals with lived experience. 

In this sense, lived experience leadership, consumer participation and community 
participation could be seen as having largely overlapping goals of shifting decision-making 
power to the public, but with different nuances in where and to whom power should be 
shifted. They are complementary, each bringing different strengths, rather than 
contradictory. 
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The lived experience leadership movement still leaves the question of models for 
participation in generalist services, such as hospitals and community health services, unless 
lived experience is recast as lived experience of being a member of the community seeks to 
serve. One strength of the lived experience leadership model is in highlighting that for each 
program area a health service engages in, such as mental health, family violence, or alcohol 
and other drugs, that that program needs to be informed by involvement of people with 
lived experience in that particular issue – which perhaps can be complemented by a 
generalist public involvement model such as a community board. 

Project aims 
This project aims to examine grey and peer reviewed literature and historic and 
contemporary models of public involvement in health, and conduct interviews with key 
experts and stakeholders on public involvement in the health system in South Australia. We 
used COVID-19 as a case study to understand what public involvement there has been in the 
health system response to the pandemic in South Australia, and in other states and 
territories with well established health consumer organisations.  

The aim of the project is to make a contribution to discussions around the landscape of 
public involvement in the South Australian health system, and to serve as a basis for 
advocacy for establishment of a new public involvement body. 

Methods 
This project was funded by residual funds from the closure of the Health Consumers Alliance 
of South Australia. The money was granted to SACOSS by the outgoing executive of the 
Alliance. This allowed the employment of a Policy Officer for 0.7FTE for 4 months.  

Prior to initiating the project, a brief project plan was discussed with key ex-Health 
Consumer Alliance staff, academic experts on public involvement in health, and other key 
stakeholders. The project commenced in January 2022. A state election was held in March 
2022, which saw the state Liberal government replaced by a new Labor government. The 
project was completed by early May 2022. 

National and international grey and peer reviewed literature on public involvement was 
collected using Google and Google Scholar searches, and reviewed. Searches were 
conducted iteratively responding to themes emerging from the interviews (see below). Over 
100 references were read, noted, and catalogued. 

Interviews were conducted with stakeholders, consumers, and other key informants. Initial 
potential interviewees were identified through professional networks, and subsequently 
snowball sampling was used, inviting people recommended by interviewees. Interviews 
were conducted by phone, Zoom, Teams, and face to face, and lasted between half and one 
and a half hours. On occasion, interviews were group interviews with two or more 
participants, and for one participant who was taking leave, detailed written information was 
provided in place of an interview.  

The interview sample is summarised in Table 2.  
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Table 2: Summary of interviews conducted for the project. 

Stakeholder Number 

State health system (e.g., LHNs, other agencies) 21 

Consumers 10 

Key informants (e.g. from the Health Consumers Alliance) 4 

Non-state health system (e.g. PHNs, professional bodies) 4 

Stakeholders (e.g. community organisations) 6 

Interstate health consumer organisations 5 

Total 50 

 

Interviewees were provided with background information on the project, and the intended 
reporting and outcomes of the project. Interviews were not recorded due to the sensitivity 
of a lot of the discussions, but were noted extensively. Notes were de-identified, and 
imported into QDA Miner v2.0.9 for thematic analysis. Codes were a mix of a priori and 
emerging themes. Coding was conducted alongside the interviews, with emerging findings 
and questions raised during subsequent interviews. A workshop with SACOSS staff was also 
held in March 2022 to discuss and debate the emerging findings from the interviews and 
literature. 

The constrained timing and funds for the project, and the fact that it occurred during a 
period of extensive COVID-19 transmission in the state precluded extensive public 
discussion and debate. This discussion paper should be treated as a precursor to continuing 
public debate over what model of public involvement we would like to see in our state. It 
has informed a companion document on SACOSS’ policy proposals for the establishment of 
a public involvement in health body (pre-release copy available here).  

Findings 
A range of themes were identified from the interviews and literature, some specific to South 
Australia and the gaps that are evident since the closure of the Health Consumer Alliance, 
and some that are common across jurisdictions and countries, but are worth considering in 
efforts to re-establish a public involvement body in South Australia. These are discussed in 
turn below. 

Closure of the Health Consumers Alliance 

There was wide agreement among interviewees from all parts of the health system and 
from outside the health system on the gaps resulting from the closure of the Health 
Consumers Alliance:  

https://www.dropbox.com/s/ihvvde4q8edcavn/Public%20Involv%20-%20Pol%20Prop%20-%202022.pdf?dl=0
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1) systemic advocacy, 
2) training, support, and networking for consumers and staff, 
3) support in developing consumer engagement frameworks and materials, and  
4) a source of consumer engagement and health information for consumers, 

community and staff. 

1. Systemic advocacy 

While the Local Health Networks described the consumer engagement work they 
undertook, including involving consumers in governance, interviewees saw the largest and 
most urgent gap in the current system as a statewide consumer advocacy voice that could 
influence health policy making and raise issues that went beyond the responsibility of one 
local health network. The Health Consumers Alliance was the only consumer body that 
could provide input into policy making, and this is not a role the Local Health Network or 
other government departments can undertake. Interviewees reported that consumer 
advocates in Local Health Network structures were bound by codes of conduct, and could 
not speak up, so that closing the independent Health Consumers Alliance effectively 
silenced consumer voices in policy making. The conflict inherent in clinician-led consumer 
engagement strategies was also raised by interviewees as a barrier to systemic issues being 
identified and acted upon. 

The main reason given by the then Health Minister for the defunding of the Health 
Consumers Alliance was the restructure of the health system to devolve more governance 
to Local Health Networks. This rationale was seen by interviewees as misunderstanding or 
failing to value the need for a public voice at a state level, to input into policy making and 
decision making. 

Consumer advocates in the health system described how this gap disempowered them from 
feeling they could contribute to meaningful systemwide change. Several interviewees 
indicated that the health system was fragmented and siloed, and that it was consumers who 
saw the gaps, and could bring these gaps to the attention of the health system and policy 
makers through systemic advocacy. Current consumer engagement efforts seek to improve 
practice within a unit or agency, but without a statewide body, there is no capacity for 
consumers to collectively indicate the gaps in the system.  

Most health system actors agreed with this function of systemic advocacy, indicating that 
they had shared goals of ensuring equity and quality in the health system. COVID-19 was 
seen as an exemplar for the need for an independent, statewide public involvement voice, 
as detailed in a subsequent section (p. 31). In addition, people noted that the Health 
Consumers Alliance used to contribute to national advocacy efforts, and now there is no 
South Australian voice contributing to these national issues. 

A few interviewees raised questions about how successful a public involvement body might 
be at affecting change in the health system. Some stakeholders external to the health 
system regarded the health system as poor at listening to outside voices and at 
collaboration, and as difficult to achieve any change in. It was noted that a public 
involvement body was not likely to have the same power as professional groups who can 
get their issues in the media very effectively. While not raising these as arguments against 
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the establishment of the body, it does highlight the issue of how to keep participants 
engaged and feeling valued when change can be slow and difficult to achieve. 

2. Training, support, networking for consumers (and staff) 

Consumer advocates were involved in various parts of the health system: in the ten Local 
Health Networks, the two Primary Health Networks, the Commission for Excellence and 
Innovation in Health, Wellbeing SA, and non-government services. While these 
organisations sought to provide their own training and support their consumer advocates, 
resources to do this tended to be slim, and there wasn’t always extensive experience and 
expertise to draw on in providing the training. As one interviewee reflected, the risk of 
“trying to do everything yourself” is that there is a risk the end result is not as good as if 
there was outside expertise you could bring in. At least one Local Health Network was only 
able to provide consumer advocates with a package of written materials for their training. 

Public involvement literature is emphatic that training and support for participants is 
absolutely crucial (Clough, 2018; Johnson et al., 2006). Participants are required to 
undertake their role in the face of power differences, and the complexity of the health 
system. Participants may need upskilling in being a member of a board, and on dealing with 
conflict. This training and support is a critical function of health consumer organisations in 
other states and territories. Some interviewees felt training ought to be mandatory for 
consumer advocates before they commence serving on committees or in other engagement 
structures. 

The previous role of the Health Consumers Alliance in training consumers, and training staff 
in consumer engagement, was missed. The budgetary constraints, particularly on Local 
Health Networks, were cited as precluding much ability to pay an external group to provide 
training, indicating a need to either allocate more resources to this need, or to fund an 
independent public involvement group to provide this training to the public system for free, 
or subsidised. Either way, greater funding for this need was identified by interviewees. One 
interviewee described how they and other consumer advocates had been trained and 
supported by the Alliance while it still existed, but when they and these other advocates 
moved on, there would be no future generation of consumer advocates who had that same 
level of training and support to build their capacity to take a systematic approach to 
consumer issues and undertake advocacy. Thus, the extent of this gap and its consequences 
may yet to be revealed. 

Training for staff, on consumer engagement, but also on issues such as cultural safety, and 
having consumer experiences and stories incorporated into other training, was seen as 
important for building the capacity of the workforce. The community of practice the 
Commission on Excellence and Innovation in Health established to support Local Health 
Network consumer engagement staff was seen as helpful, but not sufficient. A number of 
interviewees raised the urgent need to train health system staff on the value of consumer 
engagement and how to work with consumers. 

Training in rural and remote areas was highlighted as more expensive to do face to face 
because of the travel costs. Recent embracing of videoconferencing technology was seen as 
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helping with this, although important issues of inclusion and support for consumers who 
were digitally excluded, through affordability, digital literacy, or other barriers, were raised.  

One interviewee expressed concern at a new peak body delivering the training, fearing it 
would be a conflict of interest, and allow the entrenchment of a status quo at the expense 
of encouraging innovation. Instead, they suggested any new public involvement body ought 
to contract training in response to health system and community needs. 

Beyond training, interviewees saw an urgent need for a structure that could support 
consumers if they had an issue with the engagement structures in their organisation, for 
mentoring, for knowledge exchange, and for a sense of solidarity to combat the isolated, 
scattered nature of health consumer opportunities in the South Australian health system. 
Consumers reported a high need for such support to continue in their roles, and staff also 
argued the benefits that would arise out of their consumer advocates receiving this support, 
and the learnings from a more connected health consumer system. This need was expressed 
by many interviewees from many areas of the health system. LELAN was able to partially 
fulfil this role for mental health consumer advocates in the system. 

3. Support in developing consumer engagement frameworks and 
materials 

Interviewees in the health system wished there was a source they could go to when 
developing consumer engagement frameworks, procedures, and materials, rather than 
starting from scratch. The Health Consumers Alliance played a substantial role in developing 
frameworks for SA Health and the Local Health Networks before the Alliance’s closure. 
Without this support, the risks are inefficiencies and duplications of effort in the future 
when frameworks are reviewed or new procedures or materials are developed, and greater 
difficulties incorporating best practice consumer engagement into these resources.  

A number of Local Health Networks noted that they were going through a period of 
reviewing their practices and structures around consumer and community engagement, 
indicating that the establishment of the frameworks was not a one time set and forget, but 
needed constant revision and refinement over time. Without an independent expert public 
involvement body to collaborate with, such refinement will be more difficult, may achieve a 
lower quality outcome, and may be more inefficient in terms of duplicated and unnecessary 
effort. 

4. Source of information for consumers, community, and staff 

Staff and consumers wished there was a source of information they could turn to around 
consumer engagement, or on health literacy and messaging for community. This was a 
particularly important gap given the COVID-19 pandemic, with the ever-changing directives 
and restrictions, with implications for communities, consumers, and carers. The concern 
applied to the whole community, but had particular importance for communicating with 
multicultural communities who may not speak English as a first language. 
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These multiple, urgent gaps in public involvement in the South Australian health system left 
interviewees in no doubt that there was a very strong case for the re-establishment of an 
independent, statewide body to support public involvement in health. 

Public involvement during the COVID-19 pandemic 

In the Lancet, community participation has been argued to be crucial during the COVID-19 
pandemic (Marston et al., 2020). During COVID-19, participation has helped improve 
acceptability and effectiveness of public health measures, reach communities experiencing 
marginalisation, mitigate harms from lockdowns, and ensure equity and cultural sensitivity 
are considered in public health responses (Mahmood et al., 2021; Marston et al., 2020). 

Before they closed down, the Health Consumers Alliance of South Australia formed a COVID-
19 reference group of 20 consumer advocates. The group offered community input into 
services, support around messaging, and feedback on the health system response to COVID-
19. They produced three reports between April and June 2020, presenting a consumer 
perspective on the response to the COVID-19 pandemic, which highlighted a frustration at 
widespread cessation of consumer involvement forums, and inconsistent messaging, as well 
as recommendations around some of the measures implemented, such as around aged 
care, the COVIDSafe app, and the implementation of telehealth. 

Health consumer organisations in other jurisdictions undertook a range of activities related 
to the COVID-19 pandemic, with the activities gleaned from searches of their websites, 
social media, and annual reports summarised in Table 3 below. This is unlikely to be an 
exhaustive list of the organisations’ activities. 

 

Table 3. COVID-19 pandemic related activities undertaken by health consumer 
organisations in other states and territories. 

 

Victoria: Health Issues 
Centre 

Free online public forums e.g. on RATs; vaccination issues (inc. 
pregnancy, fertility; for disability carers and workers; 
hesitancy) 

Social media awareness raising, e.g. of translated materials 
WA: Health Consumers’ 
Council 

Consumer rights webpage 
Recorded webinars with COVID-19 experts 
Input into health services’ COVID-19 plans 

Health Consumers 
Tasmania 

Community surveys on COVID-19 impacts 
Development of policy positions e.g. on vaccine passports 
Development of principles for community engagement on 

COVID-19 recovery with 10 other peak bodies 
Submission to Independent Review of the Response to the 

North-West Tasmania COVID-19 Outbreak 
ACT: Health Care 
Consumers’ Association 

Executive Director is on ACT Health Clinical Health Emergency 
Coordinating Committee 
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Representatives on the COVID-19 Primary Care Emergency 
Response Working Group 

Five surveys with consumers around seeking information 
about COVID-19 

Community radio broadcasts about COVID 
Reports on register of consumer issues around COVID-19 
Blog articles on COVID-19 issues 

Health Consumers NSW Survey of consumers’ stories of COVID care 
Webinar and fact sheet for health services on partnering with 

consumers for COVID-19 responses 
COVID-19 information links webpage 
Newsletter and social media articles 
Established COVID-19 Consumer Leaders Taskforce and 

Consumer Representative Hub 
Facilitated COVID-19 NSW Consumer Organisations Taskforce 

Health Consumers 
Queensland 

Reporting on consumer opinions on COVID-19 response 
Webpage for health services on community involvement in 

COVID-19 plans 
Webpage on vaccination information 
Webpage on COVID-19 and residential facilities 
Three webcasts on COVID-readiness 
Membership on high level COVID-19 working groups, inc. 

COVID-19 System Leadership Forum 
Partnered with Department of Health on framework, guidance 

documents on COVID-19 
Vaccine rollout Q & A forums 
Consumer Conversation online sessions on COVID topics 
Issues papers on COVID topics 
Youth Reference Group input on COVID-19 issues 

NT No health consumer organisation 

National – Consumers 
Health Forum 

Advocacy on COVID-19 responses, e.g. free RATs 
COVID-19 Information portal webpage 
Established Consumer Commission: Beyond COVID-19 to 

advocate on health policy – conducted workshops and 
produced report 

Participated in workshop on ethical issues arising from COVID-
19 pandemic and produced a Consumer Position Statement 

Consumer input into reforms in telehealth, eprescribing and 
the National COVID-19 Clinical Taskforce 

Webinars for public on COVID-19 
Covid-19 Clinical Living Evidence Taskforce with Monash 

University 
RATs = Rapid Antigen Tests. 
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Health Consumers Queensland contracted an external consultant to evaluate their 
consumer engagement activities during COVID-19 (Health Consumers Queensland, 2021). 
The evaluator conducted interviews with consumers and health system staff. The evaluation 
found that Health Consumers Queensland had a positive impact including: 

• identifying population and service gaps 
• elevating consumer feedback to a strategic level with Queensland Health. 
• partnering with the health department to improve communications and develop 

resources 
• providing access to consumer networks and consumer representatives for 

consultation 
• amplifying Aboriginal and Torres Strait Islander consumer voices (Health Consumers 

Queensland, 2021). 
 

Aboriginal Community Controlled Health Organisations have been praised for their strong 
response to the COVID-19 pandemic. Their close engagement with the communities they 
serve meant they were able to effectively communicate around COVID-19 (Finlay & 
Wenitong, 2020), and undertake actions to keep their community safe (McCalman et al., 
2021). Until mid-2021, there were no deaths of Aboriginal and Torres Strait Islander people 
from COVID-19 (Reilly et al., 2021), in stark contrast to the excess COVID-19 morbidity and 
mortality among Indigenous peoples and other racial minorities observed globally 
(Khanijahani et al., 2021). However in the second half of 2021, when case numbers soared in 
Australia, there was a disproportionate burden on Aboriginal and Torres Strait Islander 
people, which Reilly et al. (2021) attribute to the Federal government’s failure to prioritise 
and plan for Aboriginal and Torres Strait Islander communities, and support Aboriginal 
Community Controlled Health Services. 

Similarly, in Victoria, the strong community health centre sector has been argued to have 
been valuable in engaging communities experiencing marginalisation or disadvantage, 
because of their pre-existing engagement, trust, and relationships. The Victorian Healthcare 
Association (2021, p. 2 of Exec Summary) reviewed the activity of the centres and found one 
of their key strengths was “strong engagement with local communities to identify and 
action critical prevention and early intervention services, deliver localised communications, 
provide the right care in the most culturally appropriate way and effectively collaborate and 
share information.” The centres recognised that “community leadership and engagement is 
critical to any effective response and ensuring the response is appropriate for local 
communities, especially Aboriginal and CALD residents and communities” (p. 7) and “a much 
greater understanding of this ‘invisible’ community in their local area” (p. 9). 

Many interviewees noted that a dialogue with community was critical to maximise the 
effectiveness of public health measures such as restrictions and vaccinations, and to inform 
government and health system responses. It was acknowledged this may have happened 
less in South Australia because of the closure of the Health Consumers Alliance.  

Health consumer bodies in other states reported variance in how much they were listened 
to, and were able to input consumer voices into COVID-19 responses. People noted that 
COVID-19 responses were by nature fast paced and ever-changing, as case numbers, and 
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our understanding of the virus, and effective public health measures evolved. This fast pace 
was seen as an impediment to better public involvement, but it also signals the benefits of 
having a peak public involvement body on tap that could provide some immediate input, as 
happened in other states. Other community peak groups did not feel the health system 
listened to them or invited them around the table, which suggests that a more collaborative 
approach needs to be encouraged from the health sector as well. People also wished for a 
peak public involvement group that could be present in media coverage of COVID-19 and 
contribute to debates otherwise dominated by other interests, and to serve as a trusted 
source of health information that could address the prevalent misinformation around 
COVID-19 and vaccines. 

Interviewees often contrasted community engagement during COVID-19 unfavourably with 
the strong community engagement that happened during Australia’s AIDS epidemic in the 
1980s. Plummer and Irwin (2006) reviewed the timeline of the successful reduction in HIV 
cases in Australia and found that the steep decline came prior to the establishment of 
national initiatives and technological advances. They concluded “that grassroots and 
informal activities were vital to Australia’s early and effective response to AIDS and that 
these include community mobilization and the timely intervention of front-line clinical 
services alerted by early reports in the press, and activism in the gay community” (Plummer 
& Irwin, 2006, p. 792). While there are many points of difference between the AIDS 
pandemic and the COVID-19 pandemic, stakeholders reflected that there hadn’t been as 
successful community engagement for COVID-19.  

 

Learning From the Closure of the Alliance 

Interviewees felt the outgoing board and staff of the Alliance were well respected. They 
were seen as “fighting a losing battle with dignity”, and a number of interviewees stated 
that there was nothing they could have done to change the outcome once the state 
government defunding was announced. In the accounts provided of the Alliance’s time, and 
of the period of their defunding and closure, three inter-related challenges were identified 
that could be learned from:  

1) the need to centre equity and diversity to ensure everyone’s voices are heard,  
2) navigating critiques of legitimacy, and  
3) the tension between health consumer organisations’ different functions. 

1. Equity and diversity 

SACOSS’ central concern in pursuing public involvement in health is to ensure the health 
system serves people living in poverty or disadvantage, is responsive to their needs, and is 
able to reduce health inequities. 

Inequities in health in South Australia have been growing greater and greater in recent 
decades. SACOSS partnered with the Southgate Institute in 2020 to produce the report ‘The 
Heaps Unfair State: Why have health inequities increased in South Australia and how can 
this trend be reversed?’ Data released since the report show that health inequities have 
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increased even further (see Figure 3). The inequality ratio for premature death, which 
expresses the rate for the most disadvantaged quintile as a multiple of the rate of the least 
disadvantaged quintile, has risen from 1.55 in 1987-1991, to 2.10 in 2011-2015, to 2.15 in 
2015 to 2019 (rates since the COVID-19 pandemic are not yet available).  

This means that people who live in the most disadvantaged areas of South 
Australia are now over twice as likely to die before their 75th birthday as 

someone who lives in the least disadvantaged areas of the state. 

 

Figure 3: Rates of premature mortality (death before 75 years of age) by quintile of 
socioeconomic disadvantage in South Australia 

 

Most of the increase in health inequities can be attributed to growing inequities in social 
determinants of health over this period, such as growing income and wealth inequities, but 
some of the increase may be due to the health system growing less able to equitably 
respond to people living in the most disadvantaged areas. At the least, it shows the urgency 
of ensuring the health system plays its part in addressing health inequities through 
proportionally greater efforts to reach and serve people living in disadvantaged areas. 

In addition to socioeconomic inequities, it is crucial to consider health inequities resulting 
from differences in power, control, and health outcomes between Aboriginal and non-
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Indigenous people, for people with a disability, by gender, including for non-binary and 
transgender people, and by sexuality. 

Groups raised during the interviews who may have inequitable health care access, health 
care quality, and/or health outcomes included: 

- Aboriginal and Torres Strait Islander peoples 
- Multicultural communities, including migrants and refugees 
- Lesbian, gay, bisexual, trans/transgender, intersex, queer, and other sexuality, 

gender, and bodily diverse people (LGBTIQA+) 
- People subject to gender-based violence and experiencing discrimination in health 

care 
- People living in rural and remote South Australia 
- People with a disability 
- People with mental illness 
- People living in poverty 
- People who are homeless 
- Prisoners 

Public involvement in health that ensures people with lived experience of disadvantage or 
marginalisation and exclusion can communicate their needs and barriers to health and 
health care access is central to health system efforts to address health inequities. There was 
consensus amongst interviewees that we need to strive for participation that includes 
people who are affected by health inequities, who currently are less likely to have their 
needs met by the health system.  

The Health Consumer Alliance had limited success in promoting equity and diversity in 
consumer voices. Several challenges were noted –  

a) that they didn’t have the funding to service rural and remote South Australia 
properly,  

b) that their funding agreement and health system practices pushed them towards fast 
turnarounds on calls for consumers, which resulted in typically older, white, well-
educated consumers being able to take on roles, and  

c) that equitable representation was not raised or demanded by the health system, but 
rather if parameters were put around requests for consumers, the focus was 
typically on people with experience of selected clinical conditions. 

Research has found that often older, white, tertiary educated people are more likely to 
participate in consumer engagement activities, as they are more likely to have the time, 
resources, and confidence to do so, and may experience fewer barriers to participation 
(Johnson & Bament, 2002). This trend was noted by a range of interviewees concerning both 
the Health Consumer Alliance’s work, and other consumer engagement work conducted by 
the health system, such as the Local Health Networks. Some areas of the health system 
reported achievements in equitable consumer engagement, while other areas found equity 
and diversity an ongoing challenge, and were considering ways to redress this. Some areas 
had good links with community groups that aided diversity in consumer engagement, while 
others lacked these connections. The concern was also raised that consumer engagement 
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structures and processes reproduce the ableism that is so strongly embedded in our 
societies and structures, and so can be very excluding for some people with a disability. 
Engagement with and consideration of the needs of LGBTIQA+ communities was also 
patchy, with this being a strength for some areas of the health system, but a shortcoming 
for other areas. It was noted that SA Health was progressing a Gender Diversity model of 
care.  

Local health network had separate mechanisms for Aboriginal and Torres Strait Islander 
consumer and community engagement. The link between Aboriginal participation and 
sovereignty was acknowledged, as well as the goal of Closing the Gap in access and cultural 
safety of health care, and the levels of institutional racism that needed to be overcome, as 
found in the 2020 audit of Local Health Networks (Health Performance Council, 2020).  

While Central Adelaide Local Health Network’s Prison Health Service’s community 
engagement was well regarded, stakeholders highlighted the health care access and quality 
inequities experienced by prisoners – including access to health care, especially for regional 
prisons where access to allied health may be very slim, poorer continuity of care, and lower 
control over appointment timing and choice of practitioners. One interviewee reflected that 
this population was typically left behind by consumer organisations, despite having some of 
the highest needs.  

Even when some equitable participation was achieved, concerns were raised about 
representatives of marginalised groups being required to sit on committees dominated by 
professional and system interests, and the literacy, confidence, and skills demanded of a 
consumer advocate made it difficult for their voices to be heard.  

Beyond consumers in governance, equity shortcomings were highlighted in consumer 
engagement strategies, including surveys and online engagement, which can exclude some 
people from being able to participate, such as those with lower English language literacy, 
complex communication needs, or those who are digitally excluded. For example, while 
internet connected devices are often assumed to be near universal, SACOSS research has 
found that 39% of people receiving Centrelink payments and 13% of waged poor 
households do not have a smartphone (Ogle & Law, 2020). Mobile data and broadband 
connections can be expensive, and half of waged poor households struggled to pay 
telecommunication bills, and had to cut back on or stopped using telecommunication 
services for financial reasons in the past year (Ogle & Law, 2020). In particular, concern was 
raised about a health system project to roll out digital only patient experience and 
outcomes measures. 

The overwhelming message was the need to make public involvement structures in the 
health system more accessible, safer, and less isolating, and to provide staff and consumer 
training, to allow more space for equitable and diverse participation. People felt there was 
more the health system could do to make their engagement structures more accessible and 
flexible, rather than expecting consumers to “slot in”. This is not a task that an independent 
public involvement body can achieve on its own, and requires a whole of health system 
commitment to both equity and public involvement. However, there is a need for the 
independent body to be a leader on equity and diversity, and to have it baked in to their 



38 

 

terms of reference and ways of working, to maximise their capacity to champion equity and 
ensure the voices that might have the most difficultly being raised are heard at the table. 

Both within the health system, and for a new independent body, people where emphatic 
that pursuing equity requires resources, because it takes time to address structures, build 
relationships, and support inclusive initiatives. The Western Australian Health Consumer 
Council, which has greater funding than the Health Consumers Alliance, employs an 
Aboriginal Engagement Coordinator and a Cultural Diversity Engagement Coordinator, and 
have demonstrated extensive successes in equitable public involvement. 

2. Critiques of legitimacy 

As with other health consumer bodies in other states and territories, the Health Consumer 
Alliance faced some critiques of their representativeness and legitimacy, with some health 
system actors feeling the consumers supplied by the Alliance to sit on committees were not 
always “in touch”, or were “professional consumers” who tended to be white, older, middle 
class people. This fit in with concerns about public involvement generally, that often a few 
voices were over-represented, that there were aggrieved groups or patients that had too 
much voice.  

Some people reflected generally on public involvement that groups who are around too 
long lose their representativeness and become more like the organisation that funds them, 
that they risk drawing on the same pool of consumers, who may not have had recent 
experiences of the health system, and raise the same issues repeatedly over many years. 
Long standing public involvement organisations were seen as risking become exclusive, 
“self-appointed representatives” that become “inaccessible for those outside the tent.” 

Such critiques are a feature of public involvement globally, with public involvement 
organisations often criticised for not being adequately representative of the community 
(Martin, 2008). This can be out of concern for equity and diversity, but arguments around 
representativeness can also be a de-legitimising strategy by health professionals or health 
system actors to reduce the power and influence of public involvement (Martin, 2008). This 
is particularly fraught when the public involvement structures only allow one or a few 
participants, and/or require a certain amount of power, resources, confidence, and 
education and skills from participants:  

“professionals generate structures that make impossible certain forms of 
representativeness - for example the designation of one place on a committee for a 
public ‘representative’ selected by professionals -  and then berate those involved 
for their lack of representativeness” (Martin, 2008, pp. 1758–1759). 

Thus, while striving for equity in public involvement opportunities, and representation of 
groups who are usually excluded or struggle to participate, it is important not to contribute 
to this broader de-legitimisation catch-22 that diminishes the respect and consideration 
public involvement opportunities are accorded. 

Some strategies were suggested for addressing legitimacy concerns. Firstly, being a 
member-based organisation, with both individual and organisational members, was seen as 
a positive, because it gave you a clear, legitimate constituency. Additionally, moving beyond 
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membership when consulting by pursuing multiple other consultation strategies was valued 
as triangulating findings and thus increasing legitimacy. One consumer organisation prided 
themselves on having constant fresh voices and equity and diversity in consumers that they 
could provide to the health system. One interviewee reflected that legitimacy comes down 
to established credibility and good relationships, building a reputation that means when 
people are funding you, they are not surprised by what you deliver. 

This representativeness concern was raised largely around the role the Alliance played in 
terms of recruiting consumers to participate in health system committees and consumer 
engagement structures. Since the devolvement of governance to Local Health Networks, 
and the closure of the Alliance, the Local Health Networks have been responsible for 
recruiting their own consumers for their structures, and many thought that this was for the 
best. A new public involvement body may be best placed to support Local Health Networks’ 
recruitment strategies, and encourage equity and diversity in recruitment, than the previous 
practice of suppling consumers at short notice for health system initiatives and committees.  

3. Tension between different functions 

There is a tension evident between the different roles that public involvement bodies play. 
On the one hand, they seek to provide training and support to the health system, participate 
in its governance, work with the health system on frameworks, guidelines, and messaging, 
and to provide value to the Health Minister through relaying consumer and community 
feedback, and raising early warnings of trends and issues they see in their consultations. 
Public involvement bodies also undertake paid project work with the health system as a 
client.  This was, indeed, a frequent strategy raised during discussions of how to mitigate 
defunding of public involvement bodies by diversifying their income streams. All of the state 
and territory health consumer organisations do this to different extents. 

On the other hand, public involvement bodies seek to undertake systemic advocacy, raising 
consumer perspectives that may run counter to dominant professional, health system, or 
government interests. Public involvement bodies also play a role in monitoring and 
critiquing the health system, such as around safety and quality performance, and public 
involvement processes.  

Success in one of these two broad areas may come at the expense of the other – health 
systems may be less likely to work collaboratively with a partner that expresses criticism of 
their work, and public involvement organisations that undertake lots of project work with 
the health system may feel less able to take on advocacy that runs counter to the interests 
of the health system. 

This tension reflects power relationships that are inherent in independent public 
involvement bodies globally. Stewart et al (2020), analysing public involvement 
organisations in England, Scotland, Wales, and Northern Ireland, reflected:  

“it was apparent that the public is not their key constituency. Rather their 
organisational success rests on invoking and representing ‘the public’ in politically-
acceptable ways … [these organisations] need to preserve their relationships with 
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firstly, central Government, secondly, the local NHS organisations they seek to 
influence, and only finally, with the wider public.” (p. 459). 

There were some indications that this tension between roles may have been a contributing 
factor in the closure of the Alliance. In particular, some interviewees suspected that one of 
the motives for the state government defunding was that the state government didn’t want 
to fund a body that would criticise it. Some had been told that “advocacy was a dirty word”. 
Some health system actors disliked the role the Alliance had played in raising issues and 
critiques of Local Health Networks, or the positions the Alliance took in their position 
papers, which may or may not have fed into their critiques of the organisation, or their 
decision not to fund the Alliance followed their government defunding. One interviewee felt 
some health system actors were scared of the Alliance and that they were regarded as 
police with whom they would get into trouble if their consumer engagement practices were 
seen as incorrect. Another interviewee felt if there were shortcomings in the clarity of the 
organisation’s mission, and a sense of their legitimacy to be fulfilling such a function, then 
this made the role of advocacy and holding the health system accountable more 
contestable, and that this may have been the case for the Alliance. 

As the gaps identified when the Alliance closed indicates, both the advocacy and training 
and support roles were valued and seen as critical for a well performing health system by 
most actors, though some health system actors eschewed the idea of a body that would do 
any systemic advocacy. Interstate health consumer bodies undertake both these roles, and 
interviewees from these organisations described this tension as a “constant knife edge”. 
Others described how it was a line that always had to be navigated, and came down to the 
culture in the government and the health system just as much as characteristics of the 
public involvement body.  

The main remedy people sought for this tension was greater acceptance by the government 
of the role of critical, independent bodies in achieving the shared goal of a well performing 
health system with good health outcomes and patient experiences. Some interviewees 
framed this tension in terms of how adversarial an organisation’s advocacy was, stressing 
that it was safer and more constructive to work in partnership or allyship with the health 
system, raising issues in private meetings with an aim to providing help with the identified 
issue. Others felt that safeguarding the perceived legitimacy of their voice, through the 
strategies described in the previous section, made their advocacy work more difficult to 
challenge. Interviewees raised diversifying income as a strategy, so that the organisation 
was not overly dependent on their relationship with one particular funder. 

Some interviewees discussed the role of the Health Performance Council as partially filling 
the role of the Alliance in keeping the health system accountable. The Health Performance 
Council was established in 2008 as an independent statutory body that acts as a reviewer of 
the performance of the South Australian health system, and provides advice to the state 
government. The Council undertakes four yearly performance reviews of the health system 
using quality indicators and patient reported outcomes. It covers access, quality, efficiency, 
and engagement – where the council evaluates and provides advice on the effectiveness of 
consumer and community engagement (Health Performance Council | SA Health). One good 
example of this work is the Council’s reviews of Health Advisory Councils (Health 
Performance Council, 2017). The state government tried to dissolve the Council in 2020, but 

https://www.sahealth.sa.gov.au/wps/wcm/connect/public+content/sa+health+internet/about+us/about+sa+health/reporting+and+advisory+groups/health+performance+council
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this was not passed in parliament. However, the Council’s resources were decreased. 
Several interviewees noted that this has contributed to fears that ‘critical friends’ and 
accountability structures have been under siege in South Australia (Laris, 2020). It was clear 
from interviewees that the role of bodies such as the Health and Community Services 
Complaints Commissioner and the Australian Health Practitioner Regulation Agency were to 
deal with the complaints largely at the level of individual practitioners, and that they did not 
have the capacity or mandate to contribute to individual or systemic advocacy. 

Interfacing with the health system 

A range of consumer and community engagement activity in the health system was 
described in the interviews. Local Health Networks all had consumer and community 
engagement frameworks, and were undertaking consumer engagement in different ways, 
varying in formality, level of governance, and focus. Other areas of the health system, 
including the Primary Health Networks, and state agencies such as Wellbeing SA and the 
Commission for Excellence and Innovation in Health were also undertaking various 
community engagement strategies. Many expressed positive general evaluations of the 
trajectory of consumer and community participation in the state hospital system, feeling it 
was better than it was in the past, and was moving in the right direction. The National Safety 
and Quality Health Service Standard Two to partner with consumers may have been one of 
the drivers of this improvement. Aboriginal health and mental health participation 
structures were particularly advanced across the health spectrum.  

There were also criticisms of certain consumer engagement structures – in some areas of 
the health system, some more formal structures had been closed down, and replacements 
were sometimes regarded as not providing any power to consumers. In other areas, 
structures had been established that gave consumers more governance involvement. It was 
felt that the consumer engagement positions were typically placed in the Communication 
and Marketing unit, which was the wrong place for them. Some structures, such as the 
Health Advisory Councils, were seen as highly variable, with some doing good work and 
some not working well. It was also unclear to many interviewees how the many consumer 
and community engagement structures fit together, or if they connected at all.  

The devolution of governance to the 10 Local Health Networks may be making it more 
difficult for external groups to interact with the health system, as each network has its own 
consumer and community engagement strategy and processes. In addition to the number of 
networks, the networks were in a state of flux, with the restructure still fresh, and with 
many reviewing their consumer engagement structures, with at least for now, less formal 
and more “organic” relationship-building strategies being undertaken. Many of the staff in 
consumer engagement positions were very new, and a number of interviewees reported 
high staff turnover in these roles. Many health system actors stressed that the health 
system was still on the path to developing best practices in this area – “still finding their 
feet”, reflecting for example that they were still working their way up through the IAP2 
continuum (see Figure 5, p. 23). COVID-19 had slowed down this progress, making consumer 
and community engagement more difficult. Interviewees talked about the different Local 
Health Networks each doing things differently, “going their own way” and having different 
priorities, making coordinated engagement across the health system more difficult. 
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General practice, dental, and private health. Public involvement opportunities in general 
practice, dental, and private health were less obvious to interviewees, and these were areas 
in which the Health Consumers Alliance had been less active. Primary Health Networks were 
one key player identified as having links with general practice in particular, but change 
based on consumer perspectives can be difficult to pursue when the system is based on a 
model of individual private practices, as a large proportion of general practice and dental 
care is. Interviewees noted that general practice and dental was where many people 
received the bulk of their health care, and so was important to consider.  

Public health and health promotion. The public health and health promotion field in South 
Australia was decimated by the government response to the McCann Review in 2013 which 
saw the defunding and reorientation of much health promotion work. This had begun to be 
reversed with the establishment of Wellbeing SA, which has been undertaking consumer 
engagement routinely in its work. Interviewees underscored the importance of public 
involvement in public health and health promotion efforts, as well as health care. 

A number of people advocated for a public involvement body that has the capacity to look 
outside of the health system, to raise issues and ideas around the social determinants of 
health – how our living conditions, including education, employment, housing, 
neighbourhoods, and the way we structure our society affects people’s health (Commission 
on Social Determinants of Health, 2008). This included how government polices determine 
health, with a suggested advocacy role for the new body of providing input into policies 
outside of the health sector that would influence the health of the population. Wellbeing SA 
undertakes a Health in All Policies program of work, with consumer engagement in their 
processes, so this is one avenue through which these benefits could be achieved.  Relatedly, 
interviewees raised the need for a focus on not just the core of the health system, but also 
the borders, where it interfaces with systems such as child protection, corrections, 
disability, and aged care. 

COVID-19 was identified as an example of how good health and wellbeing relies on more 
than just the health system, as the pandemic, and the government response to the 
pandemic, extended far beyond the health system. While people were concerned about 
making the mandate of a new body too large – and thus falling foul of the same challenge 
that faced the Health and Social Welfare Councils of their remit vastly exceeding their 
resourcing (Baum et al., 1997), people argued that a body could take on an ally role, 
amplifying arguments for healthier public policy and healthier environments. 

Health and Medical Research. While intended to be out of scope given the size of this 
project, a number of interviewees raised public involvement in health and medical research. 
One interviewee noted that the distinction between health and medical research and the 
health system was artificial, because so much of the research occurs within the health 
system. 

It was noted that there were funding drivers for more consumer involvement in research 
(such as from the Medical Research Future Fund), and a push from governments for more 
research income (as evinced by the recent South Australian Productivity Commission inquiry 
on health and medical research, SAPC, 2020). Interviewees had experienced poor 
integration of consumer engagement in health and medical research, despite positive work 
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by Health Translation SA on the issue. This was seen as constituting another important 
argument for a public involvement in health organisation, to facilitate and support public 
involvement in health and medical research, which may improve grant applications and reap 
greater health and medical research income to the state, as well as improve the quality and 
relevance of the research. 

Learning from Community Health Councils in the United Kingdom 

A number of interviews raised the United Kingdom’s (UK) model of Community Health 
Councils as a successful case study of public involvement in health that South Australia could 
learn from. Community Health Councils were established as statutory bodies in the UK in 
1974 (Beardshaw, 1990), and enjoyed a long tenure, until 2002 in England (though 
continuing in Wales, Longley et al., 2012). They were an avenue for public involvement in 
the National Health System (NHS). Levitt (1980) outlined three main areas in which the 
Community Health Councils were active, at least in their first five years which she 
documents: 

1. supporting community members to access services, how to make complaints and 
suggestions 

2. providing feedback on health system plans and proposals 
3. improving public knowledge on health and health services 

 

They were also used by the NHS as a source of consumer representatives for committees 
(Levitt, 1980). 

The Community Health Councils appear to have been subject to similar challenges that 
abound in Australia: they were under-resourced; they developed somewhat independently 
of each other, resulting in variation in how they undertook their roles; there was variation in 
whose needs they represented, but they were seen as “predominantly middle-aged and 
middle class” (Levitt, 1980, p. 45); they had to work out how to represent disparate 
community views, and how to influence and persuade the health system of change; and 
they could have reached out more to organisations representing specific community groups 
(Beardshaw, 1990; Levitt, 1980). 

Unlike Australian health consumer organisations, Community Health Councils were 
statutory bodies and had statutory powers, including to request information and visit NHS 
sites, sit in to observe on boards, and appeal to the Secretary of State (Zoccatelli et al., 
2020). 

Freer (2021) argues that the Community Health Councils were defunded because they were 
seen by the government as “having too much power, and stood in the way of marketising 
reforms” (p. 143). Following the closure of the Community Health Councils, there have been 
a string of replacement organisations: Patient and Public Involvement Forums from 2003-
2007, Local Involvement Networks 2008-2013, and Healthwatch, since 2013 (Zoccatelli et 
al., 2020). Freer reflects that since Community Health Councils, “subsequent iterations of 
health committees have had diluted rights and negligible impact” (Freer, 2021, p. 143). 
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The main takeaways from studying the UK Community Health Councils is that the tensions 
and challenges described in this discussion paper are widespread globally, and are a feature 
of the always contested landscape of public involvement in health. It also shows that there 
will be interests in the health system that go against public interests – in the case of 
Community Health Councils, as identified by Freer (2021), the interest in 
marketisation/privatisation reforms, and that conflicting and competing ideas will always be 
a marker of health systems, including health public involvement bodies.  

One interesting point of comparison is that the UK Community Health Councils were 
statutory bodies. This has long been argued in South Australia, including in the Generational 
Health Review (South Australian Generational Health Review, 2003), to protect public 
involvement in health bodies from defunding. This may or may not have contributed to their 
enviably long tenure in the UK. However, statutory protection was regarded as unfeasible 
and “off the table” by some interviewees with whom this issue was raised, with one 
interviewee noting that there would be many groups who would similarly benefit – that 
there would be “a long line” to join. One interviewee pointed to the Children and Young 
People (Oversight and Advocacy Bodies) Act 2016 as one potential model for providing a 
public involvement body with legislative powers, making it more difficult to disband, 
improving the legitimacy of their role when interfacing with the health system, and 
enhancing the clarity of the organisation’s purpose. 

 

Conclusion 
Significant gaps in public involvement in the South Australian health system since the 
closure of the Health Consumers Alliance are apparent. There is widespread desire to see 
the re-establishment of a statewide public involvement in health organisation. Pursuing 
such an organisation provides an opportunity to consider recent advancements in public 
involvement thinking, and changes in the landscape and needs of the South Australian 
health system.  

Years of living through the COVID-19 pandemic, and seeing the problems facing the health 
system endlessly highlighted in the media, and dominate the most recent state election, 
have shown us the centrality of health and health care to the quality of life for everyone in 
the state. Re-establishing a public involvement body in South Australia is an opportunity to 
improve health and health equity, by making sure everyone’s health and health care needs 
are heard and understood. This is particularly urgent given the ever increasing health 
inequities present in our state. 

The second paper from SACOSS on this issue moves on to consider policy proposals for the 
reestablishment of a public involvement in health body for the state: a pre-release copy is  
available here.  

https://www.dropbox.com/s/ihvvde4q8edcavn/Public%20Involv%20-%20Pol%20Prop%20-%202022.pdf?dl=0
https://www.dropbox.com/s/ihvvde4q8edcavn/Public%20Involv%20-%20Pol%20Prop%20-%202022.pdf?dl=0
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