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Introduction 
 
The Australian Institute of Health Policy Studies (AIHPS) held the third of its National Health Policy 
Roundtables on Tuesday 8th November 2005, Parliament House, Canberra.  It was attended by 
leaders from more than 20 key organisations from around Australia, including the health 
jurisdictions, academic organisations, NGOs and other health industry organisations. 
 
The AIHPS Roundtable events have proven to be a successful way in which AIHPS can further its 
research agenda and identify an evidence base required for major health reform of the Australian 
health care system.  Also it provides an opportunity for discussions to take place in relation to other 
organisations work and experiences and further explore possible collaborative efforts with AIHPS 
in the future. 
 
This document includes the materials circulated prior to the Roundtable, the program and a brief 
paper summarising the findings.
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3RD NATIONAL HEALTH POLICY ROUNDTABLE:  
ENGAGING CONSUMERS IN HEALTH POLICY: 

ASSESSING MODELS & OPTIONS 
 
 
Tuesday 8th November, 2005 
9.00am – 2.00pm 
 
Senate Alcove Room, Parliament House 
Canberra, ACT 
 
 
RSVP by 28th October 2005 
AIHPS Event Coordinator: Rebecca Watson 
Phone: (07) 3864 5724 
Email: aihps@qut.edu.au  
 
Numbers are limited and briefing papers will be made available 
before the event. 
 
 
Thank you to ACT Health for their valuable support  
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Presenters 
 

 

Mr Mitch Messer 
Mitch Messer is the Chair of the Consumers Health Forum.  He is also 
Executive Director of Cystic Fibrosis Western Australia. He is 
President of Cystic Fibrosis Australia and Secretary/Treasurer of 
Cystic Fibrosis Worldwide. Mitch has been involved in health 

consumer issues in a broader way through the Health Consumers' Council 
(WA) and also its predecessor organisations the Health Consumers' Network 
and Health Advisory Network. During his involvement with these groups he 
has served in the position of Chairperson, Treasurer and Board member. He 
is the Deputy Chair of the Genetic Support Council WA (Inc). 
He has been involved in many committees and working groups dealing with 
a range of issues including aged care, pharmaceuticals, genetic services and 
lung transplant. He is currently a member of the Pharmaceutical Benefits 
Advisory Committee and the Australian Pharmaceutical Advisory Council. 
 

Professor Stan Capp 
Stan Capp has worked in the health industry for over 30 years and 
has held several senior appointments within Government and as CEO 
of several health services. In 1995, he made a temporary change to 
local government, taking on the role of Chief Executive for the newly 
formed City of Glen Eira, a large metropolitan council in Melbourne. 

 In 1996, Stan joined The Geelong Hospital as Chief Executive and then 
became Chief Executive of the newly established Barwon Health, one of 
Australia's largest voluntary amalgamations. During this time, he participated 
in the 1999/2000 Ministerial Review advising the State Government on the 
Melbourne Metropolitan Health Care Networks restructure and undertook his 
Doctoral studies in assessing the Geelong community's priorities and 
expectations of its public health system. 
Stan was the Chief Executive of Victoria's largest health service, Southern 
Health, from 2000 until the end of 2003.  One of his successful initiatives was 
the Forum on Community Participation in Health Care that was conducted in 
2003. 
He now works mainly on international consultancy projects throughout the 
Middle East and Asia. 

 
Dr Tony Sherbon 
Dr Tony Sherbon had 15 years experience in clinical and 
administrative management within the NSW health system before 
taking up the position of ACT Health Chief Executive in 2003. 
As CEO of Illawarra Area Health Service he oversaw the 
establishment and development of the Illawarra Stroke Unit, the 

Gynaecological Oncology Service, and the Interventional Cardiology Unit. 
With ACT Health he has already overseen an 11% increase in hospital 
admissions, a 16% increase in radiation oncology outpatient services, 30% 
increase in adult intensive care capacity, a new organisational structure and 
completion of key strategic plans for the future. 
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3rd National Health Policy Roundtable: 
Engaging Consumers in Health Policy: Assessing Models & 

Options 
Tuesday 8th November 2005 

 
 
Facilitator: Dr Norman Swan 
 
8.45  Coffee 
 
9.00  Welcome and introductions 
Professor Robyn McDermott - Chair 
Dr Norman Swan 
 
Presentations 
 
9.10  Mr Mitch Messer 

Tales from the battlefield – Issues in how consumers deal 
with health policy 

 
9:45    Dr Sophie Hill 
 Consumer Engagement what do we know from the 

evidence?  – AIHPS discussion paper 
 
10.20  Morning tea 
 
10.35  Professor Stan Capp 
 Stories from the battlefield – Large-scale community 

participation in planning 
 
11.15  Dr Tony Sherbon 
 Cutting to the chase – Putting consumer engagement into 

action 
 
11.40 Discussion on identifying highest priority issues, gaps and 

directions forward – with facilitation by Norman Swan 
  
12:30 Professor Brian Oldenburg 
 AIHPS Work Program - 2006 
 
12.45  Lunch (please advise of any dietary requirements) 
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AIHPS Contact 
 
 
Rebecca Watson 
c/- School of Public Health 
Queensland University of Technology 
Victoria Park Road 
Kelvin Grove Qld 4059 
Phone: (07) 3864 5724 
Email: info@aihps.org 
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Roundtable Discussion Paper 

 
ENGAGING CONSUMERS IN HEALTH POLICY  

 
INTRODUCTION  
Australia has long been an innovator in consumer participation in health with 
governments over 30 years responding to the desire of community members to be 
involved in policy making around health. The current complexities, stresses and 
changing demands in health policy make it a suitable time to examine whether the 
existing models, structures and processes of consumer participation in health are the 
ones that will continue to serve us well.  
 
The focus of this paper is consumer participation in health policy. It is written to be 
provocative and raise questions for discussion. Consumer participation in health is a 
vibrant intellectual area that draws strength and relevance from its largely voluntary 
participants. However, this paper argues that much more attention and resources need 
to go into the development of a clearer conceptual and evidence-based framework for 
consumer participation, if future health policies are to be responsive to and reflective of 
community needs, and for good policy making to ensue.  
 
USERS OF THE HEALTH SYSTEM IN THE NEAR FUTURE  
A useful starting point is contemplation of what the profile of users of the health system 
might looks like in the short-term future. This is the population whom health policy will 
address, and also from where consumer advocates will come. Australians will variously 
be:  

• Better educated and older, and more likely to have multiple health conditions. 
They may also be more likely to articulate their different needs, eg consumer, 
carer, citizen;  

• More skilled at finding information, although not necessarily skilled at evaluating 
it;  

• More experienced in the use of technology to mediate health interactions, eg 
mobile phone for health information or for participation in clinical trials, and email 
for contacting their doctor, although face-to-face interactions will still be important 
to building trusting relationships;  

• Wanting more say over critical decisions, eg choice of timing of death;  
• More aware of mistakes that happen in the health system;  
• Vulnerable to influence from marketing strategies that create demand, eg direct to 

consumer advertising;  
• Forced to articulate information needs due to pressure on consultation time with 

health professionals;  
• Shopping around for multiple providers to meet needs, eg from different 

professional groups and from different countries for services;  
• Aware of successful campaigns that have influenced health policy, eg breast 

cancer screening;  
• Conscious of their budget in health choices, eg Will they go into hospital as a 

public or private patient? Will they have an elective procedure in Australia or 
overseas?  

• Still not sure how the health system actually works in Australia;  
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• More likely to be a consumer advocate – for themselves, for their parents, or for a 
group of like-minded people.  

 
In thinking about the population more broadly, pockets of disadvantage will remain, but 
may shift depending on socio-economic circumstances and health service 
characteristics. There will be some populations with high levels of health and social 
needs that are likely to grow, such as people with dementia, indigenous people (half the 
indigenous population is now less than 20 years old), and people with mental health 
problems.  
 
HEALTH POLICY MAKERS IN THE NEAR FUTURE  
Health policy makers and their responsibilities may also change. We propose that they 
could be:  

• Better educated, and more likely to have multiple responsibilities;  
• Using evidence more in the development of policy options: more skilled at critical 

appraisal;  
• More experienced in the use of technology and its future role in health care. They 

will use it regularly to mediate interactions, eg internet for meetings, although 
face-to-face interactions will still be important to building trusting relationships;  

• Reacting to demands from people wanting more say over critical decisions, eg 
euthanasia;  

• Working on the development of new systems to fix mistakes;  
• Mediating demands from powerful vested interests;  
• Increasingly required to develop or oversight the provision of independent health 

information services;  
• Developing policies to minimize harms or ensure quality or constrain costs for 

new providers entering the market;  
• Still tackling problems of shortages in the health workforce; monitoring health 

systems, drug usages, use of diagnostic and screening tests;  
• Responding to disadvantage, lobbying, and pressure from treasury!  
• And thinking about a consumer-oriented system in their spare time.  

 
WHAT DO WE THINK OF WHEN WE TALK ABOUT CONSUMER PARTICIPATION?  
In common parlance, consumer participation has multiple meanings:  

• A social movement;  
• A strategy to re-orient the health system;  
• A form of democratic participation;  
• A person on a committee;  
• Some form of minimal feedback from patients.  

 
This confusion in meaning and use of language bedevils any attempts to think 
structurally and politically about improving the health system through participative and 
responsive means. Consumer participation is important for various reasons, not least 
because it is considered part of the democratic landscape of the past 30 years. There is 
emerging evidence from rigorous effectiveness studies that it can improve health 
outcomes, lead to more responsive care, facilitate people’s involvement in treatment 
decisions, and improve quality and safety. 1 

                                                 
1 See Department of Human Services 2005a for a definition of consumer participation, and 
http://www.latrobe.edu.au/cochrane/reviews.html for a list of relevant Cochrane reviews and protocols, eg the Cochrane 
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However, evidence of effects is slow to emerge, and is dependent on the studies that 
have been done and the task of summarizing diverse results. Familiarity with the 
debates and policy shifts can give us other important reasons for making consumer 
participation a clear policy objective and for making it more effective. In addition to better 
health outcomes, consumer participation:  

• reduces political risk in a democratic society, particularly when there is never 
enough money and always too much demand;  

• holds professionals and bureaucrats accountable in circumstances where 
consumers have little effective choice, eg, in emergencies, when they haven’t got 
any money, when they are indigenous, when they live in the bush;  

• drives clinical accountability (think professional indemnity and complaints);  
• encourages review of workforce recruitment and training (what makes a good 

doctor or a good nurse?);  
• makes for more responsive and equitable services.  

 
There have been some notable successes in consumer participation, eg people involved 
in HIV/AIDS care and the women’s movement in relation to breast cancer. An exciting 
new development is the formulation of a Victorian consumer participation policy related 
to publicly funded health services, including the development of performance indicators 
for consumer participation in acute and sub-acute services (Department of Human 
Services 2005b). In many ways, though, the features of the consumer participation 
landscape have changed relatively little over the past two decades. So, we will now 
describe some common practices in the area of consumer participation in Australian 
health policy development.  
 
STRUCTURE AND FUNDING OF CONSUMER GROUPS  
National and state/territory governments are major funders of consumer groups, 
including groups with a social focus, eg ageing, and groups with a single disease or 
health problem focus, eg mental health. Other sources of funding include charity work 
and associated fundraising, eg selling products unrelated to the organizational 
objectives, and membership/subscription fees.  
 
In addition, Australia has for long been unique internationally for its support for a national 
peak consumer group, incorporating many ‘voices’ and linking them to department 
imperatives and policy making. The Consumers’ Health Forum (CHF) was established 
from a review of community participation in the Commonwealth Department of Health 
presented to the then Minister for Health, Dr Neal Blewett in December 1985 (Baldry 
1992). Structurally, it has changed little since it was formally established in the 1986 
Commonwealth Budget. It consists of a coalition of community and consumer groups 
that relies on the experiences of its membership for its understanding of the health 
consumer perspective.  
 
If we assume that the myriad of small and large consumer groups operating at local and 
national levels could be called a sector, then it is one that could be described as follows: 
under-funded, duplicative, insufficient access to continuing professional training for its 
staff and committee members, an uneasy mix of voluntary and paid staffing 
arrangements, no career structure, multi-functional (and usually over-committed to 
different functions) eg services for members, advocacy on behalf of members, 

                                                                                                                                               
protocol, to be published on The Cochrane Library in 2006, by Nilsen et al., (2004) “Interventions for promoting consumer 
involvement in developing healthcare policy and research, clinical practice guidelines and patient information material”. 
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responding to policy makers, researching issues for members, lobbying, fund raising. 
Increasingly, consumer advocacy functions are also being established within health 
services, or as component parts of health foundations. One possible implication of this is 
that there is better access to participative structures for a broader population.  
 
The proliferation of small groups creates many dilemmas for policy makers, as it does for 
consumers! For instance, there are a myriad of small overlapping groups, with tiny 
staffing and infrastructure. They may be responsive to their membership but can they 
link to government policy making demands? The similarity to solo, small business 
general practice comes to mind as an analogous structural policy problem.  
 
Much of the work that is done is by necessity responsive and not proactive. There is little 
time for strategic planning, and few opportunities for sector-wide conferences. Much of 
the research that is done focuses on processes or is concerned with issue-raising and 
so linked to the advocacy function rather than evaluation. Some partnerships with 
academic institutions exist but are not a common feature.  
 
Our experience is that a surprising number of consumer groups are wary of the 
evidence-based health care movement, as their commitment is to forms of research that 
are more interpretive of experience. Fear that choices might be reduced make some 
fiercely critical of effectiveness research. This leads to a lack of insight into how different 
forms of research can strengthen our understanding of what models improve health. On 
the other hand, there is little funding support for researching effective models of 
consumer participation (at individual level up to policy level), virtually no training for 
consumers to become adept at evidence-based concepts and practices, no academic 
fellowships, no work placement schemes allowing cross-employment for government or 
consumer personnel, and no long term research program. The absence of Australian 
health literacy baseline data highlights this: as does the lack of public debate on national 
health information provision standards for health care patients and carers.  
 
A challenge for consumer groups who rely wholly or substantially on government funding 
is the capacity to be critical and to be an independent voice. For example, funding 
conditions may restrict organizations to service delivery rather than advocacy functions. 
It could be argued that independence could be strengthened if they were linked into 
other networks, enabling the generation of irrefutable research findings.  
 
One additional difficulty with the current arrangements is the failure to establish 
structures that flexibly link to the policy making structures addressing problems that run 
across jurisdictions. Anecdotally, we hear that consumer groups struggle to join up 
across these divides. Some have addressed this by having state based groups with a 
national body, and also by linking to the CHF, but resources to develop understanding of 
cross jurisdictional issues need to be found within existing resources. Similarly, the 
capacity of consumer groups to contribute to the formation of legislation, regulation, new 
administrative protocols, national policy parameters and services requires knowledge, 
skills, infrastructure and networks that are beyond many groups.  
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PARTICIPATIVE PROCESSES: CONSULTATION AND REPRESENTATION  
Consultative processes  
Overall, the main focus of consumer participation in Australia has emphasized 
democratic participative models. There is a strong oral culture underpinning the values 
of consumer participation, with shared support for the expression of people’s voices, and 
the value of ‘being there’ when decisions are made.  
 
The first finds expression in consultation. Public and community consultation is 
established practice in health policy development for Australian governments. There are 
statutory obligations for public consultation for organizations such as the National Health 
and Medical Research Council (NHMRC) and the Australian Health Ethics Committee, 
with consumers acknowledged as stakeholders in policy development. Over time a 
range of ‘toolkits’ have been developed for government, health services and consumer 
groups, with the aim of improving the consultation process. Processes around 
consultation usually require some form of public meeting or written submission in 
response to an initial draft document, although ‘ministerial advisory bodies’ also function 
as a form of consultation mechanism. Consultative processes have been integrated 
successfully into many administrative procedures, and levels of government. Various 
problems have been identified, including inadequate response time frames, poor 
advertising of meetings and low attendances, expectations of joint ownership and 
control, feelings of poor preparation or knowledge of topic, and potential for domination 
by some individuals or groups (Thomson CJH undated).  
 
Other forms of consultation and information gathering, such as targeted focus groups 
and local surveys, are also widely used but in a less systematic fashion (eg Australian 
Medical Workforce Advisory Committee (AMWAC)). A major issue is the failure to learn 
from the collective lessons that these consultations provide, largely because access to 
grey literature is limited and requires extensive resources. The opportunity to catalogue 
relevant reports offered by the National Resource Centre for Consumer Participation in 
Health was never fully realized and eventually undermined through funding uncertainty.  
 
Recent developments in the United Kingdom include significant investment in public 
consultation to ascertain views about the future direction and reform of the National 
Health Service. Participants, who were paid to attend, discussed four topics: patient 
choice; investment; community service provision; and public involvement in decision-
making (BBC 2005). What uncharted waters could we consult on in Australia: the future 
of Medicare, national health literacy benchmarks, research priorities, quality of health 
services in the public AND private sectors?  
 
Representative participation models  
This has been a major model for consumer participation in Australia. It emphasizes the 
value of individual experience, although this can present both a strength and weakness 
of this model. At a recent ‘Researching Consumer Participation’ symposium we held in 
Victoria, with over 100 participants from all parts of the health sector, it was concerning 
that there seemed to be a shared consensus that consumer participation meant only 
this: a consumer representative.  
This model has been successful in achieving participation at a high level. A number of 
important national health policy related organizations include consumer membership on 
its committees, for example the Medical Services Advisory Committee, NHMRC, 
AMWAC, and the Safety and Quality Council. The CHF provides consumer 
representatives for over 200 committees from its membership and staff. Consumers are 
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also included on state-based policy and service committees, as well as bodies 
responsible for accreditation and standards.  
 
For some processes, the inclusion of consumers is long-standing, although it is usually 
limited to the involvement of one person. However, this approach is not universal or 
guaranteed. For instance, the recent review of the Safety and Quality Council makes no 
specific mention of a consumer member, rather the membership “should be chosen for 
their collective competence in corporate governance, health system reform or change 
management, safety and quality systems, and strategy development”. The 
recommendations appear to relegate consumer participation to stakeholder consultation 
through a twice yearly reference group (Paterson 2005).  
 
The weakness of the model is that it relies on the personal capacity of representatives to 
extrapolate from the personal to collective experience. Training in the use of evidence or 
understanding of how such evidence can be generated is uneven and absent in many 
areas. Consumer representatives have few ‘powers’ or a budget to commission needed 
work to support their role. Many health issues now require a high degree of health and 
scientific literacy, and familiarity with economic and policy analysis. Education for 
clinicians and for government personnel is available in many of these areas but few 
programs are available for consumer representatives.  
 
Issues around the use of terminology remain. Are people who join consumer health 
organizations representative? And what obligation is there for them to provide a view 
that is consistent with the broader community? This is an important issue as there have 
been inappropriate influences on some consumer organizations through funding by 
industry groups with a vested interest in health policy, eg pharmaceutical organizations 
(Moynihan 2004, Moynihan 2003).  
 
Another issue is how people maintain links to specific health-based organizations when 
there is no particular health need. For example, maternity organizations have been a 
strong source of consumer advocates in Australia and are seen as major influence on 
the formation of the Consumers’ Health Forum, However as their children age there may 
not be an appropriate health consumer organization which they can join.  
 
A hidden tension in consumer groups is the value placed on lay knowledge and in lay 
people, compared with the skills and experience of staff in these organizations. This 
mirrors attempts to discredit informed or “expert consumers” who are seen to have skills 
and expertise not representative of “grassroots” consumers. The impact of this tension in 
the context of good policy making is not well understood.  
 
Increasingly, health services are required to establish consumer/community liaison and 
advisory committees. In Victoria, this has provided a pool of consumers with growing 
skills and sophistication in terms of input to health service planning and review. Yet, as 
their responsibilities increase, it is likely that the consumer representatives will come 
from those people who are retired or do not have full-time employment responsibilities to 
meet the health service’s demands.  
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OTHER POLICY MAKING CHALLENGES  
The failure to see consumer participation as implying much more than consultation and 
representation means that we are not exploring other structures or policy approaches to 
producing a consumer-oriented health system.  
 
Lack of education about the health system and health research, coupled with the need 
for increased skills in communication and technology, place additional challenges on 
health consumers and their participation in policy development. Equally, a more 
participative health system, at individual up to policy levels, requires appropriate 
knowledge, skills and relationship building tasks of policy makers.  
 
Few people have only one disease, especially as they age. Yet many clinical practice 
guidelines, and policy in national priority areas, run along disease lines. Despite 
progress in tackling chronic illness in a multi-dimensional way, policy discussion, 
information provision and research still has a tendency to focus on single diseases or 
conditions. Similarly, the issue of effective communication with consumers has to be re-
discovered within each policy area. To give you a simple practical example: how do we 
get a recommendation related to the Level 1 evidence of beneficial effects of decision 
aids (from a systematic review of many trials by O’Connor et al, (2003)) integrated into 
all relevant clinical practice guidelines, without writing to each clinical practice guideline 
developer?  
 
In conclusion, for more effective consumer participation, here are some things 
that we need:  

 1. Evidence base of consumer participation;  
We need to develop a clearer conceptual and evidence-based framework 
for consumer participation at all levels and within different contexts. This 
involves building on the research that has already been done, by 
gathering, summarizing and disseminating it. We need to find out what 
consumer participation strategies and interventions work across the 
board, what work in different situations and contexts, what work for 
different groups of people, and how different techniques and methods can 
work.  

2. Knowledge-building and iterative research;  
We need to know more about what Australians want and need from their 
health services and we need to monitor these needs over time through 
the use of population-based surveys. We need iterative research 
programs that build from research that identifies problems, to research 
that tests solutions, to applied research that evaluates practical 
implementation. We also need better linkage and exchange programs, 
involving consumers, policy makers and researchers, to identify gaps and 
priorities in this area.  

3. Knowledge translation processes for consumers;  
We need to be able to access resources, training and skilled personnel to 
help consumers bridge their personal experiences with the processes of 
evidence-based policy. 
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4. Policy making on national standards around information provision and 
communication (consumer participation in health care treatment);  

We need a systematic and evidence-based approach to the development 
of national standards for strategies for informing the population about 
health issues and for communication of health information between 
consumers and health professionals.  

5. Structures and processes that make links across policy and service areas, and 
across jurisdictional policy responsibilities;  

How can we better integrate key cross-cutting information into the existing 
structures for policy making?  

6. Debate on consumer participation issues that crosses the public/private split;  
For many Australians the experience of health care straddles public and 
private services, yet policy debate on consumer participation rarely 
encompasses this experience.  

 
WHERE TO NEXT?  
We can conclude that current models of consumer participation in health policy in 
Australia have proved to be acceptable to the governments and health services that 
have developed ways to incorporate them. The use of different models of consumer 
participation appears to have provided some flexibility and helped to address issues of 
inclusiveness by allowing specific populations to be targeted.  
 
However the extent to which consumer participation has achieved robustness, flexibility 
and inclusiveness is difficult to ascertain, and there are some evident shortcomings in 
terms of modern policy requirements. There has been little rigorous evaluation of the 
impact of consumer participation on policy outcomes or the policy development process.  
The UK Modernising Government White Paper (2001) identified changes that are 
required if policy making was to become responsive to twenty-first century challenges. 
The characteristics of ‘modernised’ policy are relevant to the inclusion of consumers. 
Policy relevant to modern times must be:  

• Strategic – look ahead and contribute to long term goals;  
• Outcome focused – aim to deliver desired changes in the real world;  
• Joined up (if necessary) – work across organizational boundaries;  
• Inclusive – be fair and take account of all interests;  
• Flexible and innovative – tackle causes, not symptoms and not be afraid of 

experimentation;  
• Robust – stand the test of time and work in practice (UK Cabinet Office 1999).  

 
From this framework came a taxonomy of features for modern policy making, all of which 
are highly relevant to thinking through some challenges for consumer participation in 
health policy making in Australia They can be grouped into three higher level categories:  
 
Vision  

• forward looking  
• outward looking  
• innovative, flexible and creative  
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Effectiveness  
• evidence-based  
• inclusive  
• joined up  

 
Continuous improvement  

• review  
• evaluation  
• learns lessons (Bullock 2001)  

 
We put forward this taxonomy both as a framework for discussion but also because it 
highlights some challenges for consumer participation policy making in this country – 
challenges for consumer advocates, for policy makers and for researchers. If we were to 
match current activities against these criteria, how would consumer participation rate 
(assuming we had a shared definition)? Where to now?  
 
Prepared by Dell Horey and Sophie Hill, with comment from Hal Swerissen and 
Vivian Lin  
School of Public Health  
La Trobe University  
November 2005  
 
Dell Horey is active in the Cochrane Collaboration as the Australasian coordinator for the 
Consumer Panel of the Cochrane Pregnancy and Childbirth Review Group, as an editor 
with the Consumers and Communication Review Group and as a member of the 
Consumer Network. She has participated on numerous health committees and working 
parties including workforce planning for midwifery, obstetrics and general practice. She 
has a degree in applied chemistry. Her interest in perinatal research encouraged her to 
complete a Masters degree in clinical epidemiology. Her PhD thesis looked at the role of 
information in caesarean birth.  
 
Sophie Hill is a Senior Research Fellow in the School of Public Health at La Trobe 
University and is the Coordinating Editor for the Cochrane Consumers and 
Communication Review Group, a review group of the Cochrane Collaboration. The 
Group coordinates the production of Cochrane systematic reviews on interventions to 
improve people’s interactions in the health system, particularly associated with 
communication with and involvement by health consumers. She has worked for 
governments and consumer groups.  
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Summary of Outcomes paper 
 
The AIHPS 3rd Roundtable focussed on the issue of Engaging Consumers in Health Policy: 
Assessing Models and Options in Australia.  Each of the four presenters delivered four very 
different views of consumer engagement, from the grassroots level to the successes that have 
been achieved in some consumer-based studies.  However, most agreed that the current 
engagement of consumers in health policy is lacking in relation to why, how and when they are 
involved and by how much.  The consumer/community is an integral part of the health system 
which often fails those that it is meant to care for.   
 
The objectives for the Roundtable were to consider the important unknowns in health policy and 
research, what gaps are currently present,  what research evidence is still required to improve 
policy design and implementation and to also identify issues that require policy and research 
attention ( e.g. better workforce training and development, improved engagement with consumers). 
 
A number of key elements were highlighted by each of the presenters at the Roundtable which 
AIHPS need to take into consideration to continue this debate and discussion. 
• What or who is a consumer? 
• The evidence for consumer participation 
• Current consumer engagement 
• Consumer priorities and expectations 
• Putting consumer engagement into action – successes and future challenges 
• Conclusions – moving forward 
 
What or who is a consumer? 
The term consumer is difficult to define and have multiple meanings, but for the purpose of this 
Roundtable the term consumer participation could be one of the following: 

• A social movement; 
• A strategy to re-orient the health system; 
• A form of democratic participation; 
• A person or committee; 
• Limited – some form of minimal feedback from patients (general practice example). 

 
The evidence for consumer participation 
Light & Pillemer (1984) suggest that before any action is taken in relation to supplementing a 
program of study into any area of any sector a few questions need to be considered; 

• What is known about the magnitude of the problem? 
• What efforts have been made in the past to ameliorate it? 
• Were they successful? 
• Does existing evidence suggest any promising new directions. 

We need to formalise what we already know and synthesise existing evidence. 
 
Consumer participation is important as it encourages consideration and debate through people 
being involved in their health care and also that of the community.  However not all evidence for 
consumer participation is positive as better evidence is required for people to be properly informed 
of the choices available and also what is the right choice – not everything done in consumer 
participation benefits the consumer/community. 
 
It has been identified by the Cochrane Consumer and Communication Review Group (CCCRG) 
that effective interactions with people are as important as effective clinical care.  So what does this 
mean for us?  The CCCRG takes this one step further in that the working definition should be 
based around a cycle of interventions: 

• Directed at the consumer 
• From the consumer 
• Communication exchange between providers and consumer 
• Communication between consumers 
• Communication to the health care provider from another source 
• Service delivery 
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There needs to be a systematic review of evidence both for the effects of these interventions and 
the cost.  In most of the trials that are currently being undertaken, a majority of these have not 
been incorporated into a systematic review.   However, a systematic review and better evidence 
means increased costs and support, which are not currently available to the extent that a review 
would have the desired outcomes for future improvements in health, policy and consumer 
engagement. 
 
On looking at what others have achieved through a systematic review, Nilsen and colleagues are 
currently preparing a Cochrane systematic review on the Interventions for promoting consumer 
involvement in developing health care policy and research, clinical practice guidelines and patient 
information material (to be released in 2006).   There are notable achievements in consumer 
participation/engagement e.g. people involved in HIV/AIDS, the women’s movement in breast 
cancer and the new development in the Victorian and Western Australia consumer participation 
policy and programs, but these are few and far in between particularly when looking at the last two 
decades.  By looking at what others have done or are doing, we have a firmer platform on which to 
build our work.  There is still more work in systematic reviews occurring overseas, so what do we 
need to improve in Australia? 
 
We need to make better choices about resource allocation and investment, building detailed 
knowledge about questions we are going to ask and to whom, consider how equity and diversity 
effects the intervention prescribed and most importantly what are the benefits, but also the harm 
involved with a particular intervention? 
 
From ensuing discussion, participants identified a number of key areas that are lacking in Australia 
in consumer engagement in the health sector, but why are gaps still existent in the evidence?  Four 
areas that were identified were as follows: 

• Structural reasons 
• Too much attention to consultation and representation 
• Too much research that does not build 
• Lack of infrastructural capacity building 

 
So how does an Institute such as AIHPS find a balance?  First we need to focus on those that are 
driving the policy change, do they have the resources, training and access to drive change?  Is the 
research value adding, or is it just delaying the process of more effective research? And thirdly, if it 
is consumer engagement that we are trying to promote then it shouldn’t just be consumer-oriented, 
it should be consumer driven. 
 
Current consumer engagement 
Consumer groups are generally funded by national and state/territory jurisdictions.  Other sources 
of funding have historically been charitable donations and membership/ subscription fees to the 
organisation.   
 
The Consumer Health Forum (CHF) has long been a recognised collective consumer voice in 
Australia.  The CHF was established from a review of community participation in the 
Commonwealth Department of Health presented to the then Minster for Health, Dr Neal Blewett in 
December 1985 (Baldry 1992).  The forum has changed little since it was formally established in 
the 1986 Commonwealth Budget.  Although a significant funding is received from the Australian 
Government, the CHF does not want to be seen as an “arm” of the government and to provide a 
continued, independent voice of consumers, but in partnership with its membership, jurisdictions, 
non-government organisations and industry.   
 
In the past, the work of consumer groups, large and small, has been reactive rather than proactive, 
but as training and development programs are improved for dedicated consumer representatives, a 
stronger framework for the improvement in consumer engagement is consistently improving 
standards.  Larger consumer groups, such as the CHF, provide a linking mechanism for smaller 
consumer groups and collectively involved in the improvement of systems rather than just 
supporting research.  Consumer groups provide not only the forum for discussion and participation,  
but they are the forefront of providing an advanced consumer knowledge base, through web 
pages, national forums, feedback to constituency and recruitment training. 
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Current national development in general practice in Western Australia is receiving $1 million for a 
consumer participation program; however the core funding for the CHF is $300,000.  What would 
happen if a substantial increase in funding was available to consumer groups?  The answer would 
be to strengthen research, links and focus with other groups.  There are no peak consumer 
representative bodies in Queensland, NSW or Victoria that the CHF can link into, so it could also 
be used to set up a state-representative body for regional work. 
 
There should also be questions around how consumer satisfaction cam be more pivotal and be 
measured so that positive changes can be made.  Consumers have not had an independent 
“vehicle” for them to express their satisfaction or concerns.  Also areas of unevenness in the 
consumer/community needs to be recognised i.e. literacy skills, training and general education on 
how systems work varies.  How do we combat this taking into the Australian versus the UK 
experience?  Although in Australia we have a more sophisticated consumer system and work 
closely with government groups such as the NHMRC and Medicines Australia, we still struggle with 
the concept of providing a completely independent voice for the consumer. 
 
Consumer priorities and expectations 
The main tasks that drive consumer priorities and expectations takes time, effort and money, but 
still provides the consumer an opportunity to express their views without being impacted by outside 
influence.  So what has proven to be an effective tool in providing the community a chance to 
explore their public health care system?  In Geelong and Southern Health a  project was set up for 
the community through various research options including; survey and opinion polls, focus groups, 
public meetings etc; to explore the issues surrounding their health care system. 
 
From a survey carried out in the UK in (Bowling) 1996, it is interesting to compare the results of 
this survey to the project carried out in Geelong, Australia.  Only two priority areas were identified 
as comparative between the UK survey and Geelong project – which were special care and pain 
relief for the dying and preventative screening and immunisation.  The priority for those in Geelong 
was emergency services, not the cost of the treatment, but for it to be of high quality and timely.   
  
Through this project a number of issues were identified and also some outcomes for Southern 
Health to address.  Through a majority of the exercises it reflected ambivalence towards politicians 
and the government system and being involved in decisions relating to community health also 
echoed in Kitzhaber (2004) “the underlying problem lies not so much with the people engaged in 
the debate but rather with the institutions and organisational structures through which they are 
seeking to resolve their disputes.” It was also identified that the community needs to be involved in 
any decisions, but expert advice is still needed, which also reflects for the need of trained 
consumer representatives to be available in the general community to assist, but to be consumer-
centric.  
 
Putting consumer engagement into action  
There has been mixed experiences in consumer engagement around Australia and overseas, and 
without commitment and support, participation can be tokenistic or counterproductive.  What is 
needed in what is reflected in the experience of ACT Health, is that a whole of government 
approach in its commitment to health is needed and to have a consumer representative at the 
forefront.  This is recognition of the need for community engagement across all government 
activity, including health and to provide guidelines and approaches to maximise the effectiveness 
of community engagement.  Currently ACT Health has a consumer-chaired council (with 12 
members from all areas in ACT Health) in which all policies need to go through its consultative 
process. 
 
It was identified that there has been a problem providing a clear and representative distinction of 
the consumer view, as there is differing concerns between groups such as carers versus that of the 
general community.   Funding needs to be attached to every incentive so that all views are 
expressed and followed through with in time, particularly which of the demand on aged care as  
 
their long-term needs differ to that of the younger generation, who require access to preventive 
short-term solutions to their health. 
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Patience needs to be shown, due to the increasing cultural diversity, the age gap and increasing 
mental health issues in this country.  Current engagement with these individual groups is becoming 
increasingly difficult and is a process of trial and error.   
 
In summary; 

• The roles of the government and the consumer organisations/representatives have to be 
clear and appropriate  

• Adequate funding needs to be available 
• The government and community need to recognise integral differences i.e. with the issue of 

smoking in pubs and clubs that will not just disappear even though policy is implemented to 
try and change community perceptions. 

• It is a learning process that it is trying to keep the balance between skilled people and 
skilled leadership with a history of not enough investment and a fractured agenda.   

 
Conclusions – moving forward 
AIHPS needs to remain an independent advisor, a liaison between the government and the 
consumer and to provide current and up-to-date information on policy and the need for change and 
better evidence.  AIHPS needs to identify the issues and gaps in policy and conduct independent 
reviews to reflect on what needs to be done to improve the health system in this country.  The 
research does not need to be reinvented, we need to be more systematic in our approach to past 
surveys and use this information to tackle new problems and carry out further work, proactive, not 
reactive. 
 
Consumer representatives need to be trained and provided with opportunities to develop their skills 
to work in the health and policy sector.  The general population are at a disadvantage as they do 
not get a look into consumer engagement, so we are reliant on organisations such as the CHF to 
help people access this information and have a voice.  Consumers are saying that they want a 
balance of services, both through emergency departments, but to also to think upstream in terms 
of preventive care and more community projects.  If these projects are carried out properly the 
provision of consumer information will shift from the medical profession to that of public 
health/consumer educators.   
 
Safety and quality in the health care system was an issue that was brought up during group 
discussions.  Accountability needs to be shown and that major events are not isolated and 
shouldn’t be taken as such.  Consumers need to be more engaged in safety and quality of their 
health system.  However there are identifiable and foreseeable issues with this.  Leadership needs 
to be present to provide processes on identifying what works and doesn’t work.  It is important that 
a non-antagonistic approach is taken and that we are not a culture of blame.  All partnerships and 
consultation approaches need to be supportive.  The capacity for change needs to be built at all 
levels. 
 
What are we trying to influence in the current health system?  We need to engage in useful 
dialogue and try to work around the issues in terms of their influence on improving current health 
policy and its implementation. There are three distinct levers in the health system – funding, 
structured organisation and the consumer.  Consumers need to be involved and demand that 
research be open and data collection be transparent, which current privacy legislation hinders. 
Consumers also want to have control over their own health i.e. private health insurance options for 
remedial/alternative therapies. 
 
The Australian experience differs to that of the rest of the world in terms of the state of consumer 
engagement and attitudes towards the public health care system, but still the sentiment is the 
same that the health system must “remain responsive to shifting public concerns and debate” 
(Oregon 1991) and that it needs to be a sustained commitment over time as things do not happen 
overnight. 
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Mitch Messer – Consumers Health Forum 
 
 

Mitch Messer
Consumers’ Health Forum of Australia

Australian Institute of Health Policy Studies

8 November 2005

Consumers shaping health in 
Australia

 
 

Consumers’ Health Forum 
of Australia

CHF, established in 1987, is membership 
based, with a Governing Committee elected 
by members.

Strategic Plan 2005-09
Vision: Consumers shaping health in 
Australia
Mission: To provide an informed and 
respected voice on national health issues
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Consumers’ Health Forum 
of Australia

Voting members represent nearly 1 million 
health consumers

Population: older people, women, 
culturally diverse groups
Illness and self-help: diabetes, asthma, 
arthritis, cardiovascular, HIV/AIDS
Health interest: state, community 
groups

 
 

CHF members – frequent 
users of the health system

Australians with direct health system 
experience means CHF can:
Communicate complex health policy issues
Get consumer feedback on proposed changes 
from experienced users
Consult and share input across health interests, 
not limited to priority areas
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CHF strategies influence 
national health policy

Consumer Representatives Program
Submissions, reports, verbal input

Discussion papers, government initiatives, 
strategic directions

Advocacy, publications and media
Consumer perspective to balance others
Broad consumer view

 
 

CHF Consumer 
Representatives Program

Over 100 consumer representatives on 
around 200 national health committees
Strategic framework

Policy framework for consumer representation
Recruitment, training and support
Health policy, development, analysis and advocacy
Performance and effectiveness
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Consumer representatives       
- a consumer perspective

Protect the interests of consumers
Present how consumers may think and feel
Contribute consumer experiences
Ensure consumer concerns are recognised
Report the activities of the committee to 
consumers
Ensure accountability to consumers

 
 

CHF works with health 
consumers

Communicates with members
Monthly newsletter HealthUpdate and e-update
The Australian Health Consumer
Policy briefings and consultation papers
CHF website

Projects involve members and consumers
National workshops
Participate in members meetings
Community workshops
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CHF Current Priorities

Safe and appropriate use of medicines

Safety and quality across the health system

Optimising health outcomes for people with 
chronic conditions

 
 

CHF Current Projects

Community Quality Use of Medicines 
(QUM) project
Conducted in collaboration with the National 
Prescribing Service to ensure that CHF members are 
engaged in the national Community QUM Program

Electronic Health Records Project
Funded by the Department of Health and Ageing, 
ensures consumer participation in the development of 
HealthConnect
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CHF Collaborations

CHF and NHMRC Statement on consumer 
and community participation in health and 
medical research
CHF and Medicines Australia Working 
Together: a guide to relationships between 
health consumer organisations and 
pharmaceutical companies

 
 

Consumers’ Health Forum 
of Australia

Further information

See the CHF website at www.chf.org.au

Subscribe to The Australian Health Consumer

Telephone CHF on +61 (2) 6273 5444 

Write to CHF at PO Box 3099, Manuka ACT 2603 
AUSTRALIA
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Sophie Hill – Cochrane Consumers & Communication Review Group 
 

The evidence for consumer 
participation

Sophie Hill and Dell Horey
Cochrane Consumers and 
Communication Review Group 

 
 

Outline

1. What is consumer participation?

2. Questions we need to answer

3. Why are we not asking these 
questions?
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1. What is consumer and carer 
participation?

… encourages consideration and debate 
through processes that allow people to be 
involved in decision making about their heath 
care and that of the community. 

Within a health care system different types of 
participation can occur across service delivery, 
planning and policy making.

DHS Consultation Paper. Participation in your health 
service system, 2005

 
 

Subtle shift

From researching issues and 
processes

To also researching effects
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Consumers and Communication

Effective interactions with people are 
as important as effective clinical care.

We summarise the evidence on the 
effects of interventions to 
communicate with and involve 
consumers.

 
 

C&C working definition of 
‘consumer participation’ 1/2

Interventions directed to the 
consumer, eg patient education

Interventions from the consumer, 
eg consumer participation in policy

Interventions for communication 
exchange between providers and 
consumer, eg goal setting
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C&C working definition of 
‘consumer participation’ 2/2

Interventions for communication 
between consumers, eg self-help groups

Interventions for communication to the 
health care provider from another 
source, eg skills training of doctors

Service delivery interventions, eg 
appointment choices.

 
 

Review of the effects of 
interventions

5000+ trials in our register
1000+ trials of patient education

To manage one’s health condition
To be prepared for surgery
To learn a specific health–related skill
To help others cope with their health 
issue
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Not all the evidence is positive!

Basis of evidence-based health care
Examine conflicting evidence
Unbiased summary of sound studies
One input to good decision making

Do we apply this thinking to evidence-
informed consumer participation?

 
 

Evidence-informed decision making 
for consumer participation

Definition and clear conceptual thinking

Greater focus on interventions in specific 
contexts

Build evidence base

Recognise that not everything we do works 
or is worth the cost.
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2. Questions we need answers to …

If we are researching effects, what 
kinds of questions can we ask?

• Light & Pillemer: Summing Up, 1984

Illustrate questions with Cochrane 
reviews and protocols 
www.thecochranelibrary.com
• Search by author

 
 

Develop a sense of building

What have others done?

Nilsen and colleagues: Cochrane protocol
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Investing resources: making 
choices

What things work across the board, in 
most situations? What interventions 
work on average?

O’Connor and colleagues: Cochrane 
review

 
 

Building detailed knowledge

Do certain versions of an intervention 
work better or best?

Edwards and colleagues: Cochrane 
review
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Equity and diversity

Who does it work for? Are there 
particular people for whom the 
intervention works better or best?

Doull and colleagues: Cochrane protocol

 
 

It’s not only about benefits: it’s 
also about harms

Some interventions benefit some 
people but may harm others

Capblanch & Garner: Cochrane protocol
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Effects

What have others done?
What interventions work on average?
Who does it work for?
Do certain versions of an intervention 
work better or best?
What are the possible harms?

 
 

3. Why are we not asking these 
questions?

Structural reasons
Too much attention to consultation 
and representation
Too much research that does not 
build
Lack of infrastructural capacity 
building
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Why are policy makers not asking 
these questions?

Acknowledge government support to 
evidence-informed consumer 
participation (eg DHS Vic, and DHA)

Do you see consumer participation as 
only consultation and representation?

 
 

Challenges for a consumer-oriented 
health system 1/2

1. Evidence base of consumer 
participation

2. Knowledge-building and iterative 
research

3. Knowledge translation processes for 
consumers and policy makers
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Challenges for a consumer-oriented 
health system 2/2

4. Policy making on national standards 
around information provision and 
communication

5. Structures and processes that make links 
across policy and service areas, and across 
jurisdictional policy responsibilities

6. Debate on consumer participation issues 
that crosses the public/private split

 
 

Improve the evidence base of 
consumer participation - to:

Understand our world
Describe it to others
Strengthen our arguments
Build our knowledge and skills
Invest in effective methods and 
approaches
Set priorities
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Why is evidence-informed 
consumer participation important?

Develop standards
Improve health outcomes
Ensure that community is involved in 
distributive questions
Improve accountability
Improve health policies
Leave a legacy
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Professor Stan Capp  
 

“Community Priorities and Expectations 

– The View from Geelong

and

Southern Health”

Stan Capp

Former CEO of Barwon Health, Geelong and Southern Health, 
Melbourne

November 2005

 
 

Why do this work?Why do this work?

Rationing is  INEVITABLE in a climate 
of scarce resources and we can be 
IMPLICIT or EXPLICIT about it
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The Context for the workThe Context for the work

International:

The need to balance competing 
demands

• Cambridge and Huntingdon  
Health Authority

• State of Oregon Health Plan

 
 

The Context for the workThe Context for the work

Locally:

• The Geelong Hospital Intensive Care 
experience

• The Geelong Hospital Cardiac Surgery 
experience
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The View from GeelongThe View from Geelong

A project to explore the view of a 

community about its public health 

care system.

 
 

The specific aims are to:

(1) Identify the priorities and expectations that the 
Geelong community has of its public health 
care system.

(2) Determine if there is a common view on the 
attributes of a just health system.

(3) Consider a method of utilising the data in the 
determination of health care priority setting in 
Barwon Health.

(4) Determine the model of community 
consultation which enables ongoing input into 
the decision making processes of Barwon 
Health.
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Some Options for Community Some Options for Community 
ParticipationParticipation

• Surveys and opinion polls  

• Focus groups

• Nominal Group Technique

• Public meetings

• Citizen’s Juries

 
 

Qualitative StudyQualitative Study

Eight focus groups with 64 participants

• 4 men
• 4 women
• 3 lower SES
• 3 higher SES
• 3 < 40 years
• 3 > 40 years
• Italian men
• Italian women
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General ConclusionsGeneral Conclusions

• an egalitarian approach

• ambivalence towards politicians

• community to be involved but 
expert advice is needed

 
 

Quantitative StudyQuantitative Study

Telephone survey of 400 Members of the 
Geelong Community

• Men 200
• Women 200
• 40 years and younger 200
• over 41 years 200
• higher SES 200
• lower SES 200
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PrioritiesPriorities
Comparison of Geelong & UK Surveys

Geelong UK (Bowling 1996)

1. Emergency Services 1. Treatment of children

2. Special care and pain 2. Special care and pain
relief for the dying relief for the dying

3. Preventative screening 3. Preventative screening
& immunisation & immunisation

4. Aged Care Services 4. Surgery that assists
in everyday tasks

5. Services for people with 5. District Nursing &
mental illness community services/

care at home  
 

Funding alternatives Funding alternatives –– an examplean example

Community based services 16%

OR

Hospitals 60%
Can’t say 24%
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Forced choice questionsForced choice questions-- an examplean example

Some people’s behaviour contributes to their 
illness, eg. excessive smokers and drinkers.
Should they:

be treated the same as other people 75%
in the health system

OR
have to wait longer for treatment 18%

Can’t say 7%

Bowling (1996) showed 42% supported
discrimination (compared to 18%)  

 

Forced choice questionsForced choice questions-- an examplean example

Premature babies should be given intensive care

regardless of their chances of survival 75%

OR

only when they have a good chance 19%
of survival

Can’t say 6%
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Quality, timeliness & cost option 1Quality, timeliness & cost option 1

Getting good quality 85%

OR

Getting the service for free 8%

Can’t say 7%

 
 

Quality, timeliness & cost option 2Quality, timeliness & cost option 2

Getting the service quickly 73%

OR

Getting the service for free 20%

Can’t say 7%
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Quality, timeliness & cost option 3Quality, timeliness & cost option 3

Getting the service quickly 23%

OR

Getting good quality service 61%

Can’t say 16%

 
 

Conclusion:Conclusion:

For the majority, a high quality, 
timely service took precedence over 

the cost of that service.
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Planning of health servicesPlanning of health services
-- who should make health care decisions?who should make health care decisions?

Range: 1 (Strongly disagree) to 5 (Strongly agree)

Community surveys 4.18
Community groups 3.78
Consumers 2.62
Well educated community members 2.47
Medical Professionals 2.42
Politicians & administrators 1.59

 
 

Attitudes to health careAttitudes to health care

Range: 1(Strongly disagree) to 5 (Strongly agree)

Patients should always have a say 4.42

Quality of life should be considered 4.19

Be more accepting of death 4.13

Do everything possible regardless 3.02
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In SummaryIn Summary

• Priorities and expectations were for timely 
access to public hospitals, emergency care 
& aged care

• For many, cost was less relevant than a quality 
service

• Shorter waiting times and increased staffing 
levels were strongly supported

 
 

In Summary (contIn Summary (cont’’d)d)

• Increased taxes were the best means of 
financing the health system they sought

• Community based services were less relevant 
than hospital services

• Health education was supported
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In Summary (contIn Summary (cont’’d)d)

• An egalitarian approach to resource distribution 
was favoured

• Strong support for the community to be involved 
in decision making in public health care

• Little support for priorities being determined by 
politicians, administrators and to a lesser extent, 
medical professionals

 
 

ImplicationsImplications

• Government must provide a planning 
framework

• The health system must  preserve the principles 
of egalitarianism, ie. Medicare
- “fair equality of opportunity”

• Rationing of health services is not inconsistent 
with an egalitarian health system
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Implications (contImplications (cont’’d)d)

• Increasing taxation will be supported if funding is 
hypothecated to public health care

• Community based services will have to be 
‘marketed’ as an alternative to hospital care

• Community participation in decision making is 
strongly supported
- traditional methods can be used
- new technologies could be explored to gain 

community opinion

 
 

The View from Southern Health The View from Southern Health 

Key Result AreaKey Result Area
““Creating & Maintaining Effective PartnershipsCreating & Maintaining Effective Partnerships””

DimensionsDimensions
““Community Participation in Key DecisionsCommunity Participation in Key Decisions””
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Community 
Advisory 
Committee

Senior 
Operations 
Group

Consider a 
range of models 
to elicit 
community 
views on 
priority setting

Funding 
submissions 
submitted 
annually

Consider & seek 
funding for a range of 
models of community 
participation on key 
ethical & priority 
settling issues, eg. 
citizens juries, Delphi 
technique, focus groups 
for specific issues & 
communities

To facilitate 
representation 
of consumers 
and 
community in 
Southern 
Health’s 
decision
making

ResponsibleIndicatorsActionsObjective

Our Community Participation StrategyOur Community Participation Strategy

 
 

Objectives:Objectives:
•• To inform community members, health care To inform community members, health care 

providers, government, educators & researchers providers, government, educators & researchers 
about international and national trends in about international and national trends in 
community participation (Kitzhaber and community participation (Kitzhaber and CaytonCayton))

•• By trialling a range of community participation By trialling a range of community participation 
methods, to elicit a community view in relation to methods, to elicit a community view in relation to 
some questions facing the provision of health care some questions facing the provision of health care 
at both national and more local levelsat both national and more local levels

•• To evaluate the community participation methods To evaluate the community participation methods 
trialled to determine a preferred model of trialled to determine a preferred model of 
community participationcommunity participation

Community Participation in Action ForumCommunity Participation in Action Forum
1717thth & 18& 18thth September 2003September 2003
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•• Community members (117)Community members (117)

•• Health Industry professionals (65)Health Industry professionals (65)

•• Southern Health staff (67)Southern Health staff (67)

•• 250 people attended over the two days250 people attended over the two days

Forum Target GroupsForum Target Groups

 
 

Objectives:Objectives:
•• To inform community members, health care To inform community members, health care 

providers, government, educators & researchers providers, government, educators & researchers 
about international and national trends in about international and national trends in 
community participation (Kitzhaber and community participation (Kitzhaber and CaytonCayton))

•• By trialling a range of community participation By trialling a range of community participation 
methods, to elicit a community view in relation to methods, to elicit a community view in relation to 
some questions facing the provision of health care some questions facing the provision of health care 
at both national and more local levelsat both national and more local levels

•• To evaluate the community participation methods To evaluate the community participation methods 
trialled to determine a preferred model of trialled to determine a preferred model of 
community participationcommunity participation

Community Participation in Action ForumCommunity Participation in Action Forum
1717thth & 18& 18thth September 2003September 2003
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•• Community Focus GroupsCommunity Focus Groups

•• Community Participation TrialsCommunity Participation Trials

•• Interactive VotingInteractive Voting

•• Forum EvaluationForum Evaluation

MethodologyMethodology

 
 

Five Focus Groups in the community were Five Focus Groups in the community were 
facilitated to determine questions to be facilitated to determine questions to be 
addressed at the forumaddressed at the forum
–– Glen WaverleyGlen Waverley
–– PakenhamPakenham
–– CranbourneCranbourne
–– DandenongDandenong
–– SpringvaleSpringvale

Methodology Methodology –– Community Focus GroupsCommunity Focus Groups
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Delegate surveyDelegate survey
Focus Groups x 3Focus Groups x 3
Nominal Technique Groups x 2Nominal Technique Groups x 2
Citizens Jury x 1Citizens Jury x 1
Interactive VotingInteractive Voting

Formal evaluation of trials by Australian Formal evaluation of trials by Australian 
Institute of Primary CareInstitute of Primary Care

Facilitation by staff of Health Issues Centre Facilitation by staff of Health Issues Centre 
& Australian Institute of Primary Care& Australian Institute of Primary Care

Methodology Methodology –– Community Participation TrialsCommunity Participation Trials

 
 

a.a. The community should have an active role in deciding The community should have an active role in deciding 
upon funding priorities in the health system?upon funding priorities in the health system?

Yes Yes –– 96.7%96.7%
DonDon’’t Know t Know –– 2.7%2.7%
No No –– 0.7%0.7%

b.b. Should the private health insurance subsidy be Should the private health insurance subsidy be 
reallocated to funding for public health services?reallocated to funding for public health services?

Yes Yes –– 62.2%62.2%
No No –– 25.7%25.7%
DonDon’’t Know t Know –– 12.2%12.2%

Examples of Questions & ResponsesExamples of Questions & Responses
-- from interactive votingfrom interactive voting
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c.c. I would pay more towards the Medicare levy if funding raised wenI would pay more towards the Medicare levy if funding raised went t 
exclusively to public healthexclusively to public health

Yes Yes –– 81.6%81.6%
No No –– 10.2%10.2%
DonDon’’t Know t Know –– 8.2%8.2%

d.d. Should the health system favour people younger than 60 to receivShould the health system favour people younger than 60 to receive e 
nonnon--emergency surgery?emergency surgery?

No No –– 71.9%71.9%
Yes Yes –– 19.2%19.2%
DonDon’’t Know t Know –– 8.9%8.9%

e.e. Rank the 6 given health services in order of importanceRank the 6 given health services in order of importance
1)1) Emergency serviceEmergency service
2)2) Preventative screeningPreventative screening
3)3) Service for mental illnessService for mental illness
4)4) Special care for the dyingSpecial care for the dying
5)5) Surgery which assists with everyday tasksSurgery which assists with everyday tasks
6)6) Aged care servicesAged care services

 
 

•• Overall participation seen as positiveOverall participation seen as positive
•• CitizensCitizens’’ jury & discussion groups seen as jury & discussion groups seen as 

most positivemost positive
•• Nominal technique may require more Nominal technique may require more 

supportsupport
•• The effectiveness of any technique must be The effectiveness of any technique must be 

seen in contextseen in context
•• Important to have a framework for Important to have a framework for 

community participation (values, criteria, community participation (values, criteria, 
issues, choices, scope)issues, choices, scope)

Preliminary FindingsPreliminary Findings
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•• Delegates evaluated forum very positively in terms Delegates evaluated forum very positively in terms 
of meeting objectives & enjoymentof meeting objectives & enjoyment

•• Basis for recommendations for further action about Basis for recommendations for further action about 
community participationcommunity participation

•• Obtained views of delegates on important Obtained views of delegates on important 
questionsquestions

•• Raised awareness & interest in community Raised awareness & interest in community 
members being involved in complex health care members being involved in complex health care 
decisions involving choice & resource allocationdecisions involving choice & resource allocation

•• Future community participation decision making Future community participation decision making 
processes be based on provision of clear & expert processes be based on provision of clear & expert 
input about issuesinput about issues

Final OutcomesFinal Outcomes
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Dr Tony Sherbon – ACT Health 
 

Cutting to the chase: putting 
consumer engagement into 
action

Dr Tony Sherbon
Chief Executive

ACT Health

 
 

Variable success to date

• We’ve heard about the evidence
• Experience has been mixed

• Without commitment and support, participation can 
be tokenistic or counterproductive
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ACT approaches – whole of 
government

• Whole of Government community engagement 
initiative:
– Recognising the need for community engagement across all 

government activity, including health
– Guidelines and approaches to maximise the effectiveness of 

community engagement

 
 

ACT approaches – Health Action Plan

• Health Action Plan, the Government plan for health 
services, emphasises the need for consumer 
involvement:
– ensure consumers and carers, are actively involved in policy, 

planning and service delivery

– Establishing consultative bodies and mechanisms for 
consumer and community input
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ACT approaches – ACT Health Council

• ACT Health Council established under the Health 
Action Plan to:
– Provide high level monitoring of the Health Action Plan, and 

the health system

– Involve representation and input from consumers, the 
community and clinicians

 
 

ACT approaches – other consultative 
mechanisms

• Consultation processes for, and consumer 
representation on, specific issues.  For example:
– Consultation on key policy and planning documents, eg the 

Clinical Services Plan
– Consumer representation on key initiatives and advisory 

bodies, eg Access Improvement Program, Quality and 
Safety Forum
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ACT approaches – supporting 
consumer associations

• Funding for the establishment and maintenance of 
consumer associations, for example:
– Health Care Consumers Association
– Mental Health Consumers Network

 
 

Has it worked?

• Feedback from consumer representatives suggest 
mixed success.

• The general approach is on the right track, but:
– Getting past cynicism and tokenism within the system takes 

time
– Consumer representatives need to be clear about their roles 

and supported
– There is not a single “consumer view” and ensuring a 

representative view is not always straightforward
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Success factors

• Based on experience and feedback, the success 
factors seem to be:
– High level commitment that is followed through, eg whole of 

government community engagement initiative, ACT Health 
Council

– Involvement at different levels of the system – the 
commitment demonstrated at the top needs to be followed 
through at other levels

 
 

Success factors (cont.)

• Feedback suggests that other success factors are:
– Funding for independent consumer associations to support 

consumers in providing input and provide broad based input 
– Sustained commitment over time – cultural change 

processes aren’t successful overnight
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Attending AIHPS Roundtable November 
Title Firstname Surname Position Company 
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