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FOREWORD

Building a safe, high-quality health care system means that people managing
and working in the system need to work together with consumers and the com-
munity to achieve sustainable improvements and maintain public confidence
in the system.

The Consumer Focus Collaboration publication series provides practical tools to
support consumers and health care providers to achieve this goal. These tools
h ave been developed through pro j e c ts funded by the Commonwe a l t h
Department of Health and Aged Care.

The Consumer Focus Collaboration, established in 1997, has played an impor-
tant role in taking forward work on consumer participation at the national
level. The collaboration is a national body with representatives from consumer,
professional and private sector organisations, and all health departments. Its
aim is to strengthen the focus on consumers in health service planning,
delivery, monitoring and evaluation in Australia.

The collaboration is taking the lead in fostering this active partnership between
consumers of health care and those who provide that care.

The re s o u rce guides, re p o r ts and issues papers that make up the 
publication series have been designed to provide health care consumers,
service providers and managers with ideas and information about how to
work together in partnerships.

Strengthening the voice of consumers in the health system requires a 
multi-pronged approach. This publication series reflects the commitment of
the Consumer Focus Collaboration to provide strategic resources in a number
of areas including education and training, building consumer capacity to
participate, building provider capacity to respond to consumer need, and
research into aspects of consumer involvement in health services.

Consumer Focus Collaboration
June 2000
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Chapter 1: The context for the project

A. THE CHANGING CONTEXT OF HEALTH CARE
Changes are happening in health care. They have been brought about by
demands from an increasingly educated population, by resource constraints
leading governments to ensure that care is provided efficiently and effectively,
and by increasing concerns about the safety and quality of the services pro-
vided. Technological advances in clinical care and in health information man-
agement are also leading to increasing demands on health professionals. These
factors are all putting pressure on the health care system to be more account-
able for its activities and on health care practitioners to deliver services in a dif-
ferent, more user friendly and more effective and efficient way. In short, a
change is underway in the culture of our health care system.

One of the key changes is in the role of the ‘patient’ or the consumer of health
care services. Increasingly, people are no longer content to be treated as pas-
sive recipients of whatever is deemed to be good for them. They want to be
partners in the decision-making about their own health. And they want to be
involved in designing, managing and delivering health care services so as to
ensure that they are safe, effective and appropriate to community needs.

The participation by consumers in health care policy and practice is now being
recognised and sought as a means of improving the quality of care and mak-
ing the system more accountable. A growing number of governments and
health care providers are now actively seeking the views of consumers about
health policy, planning and service delivery and evaluation.

This is gradually bringing about a cultural change in an area that has tradi-
tionally been characterised by imbalances power between consumers, health
professionals and administrators, particularly in the hospital sector. Some
traditional models of health care have also been characterised by hierarchical
power structures, where consumers, as patients, were the subject of activities
rather than active participants. Under this model, health care systems were
designed and managed by health professionals and administrators without
input from those on the receiving end of services.

The differences in the knowledge base of consumers and providers has only
recently been recognised, with the importance of the contribution of the con-
sumer view being more widely recognised. It is clear that the future difficult
decisions around health care rationing and usage of expensive technology will
require the consumer as much as the provider or administrator perspective.

1
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B. CONSUMER PARTICIPATION
The importance of people participating in the planning and implementation of
health care has been recognised in a number of international declarations. In
1978 the World Health Organization’s (WHO) Declaration of Alma-Ata set out a
vision for primary health care, which stated unequivocally that ‘people have
the right and duty to participate individually and collectively in the planning
and implementation of their health care’ (WHO 1978). In 1986 the WHO’s
Ottawa Charter on Health Promotion promoted consumer empowerment in
health care as a central element of achieving improved health and well-being
in a society (WHO 1986). This was reiterated in the recent Jakarta Declaration on
Health Promotion in the 21st Century, which also recognised that improving the
capacity of communities for health promotion requires practical education,
leadership training, and access to resources (WHO 1997).

In Australia the importance of consumer participation in decision-making in
the health system has been recognised in a number of reports and initiatives
of the Commonwealth Government, including:

• provision of funding for the establishment and running of a national peak
consumer organisation, the Consumers’ Health Forum of Australia (CHF)—
a key function of CHF is to nominate consumer representatives to
Commonwealth Government health-related committees;

• the publication of a background paper for the National Health Strategy
examining the need for improved public participation in health system
decision-making (National Health Strategy 1993);

• the work of the Review of Professional Indemnity Arrangements for Health
Care Professionals (PIR), which identified increased consumer participation
in health service planning and delivery as an important overall strategy in
a Commonwealth response to its work (PIR 1994, p174; PIR 1995 p207);

• the Commonwealth Government’s Task Force on Quality in Australian
Health Care in 1995-1996, which drew a direct link between developments
in individual care and systemic change (AHMAC 1996);

• the establishment in 1997 of the Commonwealth Department of Health
and Aged Care’s Consumer Focus Strategy which is now driving some 
critical processes to facilitate improved consumer participation in health
care; and

• the Report of the National Expert Advisory Group on Safety and Quality in
Australian Health Care in 1999 drew attention to the need for national
action to further foster consumer participation in the health care system
(NEAG 1999).

While there has been some increasing enthusiasm for consumer participation
at the policy level, there are still significant systemic barriers to the full involve-

2
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ment of consumers in health care decision-making. A major study by Mary
Draper (Draper 1997), which looked at involving consumers in improving
hospital care, identified five types of barriers, which were listed in full in the
Project’s Consultation Paper, the body of which is included as attachment A to
this report. Most of these are about the culture of health care and the percep-
tion of consumers by providers and administrators. Others show lack of
knowledge about the real life situations of many health care consumers, which
influence the physical, emotional and financial capacity of consumers to
participate fully.

Draper’s report used the term ‘working partnership’ to describe the sort of
relationship that is needed for consumers to be able to participate effectively.
She pointed to the importance of education to achieve this:

… consumer participation is about participating, it is an active working
relationship, it is ongoing and dynamic, and it can take place in a range
of ways.

It is about clinicians and consumers becoming aware of each other’s
perspectives; about changes in service delivery, about good working
relationships in which issues can be resolved, about sharing problems
and finding lateral solutions, about developing better communication
and respect for each other. It is a process of mutual adjustment. It is a
‘powerful tool for change’. It is about Hirschman’s concept of ‘voice.’

But it is a process which requires commitment, appropriate skills and
time to develop trust in the process.’ (Draper 1997, p75)

C. THE EDUCATION, TRAINING AND LEARNING CONTEXT
Education and training were once thought of as primarily a process which
children and young adults were taught in a school or other formal training
institution. There was limited availability of training at other points in life,
except possibly additional vocational training to keep skills up to date.

Learning is now recognised as a dynamic and active concept which is a lifelong
activity. In our complex society, where information is changing constantly and
rapidly, it is no longer expected that we can be taught everything we need to
know at some point in our lives (if this, in fact, were ever a possibility!). Rather
people are recognising and developing their own ability to learn through
everything that they do. This means recognising that learning occurs in both
formal and informal situations (such as everyday life experiences) and is some-
thing that we do throughout life.

It is also now recognised that learning, even at an unconscious level is a cyclical
process. This involves the stages of undergoing an experience, reflecting on
that experience, making decisions about how to do it differently next time and
then testing out the different approach at the next opportunity. Individual

3
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people tend to learn in different ways and may have preferences for their
approach to learning, though this is not the only way they learn. For example,
someone may have a preference for learning through reading about some-
thing, but where the activity being learned involves physical action, they may,
in fact, only learn by trying to do it after they have read about it.

To use some examples relating to consumer participation, some people prefer
to learn from a concrete experience and to reflect on that. These people usually
enjoy debriefing and mentor-based learning. Others prefer ‘trial-and-error’ or
active experimentation, for example by joining a committee having been pre-
pared ahead by a course giving them a range of strategies to try in the new
situation.

A life-long learning approach recognises that learning occurs in many situa-
tions such as an educational institution, workplace, home and community
generally and that there are many different techniques and methods that can
be used to learn, both formal and informal. Thus people are no longer thought
of as ‘empty vessels’ to be filled with knowledge by experts (Freire 1970). This
approach recognises, instead, that people learn together through sharing their
knowledge and experiences. It also underpins many of the new management
models involving ‘learning organisations’ (Senge 1990).

The approach also strongly values what are called ‘learning partnerships’
where key stakeholders work together. Learning partnerships may take the
form of team learning within an organisation, the use of forums or workshops
involving stakeholders working together or initiatives as large as the United
Nation models of Learning Cities.

D. LEARNING AND HEALTH CARE
In health care, professionals are trained in a particular way, and a particular
culture has developed around that training, perhaps most marked in the med-
ical profession. They are trained in their basic disciplines through under-
graduate courses at university. Further postgraduate training may then occur.
For example, medical practitioners undergo further hospital based training
once they begin their mandatory pre-registration hospital practice. They then
undergo vocational training in the specialty of their choice under the auspices
of the appropriate medical college. Once vocationally trained and registered to
practice, health professionals are usually required to show evidence of con-
tinuing education and quality assurance activities in order to maintain their
professional standing.

Health administrators may have a more diverse career pathway. Some are
specifically trained in health administration; some are health professionals by

4
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background; others come from entirely different sectors. Their prior learning is
therefore likely to be more diverse.

Consumers on the other hand come from a wide variety of areas in the general
community, and reflect its diversity and varying education and learning back-
grounds. Those who want to contribute through membership of committees
and participating in workshops and other forums, can lack confidence in their
ability to put their issues forward. They will often actively seek training or
advice from other consumer representatives to give them the skills and confi-
dence they need. Some consumer organisations have responded by develop-
ing training programs for their representatives. However they generally do not
have sufficient resources to provide comprehensive training programs for all
consumer representatives.

As consumers, administrators and health professionals increasingly join to-
gether to work on different facets of health care so they bring together their
combined formal and informal learning and knowledge. Many health com-
mittees have evolved into ‘working partnerships’ over a period of time. Trust
has developed, and respect for the experience and knowledge of others is
slowly leading to changes in some aspects of health care.

However, in many other areas providers are nervous about working in this way
and do not understand the value of consumer participation. Administrators feel
it is just another thing they are asked to do, and don’t understand the ration-
ale. On the other hand, consumers are wanting to be involved but feel their
experience is not valued and do not always feel skilled enough to be able to
put their issues and concerns on the table.

The skills required by health professionals, administrators and consumers, if
consumer participation is to be effective, are not easily learned through any of
the modes of training and education commonly used ‘to teach’ either con-
sumers or providers. These include some of the prerequisites to really effective
partnerships, such as trust-building and dealing constructively with power and
knowledge differentials. Often consumers and providers will come to a par-
ticipative process with all kinds of unspoken assumptions about each other,
many of which may be based on a particular earlier experience, which has
reduced their level of trust.

If the process for participation is not effective and, in fact, a positive learning
experience for all concerned, existing assumptions and prejudices about each
other can be aggravated, and hamper improved relationships and effective
partnership building.

This report looks at how training, education and learning for consumers, health
professionals and administrators to enhance participation in health care policy,

5
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planning, service delivery and evaluation can be made more effective. Our pro-
gram of research is set out in chapter 2 of this report and the examples of dif-
ferent resources and case studies of relevant education and training are set out
in the separate Resource Guide. Chapter 3 of the report summarises what our
research found and our analysis of the issues. Chapter 4 sets out principles for
the future and how problems which have been identified through this project
might be overcome to ensure that education and training for consumer par-
ticipation and, from this, the effectiveness of health care policy, planning,
service delivery and evaluation is enhanced.

6
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Chapter 2: The consumer participation
education and training project

A. INTRODUCTION
The Consumer Focus Collaboration (CFC) was formed in 1997 following the
Final Report of the Taskforce in Quality in Australian Health Care in 1996 (AHMAC
1996). The goals of the CFC are to:

• facilitate the provision of high quality information to consumers in approp-
riate formats;

• facilitate active consumer involvement in health service planning, delivery,
monitoring and evaluation;

• improve health service accountability and responsiveness to consumers;
and

• promote education and training that supports active consumer involvement
in health service planning and delivery.

In the late 1990s, the CFC took up the issues of education and training. It
recognised the need to understand and foster the sorts of skills that are needed
to enable consumers, providers and administrators to participate effectively in
‘working partnerships’. It designed and commissioned this project to:

• identify the key characteristics of successful education and training methods
to prepare health consumers, administrators and providers to create part-
nerships across health care;

• describe examples of education and training for consumers, providers and
administrators which are successful in doing this and include these in
resource guides; and

• identify key issues and gaps in education and training for the various
stakeholders.

This project was one of eight related projects commissioned by the CFC.
Information about the CFC and the other commissioned projects are at
attachment B.

B. OUTLINE OF THE PROJECT
The project team consisted of people who had experience and expertise in con-
sumer participation, health promotion and education, health care delivery and
education and training. Team members are listed in attachment C. Our multi-
disciplinary approach allowed us to engage with both consumers and providers

7
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of health care as well as drawing on expertise relating to education and train-
ing for partnerships. The project has included a particular emphasis on the
development of a range of skills such as collaboration, communication and
negotiation, which are necessary for consumers, health care providers and
administrators to work together more effectively.

Using our combined expertise we conducted a literature search looking at local
and overseas examples of consumer and provider training in consumer par-
ticipation, and the theoretical and practical issues to be addressed to determine
best practice features of education and training for consumer participation.
Preliminary consultations were held with a range of key stakeholder organisa-
tions to identify what resources were available or which case studies of this type
of training or education was known to them. The team also surveyed a wide
range of organisations to see what programs existed in Australia in addition to
those identified in the literature. A consultation paper on the issues identified
in the first phase was produced and distributed in electronic and paper format.
To ensure that as many different groups and individuals were able to be
included, the team also conducted a number of focus groups with people
working in the field and with special interest groups of consumers and
providers.

A separate resource guide has been developed, and this was workshopped with
selected stakeholders to consider its content and usability. Changes were made
to take account of the concerns raised. The project has also been supervised by
a CFC Steering Committee, which has included representatives from the
Commonwealth Department of Health and Aged Care and all the key stake-
holder groups. The members of the steering committee were:

• Mr Julian Hamon, Commonwealth Department of Health and Aged Care

• Mr Lou McCallum, Consumers’ Health Forum

• Ms Kate Silburn, National Resource Centre for Consumer Participation in
Health

• Ms Elizabeth Foley, Royal College of Nursing Australia

• Dr Johnathon Phillips, Committee of Presidents of Medical Colleges

• Dr George van der Heide, Queensland University of Technology

The steering committee and the wide range of stakeholders who have res-
ponded to the work have provided invaluable assistance to the project and we
are very grateful for all their efforts.

This chapter summarises how the project has been undertaken.

8
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C. THE LITERATURE SEARCH
Using a range of search engines and publication databases in the areas of
health and education, such as Medline, PubMed and ERIC, the team trawled
the literature available on consumer participation to identify academic articles,
books and web sites, which may have been of interest to the project.

Overall, there were few articles in academic journals which dealt with training
and education for consumer participation in policy-making, planning, service
delivery or evaluation of health services for either consumers or providers.
There were many articles which looked at improving consumer participation in
decision-making about their own health care. There was also quite a number
which talked about what providers needed to do to be better partners with
people who used their services, almost invariably from the individual
doctor/patient perspective.

However, when it came to publications which were central to our concerns,
they were relatively scarce. Those which we found were used to prepare the
consultation paper at attachment A, and the resource guide itself. There are
also separate reference lists for this report and the resource guide, which
include most of the documents we found.

There was little on the training and education of health administrators on the
facilitation of consumer participation in health services, though we have drawn
material and lessons from some of the literature about successful establishment
of partnerships and other participation arrangements in other sectors (eg
community-based school boards, business organisations).

D. THE PRELIMINARY STAKEHOLDER CONSULTATIONS
The initial phase of the information gathering stage of the project included a
series of face to face or telephone interviews with representatives of a cross
section of stakeholder organisations from the consumer, provider and health
administration sectors of the health industry. The purpose of the consultations
was to gain an overview of current education and training activities related to
consumer participation in the planning, delivery and evaluation of health
services. A list of the organisations consulted is at attachment D.

Each organisation was approached initially by telephone to briefly introduce
the project to a key person in the organisation. A letter confirming an appoint-
ment was sent out to the nominated representative(s) together with a paper
introducing the project. A copy of that paper is at attachment E.

The purpose of the interviews, in the early stages of the project, was to obtain
an overview of current activities of relevance to the project. The end result is
the list of resources and case studies described in the resource guide.

9
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The consultations found many examples of activities for consumers which pro-
vided information on health care services and on maintaining a healthy
lifestyle, which sought feedback from consumers on the delivery of health care
and which gave consumers an opportunity to provide input to the develop-
ment of health care services. With a few notable exceptions, most of these were
found not to include any formal education and training components. At one
end of the spectrum the intention was simply to better inform consumers. At
the other the intention was to fully involve consumers in partnership with
providers in health care delivery.

For providers, the consultations found relatively few examples of education and
training activities which have more effective participation by consumers as
their purpose. A number of examples were found where providers and con-
sumers were working together to improve the quality of health care, sharing
similar objectives and learning from each other in the process. In some courses
of initial training, consumer representatives are called on to meet with students
to discuss health care from a consumer perspective. In one case consumers
were actually delivering training as university tutors. Most subsequent training
seems to relate to the development of technical skills rather than skills in form-
ing partnerships with consumers.

In the hospital setting in particular, however, some examples were found of
projects which set out to achieve attitudinal change on the part of providers
and establish new and ongoing relationships with consumers. Most of these
courses were still about changing the nature of the individual doctor/patient
relationship, rather than aimed at broader consumer participation issues.
However, some appeared to be influencing the culture of doctors in a broader
fashion.

For administrators, the consultations produced little evidence of systematic
education and training for consumer participation, although some examples
are highlighted in case studies in the resource guide. A number of projects
were identified in which consumers, providers and administrators have worked
together on aspects of consumer participation. The variety of roles performed
by administrators, the range of experience which they bring to the health care
services and their mobility both within and into and out of the health sector
clearly add to the complexity of devising appropriate education and training
activities for this group.

Overall the consultations demonstrated that for all those projects and activities
which are designed to improve consumer participation in health care services,
relatively few are being well documented and even fewer formally evaluated.
The notable exceptions are given prominence in the resource guide produced
by this project.
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E. THE SURVEY QUESTIONNAIRE
Using contact lists for health consumer and provider organisations provided
through the Commonwealth Department of Health and Aged Care and various
professional associations in health, the project team distributed some ques-
tionnaires to organisations, which it was thought might offer programs of
education and training for consumer participation in health care or might be
able to direct inquiries to such organisations. The Consumers’ Health Forum
(CHF) and the National Rural Health Alliance (NRHA) agreed to generate from
their memberships also (but not disclose to the project team) lists of selected
individuals and organisations whose advice could be sought concurrently by
mailing direct through CHF and NRHA.

Some 450 questionnaires were available for return by targeted organisations
and 70 useable responses in all were received by late December 1999.
Response rates ranged from 10 per cent to 17 per cent for the three distribu-
tion types. Respondents included government agencies, consumer and com-
munity organisations, health services and professional associations. A list of
respondents is at attachment F.

The response rate to the questionnaire was quite low. From the responses and
the subsequent focus groups, it is assumed that this was, at least in part,
because there was not a lot of knowledge or awareness of education and train-
ing for consumer participation among the groups and individuals surveyed. It
is also likely to be a direct consequence of the width of the net we cast for the
survey—we were aware that we were going ‘wide’ rather than ‘narrow’. This
was a deliberate strategy, because of how difficult it had proved to access
recent local information through the literature search process. While the pre-
liminary consultations had given us many leads from the key stakeholder
groups, we decided strategically to ‘test the market’ broadly, to give us a better
chance of uncovering some of the smaller but significant projects which are
taking place. We consider this to have been a successful strategy, even though
it probably contributed to a relatively low response rate.

There was also some concern that, with the numbers of Consumer Focus
Collaboration projects happening at the same time, contact from each of the
projects may have been leading some consumer groups in particular to suffer
‘response overload’. However, even with these constraints, there seemed to be
a reasonably broad range of responses received—from quite small disability
groups to larger professional organisations.

The questionnaire focused on programs provided by the organisation itself;
programs provided by another organisation which were seen as having desir-
able features or outcomes of interest within the project; documentation and/or
contacts for such programs; characteristics of successful programs; suggestions
for program improvement to address needs more appropriately; views on what
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is working best (and least) well in programs; and suggestions for system-level
strategies for enhancing program development and delivery. A copy of the
questionnaire is at attachment G.

Summaries of the programs identified in responses and the characteristics
generally underpinning their success are reflected in the resource guide.

F. CONSULTATION PAPER AND FOCUS GROUPS/
PHONE CONSULTATIONS

The consultation paper was distributed not long after the questionnaire. It
include a range of information and questions, which had arisen from the
team’s preparatory work and was used as the basis for the first round of focus
groups and phone consultations. The team received feedback from a number
of groups and individuals, both formally and informally on the questions
raised in the paper, as well as detailed information through the focus
group/phone consultation process.

Focus groups were conducted at two points—in the initial consultation phase
and in the piloting of the draft resource guide. Focus groups were undertaken
with consumers, service providers, both in separate and mixed groups. Because
many of the consumers and health professionals were not able to make them-
selves available for focus groups, the process was heavily supplemented with
in-depth interviews in both phases of the project. This was a highly effective
strategy and valuable data was gained. A list of participants in the focus/groups
and phone interviews is at attachment H.

The aim of the first phase was to refine the characteristics of successful
approaches to education and training (for both consumers and service
providers) to enable consumer representatives to participate in all aspects of
health care planning, assessment and administration through consultation. In
particular the process sought to:

• delineate the types of education that are essential;

• identify the good practice principles of successful approaches;

• identify barriers that may arise, and how they may be addressed; and

• determine any unmet needs or gaps.

The findings of these processes are detailed in the next chapter, with a separate
section focusing on the issues in rural and remote health settings.

The second round of consultations and focus groups were used to refine the
draft resource guide.
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G. THE RESOURCE GUIDE
The Resource Guide for Education and Training for Consumer Participation in Health
Care is essentially a guide to what other people have done in relation to edu-
cation and training for consumer participation in health care policy, planning,
service delivery and evaluation with some commentary on the processes used
and principles that might have underpinned them. The guide is intended for
use by consumers, service providers, administrators and educators of these
groups. Speaking directly to these groups, the guide says that its aim is:

to signpost you to the experiences of others, so that you can choose to
look at and adapt to your particular circumstances what others have
learnt.

The guide does not provide a cookbook formula on how to undertake educa-
tion and training for consumer participation. As can be seen from the next
chapter of this report, there is no single model to suit all purposes. The case
studies and resources in parts 3 and 4 point to a diverse range of successful
approaches, from which potential users can choose, depending on their
circumstances.

The resource guide provides examples of creative innovation where consumers
and providers have sought to address the challenge of the new environment of
health systems. They offer a typical range of examples of good practice in the
implementation of a broad spectrum of education, training, and learning
strategies. It does not cover those projects which were not documented.

Part 1 of the guide gives an introduction to the concepts of consumer partici-
pation and along with part 2 outlines some of the current thinking about best
practice education, training and learning to help potential users to decide the
kind of education and training that will best suit their needs. This section also
introduces the project’s Mindmap for Education, Learning and Training model
(MELT), which provides the conceptual basis for the resource guide, and
explains some of its most relevant concepts (discussed below in chapter 3).

Part 3 of the guide presents a selection of education, training and learning case
studies that have been developed in the Australian context. A key feature
matrix categorises the cases by their prime education focus (following our
MELT model) for ease of reference.

Part 4 provides a range of approaches to education, training and learning in
the Australian health care context. The resources are presented in the form of
one-page summaries. A key feature matrix categorises the resources by their
prime education focus (following our MELT model) for ease of reference.
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Part 5 describes some of the key strategies for education and training in
partnership development. This section is designed for those wishing to embark
on a more long-term and comprehensive learning pathway.

Part 6 contains appendixes. The guide also has a glossary and a full
bibliography.
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Chapter 3: What the project found

A. INTRODUCTION
This chapter summarises what our research with consumers, providers and
administrators told us. While the information we received was broad, there
were a number of consistent themes, which we pick up later in the report.
These included:

• the importance of peer support to both consumers and providers in
optimising consumer participation;

• the need for both formal and informal strategies to meet the diverse needs
for training, education and learning for consumer participation; and

• current inadequate levels of resourcing and other leadership support for
education, training and learning about consumer participation.

This chapter then sets out some key developments in learning theory and prac-
tice which are particularly relevant to this project and which were identified in
our research as significant. We then used this information, combined with the
analytical skills of the team to develop a conceptual model for education,
learning and training for consumer participation which we have called the
Mindmap for Education, Learning and Training (MELT) model.

B. FINDINGS FROM THE SURVEY QUESTIONNAIRE
Respondents to the questionnaire covered a diverse range of groups, as can be
seen from attachment F. The vast majority of responses came from consumer
groups, rather than providers or health administrators. While their responses
varied, the following characteristics were frequently identified as characteristics
of successful educational and training programs:

• bringing consumers and providers together;

• containing a mix of information provision and practical exercises;

• based on experience;

• including peer support elements;

• providing information which was relevant to participants’ needs; and

• using credible, skilled presenters.

The following needs of consumers were also identified, though these were
more about ensuring effective participation. These were:

• the need for provision of ongoing support to consumer representatives;
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• availability of funding and resources; and

• commitment and support from providers, staff and management.

These factors are also applicable to service providers as they relate to the long-
term sustainability of programs that aim for culture change.

The most common suggestions from the questionnaire responses for enhanc-
ing existing education and training programs were:

• more consultation with target groups (ie to identify education and training
needs);

• better funding of initiatives;

• greater practicality in the sorts of education and training which is provided;

• more active review or follow-up;

• more attention to the economics of improving program delivery to rural
and remote areas;

• better coordination of educational input into program design;

• more targeted publicity on programs; and

• a greater sharing of information and resources for developing consumer-
planned and delivered training.

Respondents generally indicated that they had little familiarity with programs
provided by other organisations, and had concentrated their energies and
resources on their own programs. They had often heard of some successful
developments with other organisations and could supply the name of a con-
tact for follow-up, but had little detailed knowledge of the program.

A more supportive recognition and encouragement of consumer-initiated pro-
grams by government and the health bureaucracy, with appropriate provision
of resources, was seen by a number as a high priority if consumer-group-based
programs for empowering consumers for participation in health care decision-
making were to succeed.

C. FEEDBACK FROM FOCUS GROUPS AND OTHER
CONSULTATIONS

Approaches to education and training
The very terms ‘education’ and ‘training’ were problematic for both consumers
and health professionals.

• For consumers, the terms had connotations that the professional people
were educating and training the consumers, suggesting that consumers do
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not have anything to offer to the learning of the professionals. They stressed
that reciprocal learning needed to be the fundamental principle underlying
all education strategies.

• On the other hand health professionals sometimes had a highly formal
definition of education and were less aware of the role of informal learn-
ing. The health professionals who were undertaking consumer participation
work and those working in community settings were generally open to
more multiple understandings of education and training.

The concept of partnership between consumers and service providers was seen
as more rhetoric than reality and was significantly critiqued by many stake-
holders. It was suggested that to use this term as a basis for education and
training may be ineffective and misleading. The terms ‘reciprocal learning’ and
‘dialogue’ were preferred terms and the concept ‘collaboration’ was suggested
as a first step towards partnership.

Types and content of education and training required
There was considerable emphasis on the need for a range of types of educa-
tion and training, including both formal and informal. It was stressed that
effective resourcing of training is essential. The future role of the National
Resource Centre for Consumer Participation in Health in disseminating infor-
mation was positively noted.

The need for the following education content areas was noted across the
groups. Although the following list may appear to be typical of training for
consumers, it was suggested in the professional groups that many health pro-
fessionals would benefit equally, noting that such training would need to be
presented in a relevant manner for each of the health professions:

• how the health system works, from national to local;

• social and ecological views of health, to complement the limited bio-
physical perspective;

• committee operation and training the Chairs;

• group dynamics;

• communication skills, including assertiveness, active listening, conflict
management;

• terminology and jargon-busting;

• emerging issues/new technical skills—for example, how to deal approp-
riately with commercial-in-confidence papers, how to undertake criteria
ranking;

• organisation orientation manuals;
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• values clarification and exchange; and

• skills analysis/audit.

Opinions about the way in which education should be delivered also ranged
across the full spectrum from the formal to the informal. It was noted that two
key principles for effective education are the careful matching of the process to
the target group and the use of both formal and informal strategies in any
learning plan. The issue of joint training of stakeholders (consumers and
service providers) was regarded as not suitable for initial training in consumer
participation, because, without any initial training, both groups felt uncom-
fortable. Joint training was considered more feasible for ongoing training once
a relationship had developed. Opinions were divided as to whether training
should be certified but there was agreement that some form of certificate of
attendance would be desirable for all stakeholders.

The following education processes were suggested, and are listed from the
formal to the informal:

• designated curriculum area in all health professional pre-service education;

• accredited TAFE certificate;

• summer schools or short courses;

• conferences, seminars;

• day training—workshops, facts days, seminars;

• multimedia education—Internet, videos, Open Learning television;

• print media—journals, newsletters, fact sheets;

• creative strategies—professional role plays, special purpose games;

• self-paced learning packages;

• action learning;

• dialogue exchange—a structured but informal series of discussions in which
differing participants share their perceptions and positions (see for example
‘deep dialogue’ in Lemon Tree project);

• on-the-job training—on a committee, as part of a consultative forum;

• networking;

• mentoring, mentoring the mentors, briefing, debriefing and re-briefing;
and

• peer shadowing—a form of apprenticeship where a new member attends
and observes meetings before taking on the role themselves.
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Training the trainers: As there has been minimal funding available in this
area, there has been little training and support for the community members
implementing the training of fellow consumers. Some felt that they would
benefit from undertaking a certified ‘Train the Trainer’ course while others
would prefer to have professional supervision available. Professional super-
vision of the work of unpaid or community agencies has typically been offered
by university academics, Lifeline staff and other professional groups as part of
their commitment to the development of their profession. A key element of this
is to help people to understand how other people learn, so that any training
delivered really enhances the learning of participants. Although this issue was
not raised by the health professionals, it would be important to consider
whether this kind of training would be of equal benefit for health professionals
who may have had limited exposure to best practice learning arrangements,
but who will nonetheless often be in the position of needing to teach someone
something or learn something new themselves.

Training and education good practice principles
All groups described in their own way the importance of acknowledging the
particular needs of adults as learners. This included the need to recognise the
expertise and experience each participant brought to the learning group, to
acknowledge the different types of learners in a group, to provide a non-
threatening environment and to provide a range of learning activities.

The importance of matching the training to the particular group was high-
lighted by a number of respondents. An initial skills analysis was suggested as
a way that each participant could assess their own learning needs. In the con-
sumer sector, the recruitment process was seen as an opportunity to begin
training as well as informing consumers of the role of representatives. Within
institutional settings, conventional survey methods can be used, although if
consumer participation has a low priority other strategies may be needed.

The need to match the method of delivery with the target group was consis-
tently noted. No one preferred method was seen as appropriate across the
stakeholder sectors. For example some rural consumers noted the inappropri-
ateness of the use of professional presentation packages such as Powerpoint
whereas professional groups were more comfortable with that strategy.
However there was some agreement that best practice education arises from a
close link between an analysis of the learner group and the strategies available.
There was an expressed need for access to a wider range of resources.

It was noted that education that used a mixture of concrete examples, creative
strategies, information up-dates, the use of key guests etc was most likely to
appeal to the diverse needs of learners. It was noted that some groups (for
example, medical professionals) expect a more conventional didactic teaching
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presentation but that well-designed alternative approaches can be strategically
introduced. The range of literacy levels in some learner groups must be
addressed. The education needs of learners from linguistically and culturally
diverse backgrounds was noted as needing further research.

It was consistently noted that one-off education has a very limited impact.
Learning plans need to address orientation education, special purpose learn-
ing, learning with other stakeholders and ongoing training and support in
order to be effective. The integration of formal and informal learning is also
central.

Although evaluation was recognised as an important part of good practice
there was concern that only immediate impact evaluation was feasible given
current finding arrangements. Long-term evaluation of training was typically
informal and anecdotal. There was an expressed need to have separate fund-
ing to trial, pilot and fully evaluate new strategies

Both consumer and service provider groups who were engaged in running
education, training and learning related to consumer participation noted that
they were unable to document their training to a point where it would be use-
ful for other similar settings. There was considerable frustration that they were
probably re-inventing the wheel but without separate funding to document
good practice training they were unable to share their resources and approach.

Barriers to effective education and training
The barriers to effective education fell into two types—those preventing the
beginning of an education response and those arising once a strategy had
commenced. The particular barriers faced in the rural and remote settings are
dealt with in greater detail later in this section.

There were a range of issues preventing the commencement of an education,
training or learning activity including:

• attitudinal barriers
— such as ‘Why should we bother, we are already doing OK!’ ‘Consumer

participation is just a fad!’, ‘They won’t listen!’ ‘I am already profes-
sionally trained.’;

• resource barriers
— problems with finding a suitable location to hold training, lack of fund-

ing for leaders and participants’ costs (eg childcare, time off work, no
money to pay trainers);

• overloading/packing in too much
— consumers and providers all had busy lives and education, training and

learning was seen as an optional extra in many ways;
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• time and energy barriers
— inability to see education as a priority, personal health limitations, com-

peting professional priorities; and

• cultural barriers
— lack of English and/or literacy, differing relationships to the health

system.

Barriers to continued participation in education, training and learning when
implementing a strategy included:

• difficulties with maintaining interest and commitment of participants over
time;

• working with very diverse learning groups with differing educational back-
grounds and skills often required diverse learning strategies. Given that
most consumer courses, in particular, had no funding for the person lead-
ing the training, these significant demands often led to burn out;

• lack of training resources;

• maintaining the ongoing support and informal education needed;

• there was a need to providing adequate recompense once participation
commences; and

• there was a lack of peer support for the trainer.

The most notable barrier that recurred throughout the consultation was the
issue of attitudes and organisational culture. Although education can begin the
breaking down of such barriers it requires a whole of organisation approach to
produce sustainable change. There were reports of admirable individual com-
mitment to cultural change but there was only one example of a holistic learn-
ing organisation approach to improved consumer participation in health. This
was in a youth health project that had re-oriented its whole service delivery to
a client-centred philosophy. Thus mutual learning became core business, not
an optional extra, and the resultant service culture is radically different to
mainstream services (see case study 12 in the Resource Guide for Education and
Training for Consumer Participation in Health Care).

The frequent concern about inadequate resourcing also raised a number of
other issues—for example, there were also some concerns about the overly
complex reporting arrangements required by some government agencies for
very small amounts of money.

From needs and gaps to innovative ideas
The majority of the respondents had creative and feasible ideas on education
and training approaches that could overcome existing gaps in the sector. The
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thoughtful and lateral thinking we noted in this area is evidence of the high
level of commitment and expertise that is relatively untapped at the moment.
The following are some of the innovative ideas suggested in the various
groups:

• creation of new roles in the health system—for example consumer liaison
person who is a two-way educator to the professionals and to consumer
groups;

• incentives for education—professional development points for consumer
participation courses, Newstart and Comcare acknowledgment of consumer
representative training;

• national campaigns—educational mail-out to all health professionals; mail-
out to every household on levels of participation in health services (follow-
ing the notion of citizenship from the centenary projects);

• curriculum changes—from higher education to primary education;

• n ational funding scheme for consumer participation in prof e s s i o n a l
conferences;

• n ational awa rds for good practice consumer participat i o n — w i t h
accompanying national community education campaign;

• 1800 consumer line;

• state-of-the-art web site—linking and learning; and

• non-traditional learning programs—pub-nights, field days, combined com-
munity needs analysis/community education/community participation.

Education and training issues in rural and remote health
systems
The issues faced by consumers in the rural and remote regions of Australia
merit particular attention. Although rural consumers share many of the chal-
lenges faced by all consumer representatives the recent changes to health
service structures have created problems that are unique to that sector. Our
contact with people who live in rural areas brought this back again and again
to the project team.

Before training and education were available to consumer representatives,
most representatives gained their learning by involvement at local levels and
then, as they developed greater understanding, these people were able to
become representatives on higher level bodies. In the country regions, this
meant that representatives could begin by attending local consultations, then
join a hospital board, and finally be able to work at state level, should that be
their interest. This accumulative learning process brought with it confidence
and expertise.
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However the recent move to disband hospital boards in favour of regional
boards means that this informal learning path is no longer available to con-
sumers. The role of the consumer representative at a regional level is especially
technical and requires a level of confidence and experience not readily found.
In effect this move has disenfranchised many consumers. Unless addressed in
some way, there is a danger that the health system will come to regard con-
sumers as ‘not up to the job’, rather than acknowledging that it is the system’s
responsibility to ensure that processes of community representation are achiev-
able and sustainable.

Rural and remote consumer representatives are keen to undertake training in
order to increase their skills and effectiveness. However, there are real barriers
to their involvement. Rural representatives have to pay high travel and accom-
modation costs to attend any training. They share the problem of city con-
sumers and professionals that training requires them to miss one or two days
of work, with the additional time required for travel often aggravating this.
Where rural consumers run farms, their participation in training may in some
cases seriously affect their family business, as it does with other consumers who
are self-employed or who are working in other small businesses. This problem
is not insurmountable—training can be set at times in the rural calendar where
extra hands in the family business are not essential, real travel and accom-
modation costs could be covered and the need for adequate time for papers
to be delivered could be accommodated.

The re c e nt joint infra s t r u c t u re initiative bet ween the Commonwe a l t h
Government and the National Farmers Federation ‘Networking the Nation’
provides another potential avenue for more effective education and support.
Once the satellite and computer systems are effectively networked through this
program, the delivery of online or televised training becomes feasible. Country
areas have a number of committed consumer representatives but, until they are
able to access similar information to their city counterparts, their effectiveness
may be compromised.

Recent developments in flexible learning and delivery could also be harnessed
for rural and remote consumers. Instructional designers are now able to con-
vert face-to-face courses into packages delivered over the Internet or through
distance education modules. Rural consumers reported that they had had
almost no access to training—these forms of flexible modules would be a
valued start.

Through the work of groups such as the Health Consumers of Rural and
Remote Australia and the Royal Flying Doctor Consumer Network Group, cost
efficient and effective peer learning processes have been developed. Where
funding permits, these groups seek to hold regular teleconferences and meet
together each year at an annual conference. However, the unavailability of

23

6492 BB&W HAC FinalReport F/A  19/12/00  11:27 am  Page 23



funding for these activities mean that the teleconferences are often limited to
executive meetings and the face-to-face meetings are even more infrequent.
Complementing this there is an informal learning system based on peer brief-
ing and mentoring, with some mentoring of the mentors. However this system
of peer education is minimally funded. It would be an effective investment to
resource such activities across the whole of rural Australia. If there was
guaranteed funding for this process, the rural sector could strategically provide
real expertise to key bodies rather than depending on the expertise of the few
who can afford to subsidise their attendance.

Rural consumers emphasised that it is not enough to bring city packages out
to the country. To be effective training must be grounded in local issues. This
is a lesson that should be heeded by all developers of education and training.
Further they stressed that training should be practical and applicable, and
should not assume any particular prior education levels—again principles for
all education. Finally rural consumers asked to be considered not as one
homogenous group of ‘not urban’, but as many different groups of con-
sumers—one division suggested the following categories, regional cities, rural
towns and remote centres/regions. Again this relates to good practice in any
education and training analysis—it is essential to undertake a local needs
analysis in order to most effectively plan any educational program.

D. UNDERSTANDING LEARNING
Education and training are elements of a much broader concept called learn-
ing. It is clear from many of the above views and the information contained in
the resource guide that very few of the current processes for learning about
consumer participation for either consumers, providers or administrators fit
into the traditional picture of school education, which many adults in our com-
munity grew up experiencing. As was set out briefly in chapter 1 and in the
consultation paper, the way our society now thinks about learning is different.

Three learning strategies will be included here, as they illustrate how a number
of the concerns expressed above by participants in our consultation processes
have been addressed in the theory and practice of today’s life-long education
environment. These strategies involve three of the most significant approaches
to learning which are being used now. They are expanded in three  articles
which are included in part 5 of the resource guide. This section provides only
a brief summary extracted from these longer articles. They form an important
part of the intellectual backdrop to our development of a learning model
to enhance consumer participation in health care policy, planning, service
delivery and evaluation.
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Action and experiential learning
Action learning is a process through which participants learn with and from
each other as they work on real issues or practical problems in real conditions.
It is usually conducted in teams or sets so that the process facilitates skill in
both team and individual learning. The interaction of these two levels drives
the learning process. Action learning involves:

• the integration of work and learning;

• experiential learning;

• team learning;

• action undertaken by the group to solve a real problem; and

• reflection by the group on both the problem and the learning process.

The team learning dimension is crucial. Members of the team share address-
ing the problem, and offer mutual support, advice, and criticism to each other.
The process therefore fosters team learning skills and a cooperative, collabora-
tive culture.

The usual components in an action learning program are:

• the set: a small group of people, say five or six, who meet regularly—
perhaps one day a month or two half-days a month for the prescribed
period (eg six months);

• the task: the problem given to the set, or decided by the group itself with
work shared among members of the set;

• the process: that the group adopts when working which is determined by
the group (eg the set members may decide to email each other with
ideas/observations between meetings);

• a set adviser (or facilitator) who helps the group as it works and learns;
and

• duration of program which is normally from three to six months with
reporting on the outcome at the end of the set period.

These components can be applied flexibly and can be varied to suit particular
needs and requirements. A key aspect is the support given by the group to the
individual.

By integrating work and learning in a team situation, this strategy brings a
range of benefits to the participants and to the organisation.

• Team learning skills are refined in a supportive environment.

• A forum is provided where people can share difficulties and problems with-
out fear.
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• Problem solving, listening, and communication skills can be enhanced.

• Motivation for ongoing learning can be increased.

• The process contributes to a cooperative, collaborative culture in organisa-
tion where staff share insights and problems.

• The process can enhance the creativity of an organisation and its capacity
to innovate and respond to changing conditions.

Whether these benefits are achieved depends on how well the process is imple-
mented and facilitated. Participants need a clear understanding of what the
objectives are.

Building high-quality partnerships
Partnerships and new collaborative working arrangements are occurring more
and more as we move into the new century. Some examples are: alliances of
firms; education/industry partnerships; the development of learning cities; net-
works and communities; and coalitions with a range of stakeholders.

These developments are, to a large extent, a necessary response to characteris-
tics of our society in this new era which has been variously called an informa-
tion society, knowledge-based economy or risk society. One of the key drivers
of these developments is the exponential pace of change, aligned with the key
role of modern information and communication technologies, and the impact
of a globalised world economy. The cumulative impact of these developments
is blurring many familiar boundaries (Davis & Meyer 1998) and making many
traditional habits and mindsets obsolete.

In this environment, partnerships have the following benefits:

• stakeholders collaborate in adjusting to change;

• new ideas flow more easily;

• special expertise is shared;

• there is improved feedback; and

• synergies can be created so that outcomes are value added.

Building effective partnerships is often impeded by a range of factors,
including:

• inadequate planning and information;

• the reluctance of either party to let go of power and to share power and
responsibility;

• inadequate partnership and team skills;
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• lack of understanding of how partnerships grow and develop; and

• lack of trust between the partners and dated stereotypes and mindsets.

Each of these barriers, if present, may need to be addressed by strategies that
address the barrier so that a partnership culture is fostered. Such a culture will
be marked by mutual understanding and trust, open communication, and a
commitment to advancing the objectives of the partnership. The existence of
the barriers listed above means that a culture change strategy is likely to be
needed.

There is considerable evidence from around the world that effective partner-
ships progress through a number of stages of development with different
strategies required in each stage of development if the partnership is not to
stagnate and wither. A common finding has been to identify three phases of
development in the lifecycle of partnerships and this finding provides a prac-
tical approach to planning and developing partnerships. While the stages are
given different names in different programs, the following is a useful example:

1. Start-up: The ‘getting to know you’ phase with initial contacts directed at
building confidence and trust.

2. Development: Joint planning for the partnerships with implementation of
the operational phase of the partnership. Strategies are developed for inter-
action and collaboration.

3. M at u re partners h i p : The recognised common int e rest sustains the
partnership. Mechanisms are in place to sustain, review, and extend the
partnership.

Key lessons for building high quality consumer/provider partnerships or col-
laborations in the health sector are that:

• partnerships (and probably collaborations of other kinds) need to progress
through a number of phases of development with appropriate strategies in
each phase;

• careful joint planning is necessary;

• building mutual understanding and trust is essential in gaining commit-
ment to the partnership or collaboration;

• the objectives of the partnership or collaboration should be clear to all
stakeholders;

• there should be regular monitoring and evaluation of progress; and

• shared ownership is essential.
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Building learning organisations
All organisations, whether public or private, now operate in an environment
where rapid change is the norm. Some of these changes are the same as those
which have influenced the growing importance of partnerships and collabora-
tions, discussed above. These include: the impact of globalisation; new infor-
mation and communication technologies; changes in work and labour markets;
and shifts in social attitudes and values. The pace of change has let to the blur-
ring of many traditional boundaries (Davis & Meyer 1998) so that people
everywhere are confronted by ‘the shock of the new’.

These forces have led to pressures for life-long learning so that individuals can
maintain their employability as skill needs change, and maintain their quality
of life in a world that combines risk and opportunity in a precarious balance.
Consequently the British Government has termed the new era ‘The Learning
Age’.

In this environment not only must individuals continue learning as the world
changes, but so also must organisations and communities. For this reason there
has been an international surge of interest in concepts such as the learning
organisation, the learning community and the learning city. Examples of these
concepts being implemented may be found around the world.

The health sector is subject to these pressures and challenges in the same way
as all other sectors of social and economic activity.

Building learning organisations, networks, and communities, in the health
sector therefore promotes an opportunity for innovative collaboration and
partnership between providers and consumers in addressing the challenge of
the new century. There is mutual advantage in this happening so that health
systems can be responsive to the challenges and opportunities in this ever-
changing environment.

In his influential book on learning organisations, Peter Senge defined a learn-
ing organisation as: ‘an organisation that is continually expanding its capacity
to create its future’ (Senge 1990).

This means that a learning organisation must go beyond ‘survival learning’ and
progress to what Senge calls ‘generative learning’—learning that enhances our
capacity to create. In a learning organisation:

• work and learning are integrated;

• the capacity of staff is continually expanded and developed;

28

6492 BB&W HAC FinalReport F/A  19/12/00  11:27 am  Page 28



• a culture of reflection and continuous improvement is fostered; and

• the organisation is closely linked to its environment and so is receptive to
changes in this environment.

In a health organisation, such as a hospital, health centre or health system,
consumer/provider collaboration would be an important aspect of linking the
organisation to its environment. Providers and consumers would learn together
and would share a commitment to continuous improvement in the work of the
organisation.

A number of approaches to building learning organisations have developed
around the world and four of these are outlined in part 5 of the resource guide.
Common features of these approaches, which could be built into an education
and training program for consumers and providers using strategies such as
workshops and action learning, are:

• there is a need to develop a shared vision through ongoing dialogue;

• continuous learning opportunities should be created for staff and other
stakeholders eg consumers;

• team learning is a necessary strategy;

• systems thinking should be encouraged so that all stakeholders see the big
picture (‘helicopter vision’), and are sensitive to change;

• personal mastery enables people and organisations to change, to be
adaptive and responsive to changing conditions;

• partnership is a key dimension to any learning organisation; and

• there should be systematic provision for review and reflection.

Most learning organisation development has occurred to date in private sector
firms, in particular in firms operating in competitive global markets (Watkins &
Marsick 1993). These firms understand the need to be receptive to changing
conditions, and to be responsive and adaptive in this environment. This has
been called ‘when giants learn to dance’ (Kanter 1989). Health organisations
also need to ‘learn how to dance’ in the conditions of the 21st century, and to
have the same agility and responsiveness to change as private corporations. A
learning organisation strategy can offer much in this environment in providing
a framework for fresh thinking and innovation in addressing this challenge with
all stakeholders contributing.

A learning organisation focus provides an opportunity for consumers and
providers in health care to develop a new vision for the future together, bring-
ing a wide range of learning strategies into a single learning environment.
This, in turn, develops a capacity for health organisations to adapt in the pres-
ent environment of exponential change. The capacity to work together to bring
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about positive changes presents a critical challenge where consumers and
providers share a common interest.

E. DEVELOPING A CONCEPTUAL MODEL
The wide-reaching research processes of the project provided a rich source of
information for us to consider within this broader education, training and
learning framework. The Project team determined, after aggregating all of the
identified resources together, and looking at the identified needs of consumers,
providers and administrators that a conceptual framework for organising the
material was needed.

As part of this development, we identified that our work in this project had
been underpinned by a number of important assumptions about the impor-
tance of consumer participation, what was require for participation to be
effective and the value of learning for all people involved in processes of con-
sumer participation:

• Effective and efficient health care requires consumer participation in the
planning, service delivery, monitoring, quality improvement and evalua-
tion of health services. Some of the evidence which supports this assump-
tion is outlined in part 2 of the resource guide.

• Consumer participation in health services benefits the services, their
administrators and service providers as well as consumers.

• For consumer participation to be effective, all participants in the process
need to respect the different skills and expertise of the other participants.

• Effective participation is facilitated by the development of mutual trust,
respect, integrity and goodwill between participants.

• Effective participation can be enhanced through many different forms of
learning, including education, training and other less formal ‘learning
processes.’

• Consumers, providers and administrators of health services can all benefit
from learning about the planning, delivery, monitoring and evaluation of
health services.

• Consumers, providers and administrators of health services can all benefit
from learning the skills necessary for effective participation in collaborative
work on the planning, delivery, monitoring and evaluation of health
services.

The concept that there are many different kinds of learning applicable in our
complex world has found its way into various international statements, which
are the education equivalent to the various international health charters and
statements discussed in chapter 1 and the consultation paper. For example, the
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United Nations Education, Scientific and Cultural Organization (UNESCO)
Commission on Education for the 21st century (the Delors Report) proposed a
concept of four pillars for education:

• learning to know;

• learning to do;

• learning to understand others; and

• learning to be.

‘Learning to be’ is directed at the personal fulfilment of an individual, which
is a lifelong process of personal development. The notion of four pillars of edu-
cation also helped us to develop the conceptual model, within which to place
all the resource material.

F. THE MINDMAP FOR EDUCATION LEARNING AND
TRAINING (MELT) MODEL

Figure 1 sets out the project’s conceptual model, which has then been used in
the resource guide to arrange the material, to identify the nature of the learn-
ing involved in each one and to help users to understand how all the material
relates to broader concepts in health and education.

The range of learning strategies given in the MELT model are consistent with
the above four pillars of education identified by UNESCO.

• Learning to know in the information and knowledge components.

• Learning to do in the skill components.

• Learning to understand others in the use of team learning strategies such
as action learning and other strategies that foster reflective interaction and
better understanding of other people.

• Learning to be through enhanced informal self-directed learning and
other activities that build personal fulfilment, including leaders h i p
development.

There is no ideal starting point in the model—each learning environment will
need to be assessed, and the most appropriate starting point determined.
However there is a progression of complexity from the simple strategies on the
left through to the more challenging and broad-based changes to the right. In
summary, the model emphasises the need for education that:

• meets orientation and information needs—a diverse range of ways of meet-
ing these needs are included in the resource guide, including orientation
programs, courses, seminars, workshops, discussion groups, newsletters and
forums;
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• meets skill needs such as those needed for communication, listening, prob-
lem solving, and partnership skills—similar methods to those adopted in
meeting orientation and information needs are common with methods
such as courses, seminars, and workshops often used, but there is growing
use of informal self-directed learning and team learning through strategies
such as action learning;

• is directed at attitudes, values and cultural change—strategies in this area
are typically based on mutual and continuous learning and may include
ambitious change programs aimed at fostering values and systems that
underpin and support collaboration and partnership; and

• fosters dialogue and partnership and building organisations and com-
munities that are responsive to changing conditions, so that collaboration
becomes a natural process—community development strategies, learning
communities and learning cities, learning organisations, and healthy cities
strategies have been used to address these objectives.

An effective education and training program will offer consumers the oppor-
tunity to learn in one or more of these areas. A number of programs were
found that focus on the first two arms of the MELT but very few were overtly
working towards big picture cultural change. This is one of the areas where
future work is required.
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Figure 1 The Mindmap for Education Learning and Training (MELT) model
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Chapter 4: Principles for the future

A. THE OVERALL OBJECTIVE OF EDUCATION AND TRAINING
FOR CONSUMER PARTICIPATION

The primary aim of education and training for consumer participation is:

to enable the full and effective participation of health care consumers in
the planning, delivery, monitoring and evaluation of health services
through the provision of relevant, accessible and effective learning expe-
riences.

The information from the consultations summarised in chapters 2 and 3 identi-
fies many areas where education and training can enable consumers and pro-
fessionals to work together in the planning, delivery, monitoring and evalua-
tion of health care. Often those who have thought about training and educa-
tion to make consumer participation more effective have only focussed on con-
sumer needs. However, as the research showed, such programs need to include
health service providers and administrators, as well as consumers, because
these groups strongly influence how effectively consumers can participate.

For example, health administrators need to understand that there are different
ways of involving consumers. At the least satisfactory end, there is tokenism
and providing information after decisions are made. One of the resources in
the resource guide (see resource 37 in the Resource Guide for Education and
Training for Consumer Participation in Health Care) provides a number of useful
examples of what token participation can include:

• a … committee representative not being given the opportunity to
contribute;

• advising … people of a decision and maintaining they were consulted;

• holding a meeting to placate people but not reflecting their opinions; and

• holding a meeting to discuss an issue but not feeding the decisions back.

At the other end of the spectrum, there are mechanisms which give a high
level of authority for consumers to make decisions, either through self-
determination or representation on decision-making bodies. Between these
two ends are various mechanisms to ensure consumers are involved in
decision-making to some extent. For example, consultations with consumers
can occur before decisions are made and consumers’ views can actually be
brought into consideration as part of the decision-making process. A table set-
ting out how such different levels of participation can be approached by indi-
vidual staff members, in a unit and at a divisional or organisational level is
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included in the resource guide (CO1, table 1) and is included as attachment I
to this report. Often health administrators are influential in establishing
decision-making bodies and determining how and when consumer input will
be sought in a health care planning, policy, service-delivery or evaluation
process. The education of administrators about the most effective means of
seeking and obtaining consumer participation in these processes is therefore
crucial. If they are not aware of barriers or useful means of facilitating partici-
pation, then they may establish processes which are ineffective.

Equally, the education of providers to aid consumer participation is also an
important issue. The relationship between providers and consumers in health
services long relied on a model where power rested almost completely with the
treating health service providers generally and doctors in particular. This model
relied for its effectiveness on a significant degree of consumer passivity and on
a traditional assumption of trust. As is discussed in more detail below, this
relationship has changed significantly over the past two decades. The inclusion
of consumers in systemic decision-making and encouraging their input at other
levels often requires new skills of health service providers and others. In addi-
tion, service provider knowledge of the health system beyond their immediate
area of expertise may be quite limited, as may their skills in such areas as
evaluation techniques or planning.

Those who were consulted in this project believed separate training and edu-
cation for the three groups was required in some areas, to overcome initial
barriers to communication and to provide some basic skills for consumers,
providers and administrators. Longer term more established consumer repre-
sentative training projects also identified the need, at some point, for joint
learning experiences, often built into the participative process itself eg into the
establishment and running of a committee. It seemed highly likely that these
more complex learning experiences would involve careful planning and man-
agement by administrators, which would often have required some in initial
training for them as well.

B. PRINCIPLES FOR FUTURE DEVELOPMENT

Introduction
The project team developed a set of principles which are designed to achieve
the objective set out above and to reflect many of the issues which have been
raised by consumers, providers and administrators in the consultation and
research parts of the project. These principles seek to recognise the reality of
the lives of consumers and providers as they seek to learn how to develop new
ways of shaping the health care system together in a more collaborative
manner.
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Principles for consumer participation in education and
training

1. Participation in any mechanism for the planning, delivery, monitoring and
evaluation of health services is best viewed as a learning experience, con-
sistent with the concept of life-long learning.

2. Effective education, training and other learning on consumer participation
needs to openly acknowledge the fears and power imbalances in the
relationships between consumers, providers and administrators of health
services and work towards changing this culture towards a more collabora-
tive one.

3. Any education, training and other learning processes relating to effective
participation in the planning, delivery, monitoring and evaluation of health
services needs to recognise that consumers, providers and administrators of
health services usually have limited time available for these activities.

4. Effective education, training and other learning on consumer participation
recognises the diverse learning needs of participants, including those from
different cultural and language backgrounds, and that different people
learn in different ways, and seek to positively accommodate this diversity.

5. Effective education, training and other learning on consumer participation
recognises and addresses affirmatively the economic, physical and social
barriers to participation and learning which can arise from poverty, dis-
ability, illness, other caring responsibilities and geographical location, as
well as inadequate resources.

6. Effective education, training and other learning on consumer participation
needs to be an element in main stream education about citizenship and in
all health professional and administrator training and education, at the
undergraduate, postgraduate and continuing medical education levels

There are examples of education, learning and training experiences which fit
within these principles, and which meet a number of the needs of consumers,
providers and administrators and these are identified in the resource guide.
However, it was also clear from our research that there are a number of sig-
nificant gaps in current resources as well as other practical problems which
mean these principles are not being achieved by current education, training
and learning provision for consumer participation.

C. GAPS, PROBLEMS AND SOLUTIONS
The following section looks at how these principles are currently operation-
alised as well as identifying where current arrangements fall short. Where there
are problems and gaps, some recommendations are made to address these.
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Principle 1: Participation as a learning experience
Consumer participation in a committee or a consultative process can be a
learning experience in itself, if it is set up in a way which consciously seeks to
achieve this. In many ways, this can be a highly efficient way for people to
learn. Not only does the work required to be completed in the participative
process get done, but the participants learn new information, new skills, new
ways of relating and even new ways of being—all four of the UNESCO pillars
of learning.

The second case study in the resource guide (extracted below) describes the
Directors’ Education Program at the Loxton Hospital Complex in South
Australia.

At the start of each year one session was dedicated to a needs analysis
to ascertain the personal as well as the collective training needs of the
group. All consumer representatives, medical and executive staff who
attended Board meetings were encouraged to be involved in the needs
analysis. The technique used was a face-to-face one where each member
wrote down his/her own education needs; individuals then joined to
form a small group to share needs. The process continued to larger
groups compiling needs. Once the whole group training needs were
established and agreed upon, priorities were set by the total group and
an annual training plan drawn up. Any member who had a need not
accommodated in the collective plan was given the opportunity to have
this need met on an individual/small group basis.

The timing of the education/information sessions was also determined
by the members. The majority of ours were held prior to a normal Board
meeting. We then would have a light meal together before the official
Board. This would enable further informal learning and exchange to take
place and was an important way for staff and consumers to continue
their mutual learning. Attendance at Board education segments was
purely voluntary but as our members “owned” the program we always
had a very high rate of commitment.

Through this planned approach to education members were not only
more informed and confident, but negotiation, communication and par-
ticipation at Board meetings was heightened. The Board of Directors
took a leadership role in education and provided a model for other staff
to rectify and develop their own educational and professional develop-
ment program essential to the provision of effective health care services.

While this program is designed to create a separate ‘education’ program, it
seems to be closely linked into the operation of the board.

The project team has also looked at models which take a more integrated
approach and blend together the health and education experience, more
closely allied to the ‘learning organisation’ idea or ‘learning partnerships’.
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Some characteristics of such a model were described in the consultation paper
in the following manner:

• consumers are invited with all other committee members to a joint infor-
mation session to hear the necessary background information from those
seeking the advice of the committee and are provided with a draft terms of
reference to consider;

• consumers and all other committee members meet to agree a final terms
of reference, or if the terms of reference are set by an external agency, to
agree a scope for the work of the committee, a set of outcomes sought to
be achieved by the committee and business rules for the operation of the
committee;

• committee members participate in an open forum session, where people
can have a say about their particular concerns and learn to talk with each
other; and

• committee members interact informally, for example, over a meal, after-
noon tea or other trust building activities.

Unfortunately, the project team was unable to identify an example which oper-
ated in this way, though discussions with various organisations of both con-
sumers and providers has indicated support for such a model. It would seem
to be an ideal model for trialing as part of new initiatives arising from this and
other Consumer Focus Collaboration projects. It has the advantage of involving
all three groups identified in this project, as it requires the development of a
program for training the health service administrator to set up such a program,
as well as the involvement of consumers, providers and, possibly, adminis-
trators in the participative process.

Principle 2: Power, trust and cultural change
The relationship between providers and consumers in health services has long
relied on a model where power rested almost completely with the health
service provider, especially where they were a medical practitioner. The effec-
tive operation of this relationship to a large extent relied on the passive role of
patients who placed significant trust in the doctor who was treating them.

The past several decades have seen the growing effects of consumer empower-
ment in health care, strongly set out by the High Court in the 1992 case of
Rogers v Whitaker (109 ALR 625, especially 631, where the majority judgment
quotes with approval FVR (1983) 33 SASR at 193). In this case the Australian
High Court endorsed a 1983 South Australian Supreme Court decision, which
said:

the paramount consideration is that a person is entitled to make his own
decisions about his life.
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This case went onto set out some principles relating to disclosure of risks and
provision of information to patients which has been strongly influential in the
practice of providing information to consumers. These legal principles have
been accompanied by growing expectations among consumers of a profes-
sional ‘partnership-like’ relationship, as well as consumer demands for involve-
ment in decision-making relating to their own care.

These moves towards greater consumer empowerment have been accom-
panied by a loss of a significant part of the trust relationship, which was once
always assumed to exist between all doctors and all patients. In its response to
our consultation paper, the NSW Health Complaints Commission suggested
some reasons for this loss of trust and its relationship to consumer involvement
at the systemic level:

• The deaths and injury caused by the so called ‘deep sleep’ therapy
conducted at Chelmsford Hospital and the failure of existing licensing
and monitoring bodies to act in the public interest led to widespread
consumer distrust of the ability of professionals to manage health
service delivery.

• The high rates of adverse incidents in the Australian health system has
also undermined consumer trust in the health system.

These examples are only [two] of many that have provided consumers
with insights into the existing health system, undermined community
trust and provided impetus to have a voice in health service planning
and evaluation (correspondence from Mr Bruce Greatham, Acting
Director, Complaints Resolution, NSW Health Care Complaints Com-
mission to Dr Barry Cameron, Global Learning Project Team, 20 February
2000).

The combination of these two processes has seen increasing emphasis being
placed on publicly accessible complaints bodies, as now required under the
Australian health care funding agreements, and, to some extent, a likely
growth in medico-legal litigation.

In part 2 of the resource guide, the broader implications of power in language,
perceptions, social practices and cultural norms are examined. An example
given there of how different people may describe a consumer who chooses not
to take the advice of a doctor about a particular course of treatment illustrates
the implicit assumption of ‘I know best and you don’t!’, which has been seen
by many consumers to characterise their relationships with health service
providers. These include ‘non-compliance’ or a ‘lack of understanding’, where-
as a consumer may simply see it as a ‘different life choice.’ Consumers often
perceive these attitudes as indicating that health professionals do not respect
their experience as consumers and do not listen to what they want. This can
cause consumers to bring a degree of suspicion and an expectation of
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condescension into almost all transactions with certain service providers, which,
if left unacknowledged, can thwart the development of more cooperative
relations between consumers and providers.

The broader changes among consumers have, in turn, resulted in fear in health
providers and a lack of trust in consumers, particularly where a provider sees
the person questioning their authority. This fear can result in behaviour by the
doctor or other health service provider which the consumer sees as angry or
patronising. This kind of mutual distrust can be very difficult to manage in an
individual doctor-patient relationship, and while it its often difficult for a con-
sumer to leave a health care relationship, in such cases there is at least an
option for most consumers that they can choose to go to another doctor
(unless, for example, they live in a rural area and there is no other doctor).
Where it becomes an issue in a consumer participation process, it can have a
devastatingly destructive effect unless both consumers and providers work
actively to address the lack of trust.

However, the experience of many of the projects in the resource guide has
been that where participation has commenced, understanding and trust can be
welcome by-products. The question is whether we can consciously build this
learning directly in to the participation process to enhance and possibly even
speed up the cultural change process. To do this, it is first necessary to identify
the process which is initiated by effective participation.

The process starts with a mutual degree of wariness or possibly differing
degrees of fear and distrust. Through participation and effective communica-
tion, understanding develops and from this trust follows. Trust itself then
creates an environment where greater understanding is possible. At some
point, it is highly likely that both participants will find that their greater level
of understanding and trust enables them to identify some mutually unsatisfied
needs. Participants then base cooperative action on the trust which they have
developed and cultural change then starts to occur.

The actual promotion of cultural change in this way requires the trialing of
new models which build on the results that have been identified in some of
the projects. For example, there are a number of examples in the mental
health arena of education and training processes where consumers are hired to
help health service providers understand what it is like to be a consumer
receiving services. These include the Lemon Tree Learning Project in case
study 10 and case study 3 involving consumer tutors in the Canberra Clinical
School.

In the later case study, Professor Cathy Owen set out some of her findings
which illustrates that this kind of training can influence culture, even though it
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also shows that effectiveness may not always result in adoption by others
(presumably because they are still working within the old power paradigm).

• The initial concern for the welfare of the consumers working as tutors was
unfounded and demonstrated a rather paternalistic view on her part
initially.

• The time and intervention required by Professor Owen to devote to the
tutors was not as much as expected.

• The relation between student and tutor that developed was invaluable as
students began to feel comfortable to share concerns with their tutors about
dealing with patients.

• The experience and knowledge that the tutors brought was seen as
legitimate and valued by students.

• Other teaching staff in the unit, who had known some of tutors as patients,
were surprised and impressed.

• Consumer tutors provided a better caring model for patients compared to
that used in the ward in interview training.

• Some other provider disciplines eg nursing, have shown interest in using
this approach at other sites, but there has been no local interest among
doctors.

Given the importance of cultural change to more effective consumer participa-
tion, more methods of learning which enhance this should be developed and
piloted. It may also form an important element in the model set out under the
discussion of principle 1.

Principle 3: Time constraints
The reality is that consumers and health care providers are all generally
extremely busy. For consumers, their participation is often in addition to their
work or caring commitments. Where they are ill or have a disability themselves,
they may have additional time constraints imposed by their illness or disability.
When they are also a member of a consumer group or support organisation (a
characteristic, which, it appears, assists their participation to be more effective,
probably because their participation in this group provides them with some
level of peer support), their time is further limited. While health professionals
and administrators are more likely to be participating in their working time,
they may see any associated training, education or learning which takes addi-
tional time as ‘just another chore’ in an extremely busy day.

All this means that education, training and learning which expect either con-
sumers or providers to put aside significant periods of time over an extended
period are unlikely to be attractive or sustainable.

41

6492 BB&W HAC FinalReport F/A  19/12/00  11:27 am  Page 41



The greater the integration of the learning experience into the participation
experience, the more likely it seems that time constraints on both consumers
and providers will be addressed. Other options which appear to be attractive
to both groups and which provide time flexibility are mentoring (including
follow-up phone calls from a more experienced colleague); briefing and de-
briefing approaches (including, for example, those which take place in an
informal setting, such as over a cup of tea or coffee); and peer support (for
example, morning tea with other colleagues who can assist in the process).

Principle 4: Diverse learning needs
While the materials included in the resource guide show how diverse available
education, training and learning resource are, it was noted in the earlier dis-
cussion of the MELT model that there was more material of the information
and skill-building kind available, but lesser amounts which relate to cultural
change and personal development in this area. The diversity of material pro-
vides a better chance that a consumer or provider, who is seeking to find some-
thing to help them learn about some element of consumer participation, will
be in a better position to find something appropriate from among those
resources brought together by the project.

The importance of diverse learning material and strategies is emphasised in the
theories about learning. Chapter 1 in this report briefly refers to the different
ways of learning and part 2 of the resource guide provides a more detailed out-
line of both the concept of a learning cycle and of multiple intelligences. In
summary, the learning cycle has been used to explain the basic process of how
an adult learns. David Kolb (Kolb 1984), for example, suggested that people
learn in four ways:

• through immediate concrete experience (an affective way);

• through observation and reflection (a perceptual way);

• through using abstract concepts (a thinking way); and

• through active experimentation (a behavioural way).

Most people have a preferred way to learn. but in fact, these four ways of
learning can feed cyclically into each other. It is argued by educational theor-
ists that if a person can learn how to learn in each of these ways then they will
be better able to pursue lifelong learning. Another important shift over the last
decades is the recognition there is more than one form of intelligence (Gardner
1993). These different intelligences have been described as emotional,
verbal/linguistic, musical/rhythmic, mathematical/logical, visual/spatial, body/
kinaesthetic, interpersonal and intrapersonal intelligence. To meet the likely
needs of consumers, providers and administrators for learning experiences, this
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explains why these must be diverse and dynamic to support the range of learn-
ing abilities and preferences.

One gap which is clearly identified in our research was that of education, train-
ing and learning material to assist consumers from a non-English speaking
background or from other culturally diverse groups in our community, includ-
ing Aboriginal and Torres Strait Islander people. There is an urgent need to
address the shortage of such resources.

Principle 5: Addressing the economic, physical and social
barriers to learning
This principle more frequently affects consumers than providers, though the
issue of lack of access to appropriate and relevant education for both groups in
rural and remote locations is well-recognised. Consumers and providers in rural
and remote areas are particularly disadvantaged by their isolation and the time
and costs associated with travel that is required not just for education and train-
ing in participation but, for consumers, in relation to participation itself.
Innovative ways of meeting the consumer participation education and training
needs of rural consumers and providers are a high priority.

The barriers associated with differences in power and knowledge were dis-
cussed earlier under principle 2. Practical ways of addressing jargon and of
providing a basis of shared information can go some way towards addressing
the practical problems for consumers in these situations, though more is
needed to tackle the real difficulties faced by both consumers and service
providers in achieving cultural change.

Some of the other practical barriers for consumers for accessing education and
participation are similar. For example, in both situations consumers (and
providers) have a need for physical accessibility. This may be to the building or
facility where the training, education, learning or participation is to occur. It
may be a need for the course materials for learning or for the meeting docu-
ments for participation to be accessible by a blind person.

The lack of access to and inadequacy of funding to develop educational, train-
ing and learning materials and processes was seen as an immense barrier to
their success and proliferation. In some cases, where special grants had been
made available, there was few resources available to fund their continuation,
even where they had proved effective. In the case of professionals, this was
often not such a problem, because it was possible to use mainstream training
and education resources to continue the projects and build them into con-
tinuing or primary professional education courses, for example through a
Division of General Practice, tertiary institution or professional college.
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However, there were no such alternative sources for consumer training outside
that which may be provided by an institution, which was seeking their partici-
pation in one or other areas of work of their facility. The absence of a funding
source often meant that consumer trainers were not able to be paid and had
to provide any assistance on a voluntary basis. While this may have been pos-
sible for one or two events, it was not seen as a sustainable way to maintain a
long-term supply of effectively trained and informed consumers. This was par-
ticularly so, while training materials and instruction manuals were still being
developed. The lack of documentation of a number of projects led the team to
leave them out, even though it is likely that they may have provided some use-
ful lessons. The comparison of available material from the mental health area
versus the broader health care area illustrates the difference between well-
funded programs and those which limp by on small grants. The National
Mental Health Strategy was the funding source for many of the best docu-
mented consumer training assistance, and there were more examples of new
and innovative education and learning strategies in this area as well. Ongoing
support for consumer training, and sufficient initial financial support to docu-
ment the information provided in training and education, and to evaluate its
effectiveness over time are important priorities for all areas of health care.

Another important issue for consumers relates to the costs of participation in
education and training. Often consumers are volunteers, and some have
limited income due to their health problems. They will often be sitting on com-
mittees or in other consultation processes where most of the people present are
being paid to be there and often being paid quite well. A similar situation may
well arise with participation in training or education. Administrators need
training to understand that consumers may well need financial assistance just
to meet their travel costs and that these need to be met on the day, because
the level of disposable income of someone who may be on income support
may be very small indeed. Denial of reimbursement of costs may preclude such
people from participating at all.

The question of consumer payment for participation arises in relation to train-
ing and education as well. In the case of participation, the consumer brings
valuable experience to the table and this has economic value for the facility, so
payment for their time is an important acknowledgment of that value.
Sometimes, this principle is modified to provide payment to consumers, only if
they are not otherwise remunerated for that time eg through their employer
continuing their wages to support their participation. However, in the case of
education and training, it is arguable that a consumer who participates in
learning in these areas gains skills and knowledge, and so gains an economic
benefit by so doing. It is equally important to remember that the overall aim
is to foster effective consumer participation and improve health service plan-
ning, delivery, monitoring and evaluation. There can be economic as well as
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social and ethical reasons why a health care facility or organisation may believe
that the provision of financial assistance to pay consumers to attend training
and/or to meet any costs associated with the training or education is in its best
interests as well.

Principle 6: Mainstream learning about consumer
participation
It was clear from the discussions with health educators and clinicians involved
in the education and training of health service providers and administrators
that there was little, if any, formal education or training included about the sys-
temic importance of consumer participation in the planning, delivery moni-
toring and evaluation of health care services. Nor were trainee health service
providers taught any skills about how to optimise the effectiveness of consumer
participation. The closest most courses came to providing such education was
in the training now being done to enhance individual health service
provider/consumer relationships, usually in a therapeutic setting. It would
seem desirable if this could be extended to encompass learning about con-
sumer participation at the system level.

There were also issues raised by some professionals about the culture of
medical education in many places. Comments were made that in some
institutions, teaching techniques themselves encouraged an individualistic,
competitive approach to learning and did not encourage listening and valuing
the experience of others, particularly patients. There were examples given of
personally belittling experiences used to ‘harden’ students. Such an education
process for professionals seems unlikely to teach the kind of skills which will
facilitate consumer participation.

Equally, there are arguments that many of the skills necessary for active and
effective consumer participation in health care planning, delivery, monitoring
and evaluation are the same ones needed to be a flexible, adaptable person
for full community participation in and out of paid work in the 21st century.
The skills which are necessary for life-long learning, active learning and
learning organisations are not specific to health care, but are important life
skills which should be built into broader community education, at least in the
secondary schooling level if not before hand. The inclusion of consumer par-
ticipation and facts about the operation of the health system in primary school
education may also result in more informed citizens in the future.

D. PRIORITIES FOR FUTURE ACTION
To better achieve the objective set out above, within the framework of princi-
ples the project has put forward, we believe that there are a number of prior-
ities for future action by the Commonwealth, States and Territory Governments
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and other stakeholders, if education, training and learning processes to
enhance consumer participation are to be most effective.

Action 1: Sustainable resourcing
As a first step, there is real need for sustainable resourcing from all levels of
government and, where appropriate, other funders (eg organisations seeking
consumer participation):

(a) to document projects, models and materials which have already been used
to enhance consumer participation in health care planning, service-
delivery, monitoring and evaluation;

(b) to evaluate the effectiveness of the different projects, models and
materials;

(c) to develop more educational, training and learning materials and
processes;

(d) to provide financial support for consumers to enable their participation in
these activities; and

(e) to regularly update the resource guide so that it will continue to be a use-
ful source of information on ‘good practice.’

One specific option raised by consumers was the need for special funding to
pay for or assist consumers to attend key conferences in health care.

Action 2: Scarcity of education and training for particular
groups
There is a range of groups, for which education, training and learning
resources to enhance consumer participation in health care planning, service-
delivery, monitoring and evaluation are scarce or non-existent. These include
resources for:

(a) health care administrators generally;

(b) consumers and providers from non-English speaking backgrounds and
other cultures; and

(c) rural and remote consumers and providers.

Given the importance of health care administrators to the establishment of
effective processes for consumer participation, the project team considers this
a high priority area for action. For example, funding could be made available
for a collaborative project between consumers and medical administrators for
the preparation of materials for health administrator training about effective
consumer participation.
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The project team also considers the effective involvement of consumers in the
many geographically distant locations where health care is provided in
Australia as an important health equity issue. Again, funding is required for a
specific collaborative effort to develop materials and a number of pilots to see
education and training can best to enhance the participation of rural and
remote consumers (eg through bodies such as the Rural Health Alliance,
specific rural consumer bodies, the Flying Doctor Service). Examination of the
effectiveness participation and self-determination models used in Aboriginal
health services might provide some different models for other rural and remote
health services.

There was an absolute shortage of information about training and education
to ensure the effective participation of consumers from varied cultural and
language backgrounds. Given the range of sensitive religious and cultural
issues, to which health care gives rise, it seems an important ‘missing element’
in our increasingly multicultural society. The barriers to participation of many
of these groups are formidable. The project team believes this makes the
development of models and materials in this area important priorities as well.
The project team’s experience in other areas suggest that there are effective
ways to involve people from culturally and linguistically diverse backgrounds
in health care system decision-making, though the methods which are
currently used most frequently such as public consultations or participation on
committees may not be most appropriate in these circumstances. Once again
the development and piloting of some models is an important priority.

Action 3: Building education and training into
participation processes
The project team considers that there is a strong need for models of education
training and learning to enhance consumer participation, which can be con-
sciously built into health care planning, service-delivery, monitoring and
evaluation processes. By recognising the need for separate and combined
learning, as well as building these processes into learning collaborations, there
is a much greater likelihood of cultural change.

To achieve this, bureaucrats and others who are establishing committees, which
are to involve consumers, need to learn the best ways of building these learn-
ing experiences into the structures and processes that they set up. They also
need to recognise that learning is required for all participants and to imple-
ment processes which are based on the principles used for building effective
collaborations and partnerships in other environments.

There is a scarcity of case studies or resources which achieve this more inte-
grated approach and yet it seems more likely to fit in with the time constraints
of both consumers and providers. The development of some simple ‘how-to’
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training for bureaucrats and health administrators and the conduct of some
pilots of these integrated training and participation experiences is another
priority area for action.

Action 4: Cultural change
The project team also considers that there is a significant need for the devel-
opment of projects, material and models which can achieve cultural change in
health care, and in the relationships between consumers, providers and
administrators. The project consultations identified a shortage of educators and
materials which sought to do this and there was little information available
about how effective any methods were in doing it.

One option which the project team considers useful is to work with bodies and
organisations already involved in cultural change in health care institutions, For
example, the Australian Council of Healthcare Standards (ACHS) has good
standards in relation to consumer participation, but there appears to be few
skills in evaluating the effectiveness and operation of these standards in that
organisation. There are no consumer surveyors and little understanding of how
to measure outcomes in this area. The development of training about effective
consumer participation for this and other quality and health care management
training organisation may help with more rapid dissemination of cultural
change in this important area.

The investigation of how to effectively bring about cultural change in
health care could be a focus for future effort, with many parts of the health
system likely to benefit from such research. Equally, organisations involved
with cultural change in health care could start looking more closely at these
issues themselves. Impetus for this could come from Commonwealth pro-
motion of the findings of this project.

Action 5: Some strategies to achieve change for the
health system
The funding of specific projects which address some of these high priority
areas is one approach which the Commonwealth has used effectively on other
o c c a s i o n s, eg through the Consumer Focus Strategy and the Nat i o n a l
Demonstration Hospitals Program. The Consumer Focus Collaboration should
consider all these recommendations for action, in particular actions 2 to 4
above, which set out some immediate priority areas for consideration.

However, there are other more proactive strategies which could also be
adopted. The Commonwealth has a direct interest in effective consumer par-
ticipation. It could therefore engage with other groups such as ACHS, health
management training services and other bodies to look at ways of educating
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them about consumer participation and its crucial role in high quality health
care. It could use the release of the work of this project as a starting point for
this more directed approach to engage the interest of these groups.

Action 6: Information dissemination
There is a need for an effective information dissemination process for the
resource guide from this project and from all of the other outputs from the
Consumer Focus Collaboration process. The project team found the identi-
fication of important Commonwealth materials from programs such as the
National Mental Health Strategy and the National Demonstration Hospitals
Program difficult to locate through conventional literature search processes.
M a ny of these came to light instead through consultations with the
stakeholders.

Good web-based indexing and reference sites would be one way of achieving
this, and it is expected that the National Resource Centre for Consumer
Participation in Health will play an important role in ensuring this material is
at least easier to locate in the future.
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Attachment A: 
Body of consultation paper

EDUCATION AND TRAINING FOR CONSUMER
PARTICIPATION—A CONSULTATION PAPER

A. INTRODUCTION NOVEMBER 1999
This paper provides a basis for consultations and focus groups for stakeholders
in the Education and Training for Consumer Participation Project being under-
taken by Global Learning Services for the Commonwealth Department of
Health and Aged Care. More details of the project and the background to the
project in the Consumer Focus Collaboration, can be found in Attachment A,
Introduction to the Project.

In summary, Australian health care policy and practice is seeking to create
effective partnerships bet ween health care consumers, prov i d e rs and
administrators and to encourage greater consumer participation in health
care. Such arrangements are believed to lead to a health care system which
responds better to consumer needs and to result in better outcomes, and
sometimes, even in lower costs. The notion of partnership in health care
began at the individual doctor/patient level, as is discussed further below.
However, equality and mutual obligation, which are key components of
partnership, are also important for consumer participation in health system
decision-making.

Health care has traditionally been characterised by imbalances of knowledge
and power between consumers, health professionals and administrators. It has
also been characterised by hierarchical power structures, where consumers as
patients were the subject of activities within the system, rather than active
participants. Given this historical legacy, all players require assistance to gain
the necessary knowledge, skills and attitudes to create effective partnerships.

This project is seeking to:

(a) identify the key characteristics of successful education and training methods
to prepare health consumers, administrators and providers to create these
partnerships across health care;

(b) describe examples of education and training for consumers, providers and
administrators which are successful in doing this and include these in
resource guides;
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(c) identify key issues and gaps in education and training for the various
stakeholders.

The project team has undertaken a literature search looking at local and over-
seas examples and the theoretical and practical issues which need to be
addressed to determine best practice features of education and training pro-
grams in these areas. It is currently surveying a wide range of organisations to
see what programs exist in Australia, in addition to those identified in the
literature.

This paper brings together some of this work to provide a basis for focus group
and stakeholder discussions of the issues. A final report for the project will
bring together results of these consultations, the research and the survey data
to identify the key characteristics mentioned in (a) above.

B. PARTNERSHIPS AND CONSUMER PARTICIPATION IN
HEALTH CARE BACKGROUND

The World Health Organization’s (WHO) 1978 Declaration of Alma-Ata set out a
vision for primary health care which stated that:

The people have the right and duty to participate individually and
collectively in the planning and implementation of their health care …

Primary health care … requires and promotes maximum community
and individual self-reliance and participation in the planning, organisa-
tion, operation and control of primary health care, making fullest use
of local, national and other available resources; and to this end
develops through appropriate education the ability of communities to
participate.1

In the 1986 Ottawa Charter on Health Promotion from the World Health
Organization, consumer empowerment in health care was seen as a central
element of achieving improved health and well-being in a society. The Charter
also saw the promotion of health as something which went well beyond
individual health care treatment. It involved cooperation and the skills and
experience of many different people:

The prerequisites and prospects for health cannot be ensured by the
health sector alone. More importantly, health promotion demands
coordinated action by all concerned: by government, by health and
other social and economic sectors, by non-governmental and voluntary
agencies, by local authorities, by industry and by the media. People in
all walks of life are involved as individuals, families and communities.2

54

6492 BB&W HAC FinalReport F/A  19/12/00  11:27 am  Page 54



The means of achieving health set out in the Ottawa Charter were reiterated in
the recent Jakarta Declaration on Health Promotion in the 21st Century, with health
promotion being described as ‘a process of enabling people to increase con-
trol over and to improve their health.’ The declaration goes on to say:

Health promotion is carried out by and with people, not on or to people.
It improves both the ability of individuals to take action, and the capac-
ity of groups, organisations or communities to influence the determin-
ants of health.

Improving the capacity of communities for health promotion requires
p ractical education, leadership training, and access to re s o u rc e s.
Empowering individuals demands more consistent, reliable access to the
decision-making process and the skills and knowledge essential to effect
change.3

These international declarations provide a broad conceptual framework in
which many other developments in health care can be placed. They provide
high level recognition of:

• the importance of partnership, not just at the individual consumer/provider
level but to the degree of consumer participation in the system as a whole;

• the need for practical skills development and education to empower con-
sumers and communities to participate in their health care at a systemic
level;

• the importance of the active cooperation of health professionals and man-
agers in facilitating consumer empowerment across the health system; and

• the needs of health professionals and managers for skills development and
training to work with consumers to achieve the full potential of partnership
and consumer participation in gaining better health for all citizens.

Where health systems do not include the active involvement of consumers,
they are more likely to driven by the individual concerns of health professional
groups, who may or may not have an understanding of what is needed in the
community or wanted by service users. This in turn leads to wasted resources,
inappropriate health care and consumer dissatisfaction leading to complaint or
litigation. It also lessens public confidence in, and support for, the health
system more generally.
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The growth of partnership concepts in health care
The past few decades have seen a gradual shift in health care from a paternal-
istic approach, where ‘the health professional knew best’ and there was little
consultation with the person upon whom the services were to be performed.4
These changes are part of a broader social shift within our society, which
‘acknowledges the fundamental democratic rights of all citizens to be involved
in issues that affect them,’5 In the health care arena, this is perhaps most
epitomised by the legal principle of consumer self-determination in health
care.6

Many of these democratic developments in health care have centred around
the concept of partnership in individual consumer/health care provider
relationships. However, the establishment of individual partnerships has had an
impact on the broader policy discussion in health care decision-making.
Partnerships are recognised as useful and desirable for both consumers and
health professionals at the systemic level. For example a recent British Medical
Journal editorial said:

The key to successful doctor-patient partnerships is therefore to recognise
that patients are experts too. The doctor is, or should be, well-informed
about diagnostic techniques, the causes of disease, prognosis, treatment
options and preventive strategies, but only the patient knows about his
or her experience of illness, social circumstances, habits and behaviour,
attitudes to risk, values and preferences. Both types of knowledge are
needed to manage illness successfully, so both parties should be pre-
pared to share information and take decisions jointly.7

All of these same sentiments ring true for consumer participation in health care
decision-making at the systemic level.

Consumer involvement in systemic decision-making
There has also been growing recognition of the need for public participation
in health system decision-making in Australia over the past decade. For
example, in 1993 the National Health Strategy looked at the need for
improved public participation in health system decision-making and a public
process of debate concerning the priorities of the health system.8

More recently, the Task Force on Quality in Australian Health Care in 1996
drew a direct link between the developments in individual care and systemic
change.

Q1: Are there any other international or local developments which you
consider important to the development of consumer participation in
the health care system in Australia?
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There is a broad social change in the direction of a more active con-
sumer role in health care. Individuals expect decision-making to be more
of a partnership between provider and consumer. At a broader system
level the expectation is that consumers will participate in quality defini-
tion, monitoring and feedback.9

In her 1997 report on models of consumer participation in Australian hospitals
Mary Draper uses the term ‘working partnership’ to describe this sort of
relationship and indicates the continuing importance of education and training
to achieve this:

… consumer participation is about participating, it is an active working
relationship, it is ongoing and dynamic and it can take place in a range
of ways.

It is about clinicians and consumers becoming aware of each other’s
perspectives; about changes in service delivery, about good working
relationships in which issues can be resolved, about sharing problems
and finding lateral solutions, about developing better communication
and respect for each other. It is a process of mutual adjustment. It is a
‘powerful tool for change’. It is about Hirschman’s concept of ‘voice’.

But it is a process which requires commitment, appropriate skills and
time to develop trust in the process.10

Most recently, in the July 1999 Report of the National Expert Advisory Group
on Safety and Quality in Australian Health Care entitled Implementing Safety
and Quality Enhancement in Health Care, attention was drawn to the need
for national action to further foster consumer participation in the health care
system.

The Expert Group recommends that national action continue to be taken
to research, develop and disseminate methods to enable informed con-
sumer participation in health care service delivery, planning, monitoring
and evaluation at all levels, including strategies to improve the quality
and accessibility of consumer health information.

The Expert Group believe that incorporation of consumer perspectives
in the development of strategies relating to all other national action
areas is an integral part of national approach to safety and quality
improvement.11

Partnership and participation—the common threads
The importance of individual care partnerships and the greater recognition of
the need for consumer participation in systemic decision-making are philo-
sophically interrelated. Both recognise that health care exists because of the
health needs of consumers, rather than seeing health care’s existence as an end
in itself. Therefore, they both seek to develop new, constructive relationships

57

6492 BB&W HAC FinalReport F/A  19/12/00  11:27 am  Page 57



between consumers who need services and health professionals and adminis-
trators who provide these services.

Both concepts are built on assumptions about mutual recognition of the
expertise and knowledge that each party brings to the relationship. Both rely
on a shared understanding of the issues to be considered as part of that
relationship. Both require a move away from adversarial, hierarchical models
of behaviour and the growth of mutual trust and respect to work most
effectively.

The traditional hierarchical system in health care has placed the consumer at
the bottom of the decision-making and control ladder. This is opposite to the
position that would be expected, given that consumer need is the principal
reason for the system’s existence. Both partnership development and the
growth of consumer participation are part of the transition of the health care
system to one where decision-making power and responsibility reside more
firmly with those whose lives are most directly affected by those decisions—
the consumers of health services.

In the end, however, the concepts of ‘partnership’ and ‘participation’ are
not interchangeable. Tensions can arise between them, where the interests
of consumers and providers or administrators do not coincide. This issue
was identified in the Lemon Tree Learning Project, discussed more fully 
later:

… we have become increasingly unhappy with [partnership] as our
driving concept. Over the past twenty months we have come to realise
that staff and consumers do not necessarily have the same agendas. Staff
are workers. Consumers are trying to get on with their own lives which
may or may not have much to do with the services they receive for their
‘psychiatric stuff.’ Staff are (or should be), by definition, work-focused
when they are at work. That is, they are meant to be there for consumers
who are trying to recover. This does not make for easy partnership. The
very unequal power relationships between the two groups, the history
of paternalism; the ‘reserve powers’ which our society gives to pro-
fessionals to withhold liberty, to forcibly inject; etc all militate against
the development of relationships which can truly be described as
partnership. Therefore as the project progressed over time we found
ourselves increasingly using the language of collaboration rather than
partnership.12

While the issues of deprivation of liberty for psychiatric patients make the
tension between partnership and participation even clearer, the same under-
lying tensions can exist in almost all other health care decision-making
processes. However, as a concept, partnership provides a useful bridge
between paternalism and full consumer participation.
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Barriers to participation and partnership development
While there is often theoretical enthusiasm for consumer participation at the
policy level, there are still significant systemic barriers to the full involvement
of consumers in health care decision-making. Consumer participation in health
care can range from very low level involvement where consumers are simply
provided with information but have little capacity to influence decision-making
to, at the highest level, consumer sovereignty, where all decisions are made by
consumers often in cooperation with professionals and administrators, but with
the final decision resting with consumers.

It is probably true in many health care organisations and systems that health
care administrators and professionals are much more comfortable with lower
level participation than with consumer sovereignty. For example, in relation to
consumer feedback on quality in a hospital, the most frequently used tool is
the patient satisfaction survey. Mary Draper describes these as the low end of
the involvement spectrum:

Many of the methods used by hospitals to obtain feedback from con-
sumers, such as patient satisfaction surveys, continue to treat consumers
as passive recipients of hospital services and reinforce traditional profes-
sional and authority relationships.13

Among other things, the lack of consumer focus in these surveys arises because
consumers are seldom involved in their development. The failure to recognise
the specific expertise of consumers and to value it in health care decisions acts
as a real barrier to consumer involvement in this and other areas. Health
administrators and health professionals simply don’t think of involving con-
sumers at the systemic level. Sometimes, where they are required to have con-
sumers involved, they are unclear about the purpose of involving consumers.
This can be a frustrating exercise to all concerned and can lead to ineffective
use of consumers on committees. For example, not all consumers and con-
sumer representatives bring the same skills, and a clearer statement of the
reason for involving consumers can help maximise the chances of getting
someone with the most appropriate skills and experience.

For example, if a hospital or network wanted to get consumers on a
board of management or its sub-committees as part of its strategic plan-
ning, they would need to find consumers with expertise in thinking
through issues from a policy perspective, and with some authority to
represent other consumers. On the other hand, if a hospital ward or area
was looking at improving its service delivery, it might seek to involve the

Q2: Do you consider that the concept of partnership is a useful one
for consumer participation? What do you see as the benefits and
limitations of the concept?
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relevant clinical illness consumer group, as well as consumers who are
currently or have been recently involved with that ward or service
delivery area14.

There are also barriers which are about the culture of health care and its per-
ception of consumers, as well as an ignorance about the real life situations of
many health care consumers, which influence the physical, emotional and
financial capacity of consumers in their participation. Mary Draper’s study
identified 5 factors which can act as barriers to consumer participation and she
provided some examples under each which give a useful summary for the
purposes of this paper. They are:

• Organisational factors
— bureaucratic delays
— lack of understanding of multiple responsibilities of consumers
— lack of adequate notice of meetings
— travel and time
— issues not followed up or reviewed
— the considerable time put in by consumes does not always have tangible

results.

• Communication factors
— inadequate information
— use of jargon, both bureaucratic and clinical
— absence of courtesy (calling consumers by first name and everyone else

by formal title).

• Consumer factors
— lack of confidence by many consumers
— caring responsibilities
— consumers bad experiences elsewhere.

• Power/status factors
— perceived undervaluing of consumer input
— perceived inflexibility of some doctors
— unequal power and resources.

• Language and cultural barriers
— for people from non-English speaking background
— cultural barriers for indigenous people.15
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For people who are ill themselves or who are caring for someone who is ill,
they can also be so intensely involved in day-to-day care decisions that it may
be difficult for them to represent the views of a broader range of consumers.
In addition they face the constraints imposed by their own ill-health.

Other practical difficulties include access issues for people with disabilities,
such as access to reading material for people who are sight impaired and
physical access to meeting places for people in wheelchairs. There are also the
costs of participation, which for consumers can be considerable eg lost earn-
ings, costs for getting substitute care, travel costs. Consumers are often also
seen as ‘free resources’ next to professionals who may well be highly paid:

Barriers to participation are generally major issues among consumers
who can feel them quite acutely … Issues around feeling valued rather
than disregarded, get tangled together with resentment over costs, and
can easily contribute to people feeling exploited by professionals. It can
also be humiliating to underscore differences in status by having to ask
for access to things like information, phones, and reimbursement for out-
of pocket expenses which have not been offered.16

These financial barriers effectively preclude the participation of consumers
who are affected by poverty, but are an impediment to even those with higher
incomes.17 The actual success of consumer representatives in some areas has
brought with it other barriers to the sustainability of that participation.
As Hilda Bastian said:

As support for consumer participation increases, so too do the demands
and expectations placed on representatives. When I first started ‘con-
sumer repping’ back in the early 1980s, representatives were basically
just trying to legitimate their presence, and even just get themselves
taken seriously. Now they can find themselves expected to write sections
of reports or pamphlets for consumers, or any other number of tasks.
While this is progress in many ways, it also places new stresses on rep-
resentatives, and clearly requires an ever broadening range of skills
beyond knowing how consumers feel about their health care. This blend
of increasing professionalisation coupled with the expectation of volun-
teerism is creating great stresses.18

These time and money constraints are also issues for consumers in relation to
training and education for their roles. These same constraints are often said to
also affect the capacity of health professionals and administrators to attend
training of this kind.
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In a decision-making environment, where full consumer participation was a
reality—for example, where there was shared understanding and a more equal
power distribution—all committee members would be able to facilitate each
other’s involvement. For example, in future, consumers could have a greater
capacity to influence and even ‘facilitate’ the more effective involvement of
health professionals and health administrators in decision-making. However
there are significant barriers to such a mutual active role at the moment.

Addressing the barriers to participation and working
partnerships
Many, but not all of these barriers, can be addressed by education and train-
ing of consumers, health administrators and health professionals. Even in areas
where training cannot overcome the barrier itself, such as adequacy of resourc-
ing for consumer participation, awareness of these barriers can perhaps facili-
tate better understanding and lead to the development of more successful
models of participation.

Some of these barriers can be addressed simply by the provision of informa-
tion to all committee members—professionals, administrators and consumers
alike—about how the system operates. This can provide a common basis of
understanding which is fundamental for successful partnerships.

However, effective working partnerships in health care require much more than
just shared knowledge—they require cultural and attitudinal change and the
modification of traditional power structures to facilitate more even power-

Q5: What do you see as the main ways of enabling, and the key barriers
to, consumers, health professionals and health administrato rs
assisting each other to better participate in the planning, delivery,
monitoring and evaluation of health services?

Q3: What do you see as the main expectations of consumers for training
and education for their roles as consumer representatives in health
care and the main barriers to their obtaining this training?

Q4: What do you see as the main expectations of, and barriers to,
the participation of health care professionals and health care
administrators in training and education to assist them to facilitate
consumer involvement in the planning, delivery, monitoring and
evaluation of health services?
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distribution. This type of change is more difficult to achieve. Among other
things, it involves:

• a recognition that there are real benefits for health professionals and
administrators in the active and full participation of consumers in these
processes;

• direct dialogue between with providers and consumers, with each listening
effectively to the other;

• establishing trust between providers and consumers, and sometimes,
administrators and professionals; and

• development of working relationships where the principles of partnership
are honoured by all participants.

Gaining the skills to enable people to listen well to each other and to work
together with a common purpose can be much more difficult than simply
imparting even complex knowledge. Yet such skills are crucial to achieving the
cultural change which is generally necessary for full consumer participation in
health care decision-making.

For example, sometimes it may be necessary for health professionals and
health administrators to learn that the involvement of consumers in systemic
decision-making can have positive effects. These may include the spreading of
responsibility for difficult decisions across a broader group and the likely
greater community acceptability of the results of processes which have truly
involved consumers in full participation.

C. A LEARNING CONTEXT

Introduction
There are a range of things which consumers need to learn to be able to par-
ticipate fully in health care decision-making. The skills and knowledge which
may be required for active and effective participation in the various activities
of planning, service delivery, monitoring or evaluation of health services can
also differ. For example, a broad understanding of the overall health system
and financial arrangements between different levels of government may be
needed by someone involved with system wide planning, while a consumer
working on the evaluation of health services may need some understanding of
statistics and evaluation.

Q6: Are there other skills or knowledge that are necessary for consumers,
health professionals and administrators to allow them to fully
participate in planning, delivery, monitoring and evaluation of
health services?
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Health professionals and administrators may also need assistance to better
understand some of these areas. For example, health professionals may know
a great deal about their area of professional specialisation, but have very little
understanding about how the broader health system operates. Equally, they
may have little experience or understanding of evaluation.

All participants may require assistance to be more effective listeners and
communicators.

Creating a learning environment
Education and training were once thought of as something which you did as a
child and possibly as a young adult in school or other formal training institu-
tion. There was limited availability of training at other points in life, except pos-
sibly additional vocational training to keep your skills in your original area of
knowledge up to date. Over the last half of the twentieth century, the rapid
pace of change in our society has resulted in the development of a new learn-
ing paradigm, often called ‘lifelong learning.’

A lifelong learning approach recognises that learning occurs in many situations
such as the workplace, home and community generally and that there are
many different techniques and methods that can be used to learn, both formal
and informal.19 This paradigm moves away from the idea that people who
learn are ‘empty vessels’ to be filled with knowledge by experts. It recognises,
instead, that people learn together through sharing their knowledge and
experiences.20 It also underpins many of the new management models
involving ‘learning organisations.’

It also strongly values what are called ‘learning partnerships’ where key
stakeholders work together. Learning partnerships may take the form of team
learning within an organisation, the use of forums or workshops involving
stakeholders working together or initiatives as large as the United Nations
models of Learning Cities.21

Learning partnerships are said to evolve over time through a number of
stages of development.22 These stages have been described in different ways
but essentially they are:

• a start-up phase: which has variously been called ‘coming together’ and
‘getting organised’ in different models but which essentially involves
coming together to work out a shared objective and starting to build a
relationship;

• a development phase: which has variously been called ‘moving forward’
and ‘towards shared understanding’ which involves the growth of trust
through participants talking together, properly listening to each other and
treating each other with mutual respect as they learn together; and

64

6492 BB&W HAC FinalReport F/A  19/12/00  11:27 am  Page 64



• a mature partnership phase: which has variously been called ‘sustaining the
momentum’ and ‘cycles of learning and reflection’ where the focus is on
the maintenance of an established relationship and efforts may be needed
to prevent the relationship from stagnating and lapsing.

Types of learning
At the international level, the UNESCO Commission on Education for the 21st
century proposed four pillars for education into the next century.23 These are:

• learning to know (eg information)
• learning to do (eg skills)
• learning to understand others (eg empathy)
• learning to be (eg self-esteem)

Each of these elements is required for training consumers, health professionals
and administrators for more effective participation in health care decision-
making. In some ways the learning needed to achieve this is more akin to
traditional ‘community development activities’ than traditional ‘education and
training’, both in the way it is generally delivered and the types of learning
that are required. At its core, ‘community development’ is concerned with
enabling and empowering people as they work towards an agreed goal
of social change, through a wide range of processes,24 most of which are
informal, non-institutional and not formally considered to be ‘education or
training.’

Nonetheless, it is argued that such empowerment can bring about profound
changes in communities and organisations, because they are transformed
as people participating in them are transformed.25 This is consistent with the
paradigm shift in education towards ‘lifelong learning’ and the notion that a
lot of effective learning is informal and incidental and happens as we try new
things and exercise new skills.

Q7: Do you think that ‘learning partnerships’ are a useful framework for
considering ways of achieving better consumer participation in
planning, delivery, monitoring and evaluation of health services?

Q8: How do you think the stages of a ‘learning partnership’ can be
applied to improving the ‘working partnerships’ between consumers,
health care providers and administrators in the planning, delivery,
monitoring and evaluation of health services?
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D. SOME EXAMPLES OF PROGRAMS TO FOSTER CONSUMER
PARTICIPATION

Introduction
In order to maximise the effective participation of consumers in the planning,
delivery, monitoring and evaluation of health services, the learning needs of
consumers, health professionals and administrators to achieve this goal must
be considered. There are some specific needs for consumers and some for
health professionals and administrators. There are other shared needs, many of
which relate to the process of working together successfully.

The need for specific training for consumers to facilitate their participation in
community committees has been recognised in a range of contexts over the
past two decades. This has resulted in the production of a number of consumer
training manuals, often in conjunction with projects which have sought to pro-
vide skills and knowledge to consumers to be consumer representatives.

However, there appear to be far fewer examples of programs which are
designed to assist those who are the traditional members of committees to
gain the necessary skills to facilitate consumer participation. Traditional com-
mittee members, such as health professionals, administrators and those with a
commercial or career interest in an area, are often assumed to know or have
the necessary skills to facilitate participation However, the experiences of con-
sumers tend to indicate this is frequently not so.

There also appears to be a limited number of examples of programs in the
health field which seek to train those who are establishing committees and
decision-making bodies on the best ways of setting up such bodies to maximise
their chances of working. More work has been done in other fields, such as
training for school boards,26 and lessons can be gleaned from these fields.

Q9: How can these UNESCO ‘pillars of learning’ be applied to formulate
training for consumers, health professionals and administrators to
maximise the effective participation of consumers in the planning,
delivery, monitoring and evaluation of health services?

Q10: What lessons from community development programs might be
applied to formulate training for consumers, health professionals
and administrators to maximise the effective participation of
consumers in the planning, delivery, monitoring and evaluation of
health services?
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Consumer training
There are examples from the 1980s and 1990s of manuals and training pro-
grams for consumers in spheres of community activity, such as committees,
school boards or community councils. For example, the manual Getting
Involved—a woman’s guide to participation27 arose out of a project funded under
the National Agenda for Women Gra nts Pro g ram in 1989–90 called
Participation in our community: survival skills for women on committees. The pro-
ject ran two series of 8 week programs to develop and increase the skills of
women who want to be or who are already involved in community organisa-
tions or groups and produced a manual for use by women in the community,
community organisations and workers.

In the health sector The Little Purple Book of Community Rep-ing is another wide-
ly used and popular resource which arose from the North West Suburbs Health
and Social Welfare Council’s ‘Not just a Token Rep’ cartoon project, that was
funded by the Consumers’ Health Forum. The aim of that project was:

to produce a humorous and accessible guide for people wanting to be
community or consumer representatives, a guide which was based on
the experiences of people who had actually been community or con-
sumer representatives.

This booklet developed from a series of workshops which identified the
greatest needs for consumer representatives were:

• an understanding of group dynamics;

• access to jargon-free information;

• the need for practical support; and

• assistance with ‘hanging in there.’28

There are more recent examples in the health sector, such as the ACT Health
Care Consumers Consumer Representative Training Project or the various
mental health consumer training projects, which have been funded under the
National Mental Health Strategy, such as The Kit—A Guide to the Advocacy We
Choose To Do.29
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Learning for health professionals and health
administrators
To date, education and training for health professionals and administrators has
focussed on the development of skills for creating partnerships with individual
patients, rather than the involvement of consumers in systemic decision-
making. A good example of a manual to assist in individual information shar-
ing and partnership development is The Care Partnership: Communication and
Education Strategies for Health Care Professionals30 which was funded under the
National Demonstration Hospitals Project. It was developed by the Royal
Melbourne Hospital to provide a practical method for designing effective and
efficient learning resources for patients and their carers to actively participate
in their own health care.

As noted earlier, health professionals and administrators can sometimes lack
direct knowledge of the broader health system or have limited skills in par-
ticular techniques such as evaluation, just like consumers. However, they are
generally much more likely than the average consumer to have a good tech-
nical understanding of health procedures and techniques. Equally to work
effectively with consumers, they are more likely to require skills in communi-
cating without the use of jargon and listening effectively to people with diverse
views.

Another important issue for effective consumer participation is the pervasive-
ness of hierarchical power structures in health care. Health professionals and
administrators need training to increase their awareness of the barriers these
structures create to participative decision-making, as well as skills to remove
these barriers. Examples of training and assistance for health professionals and
administrators in these particular areas are much less common.

A number of examples of innovative provider education and training of
this kind can be found the Lemon Tree Learning Project, which is a Victorian
based project funded by the National Mental Health Strategy.31 It sought to
develop a number of consumer initiated learning processes around the idea of
consumer participation in service delivery. The project team identified the
importance of cultural change in effective consumer participation and devel-
oped a number of ways to assist in this, including:

• a board game called ‘Lemon Looning’, similar to monopoly, which is used
in (paid) consumer-led provider training sessions to allow providers ‘to gain

Q11: Are there any examples of education and training programs for
consumer representatives which you believe exhibit best practice
features and could be used as examples for others?
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experience of the consumer perspective as they negotiate their trips around
the board and by extension, through the mental health system’,32 and

• the use of two consumer-facilitators to lead discussion groups of up to ten
staff, where rather than being ‘impartial facilitators’ the role of consumers
was to ‘hold their consumer perspective and introduce it into the discussion
when they were inclined to do so’. For example, when a staff person put for-
ward something which may include an assumption which ‘violated their
own experience as a consumer.’33

Another example of this sort of publication is the Consumers’ Health Forum’s
guide to assist Divisions of General Practice to work with consumers.34

Training for the establishment of successful consumer
participation processes
It is often assumed that committees can be established and function without
any particular assistance and without any specific processes being used to
ensure that they function effectively, other than taking minutes. Ineffective
consumer involvement has often been one consequence of this ad hoc
approach. Often a committee will be formed and then someone may think
having a consumer member is a ‘good idea’. Someone will be invited or
nominations will be sought for a consumer to participate on the committee.

While sometimes this approach can eventually produce useful results, often this
initial ad hoc beginning has negative effects for consumer representatives.
Consumers can feel that they were an afterthought to the process, rather than
an integral part of it. They may find it difficult to ‘connect into’ a process which
had an existing dynamic and a set of relationships in place before they arrived.
They can feel an absence of ownership of the terms of reference and a lack of
understanding about the desired outcomes of the process.

Establishing a better process for committee formation and consumer involve-
ment, through development of some best practice principles would seem to be
highly desirable and a useful tool for all participants. While there are few
examples in health care, some elements of the processes for establishing other
forms of community committees, such as school boards and community

Q12: Are there any other examples of education and training programs
for health professionals and administrators designed to maximise
the effective participation of consumers in the planning, delivery,
monitoring and evaluation of health services?

Q13: What do you believe should be the best practice features of any
such education and training programs, and are there lessons which
could be learned from care partnership training initiatives?
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councils, could be drawn upon. These can be linked to the various different
stages of the ‘learning partnership’ identified in the previous section. For
example, some elements of such a process could be:
• consumers are invited with all other committee members to a joint infor-

mation session to hear the necessary background information from those
seeking the advice of the committee and are provided with a draft terms of
reference to consider;

• consumers and all other committee members meet to agree a final terms
of reference, or if the terms of reference are set by an external agency, to
agree a scope for the work of the committee, a set of outcomes sought to
be achieved by the committee and business rules for the operation of the
committee;

• committee members participate in an open forum session, where people
can have a say about their particular concerns and learn to talk with each
other; and

• committee members interact informally eg over a meal, afternoon tea or
other trust building activities.

E. CONCLUSIONS
This consultation paper seeks to ask some challenging questions for partici-
pants in the health care system. Many readers of this paper will be participants
in focus groups and other consultation processes. The questions raised in the
paper will form part of the discussion in these forums. The project team is very
much looking forward to hearing your views on these and any other relevant
issues, which you may consider we have omitted from this paper.

Q14: Are there any examples of education and training programs which
provide guidance on how to set up and run successful committees,
which maximise the effective participation of consumers in the
planning, delivery, monitoring and evaluation of health services?

Q15: What kind of features would you include in such a model program,
if you were designing one?
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For those who wish to provide written answers to the project team to any of
the questions, please forward them to the project team through the project
manager or principal author of the paper.

Project Manager: Principal Author:
Dr Barry Cameron Ms Fiona Tito
Address: 16/2 Postle Circuit Address: 
Holt ACT 2615 Enduring Solutions Pty Ltd
Mobile: 04104 21072 23 Brodribb St, Wanniassa ACT 2903
Phone/Fax 02 6254 0898 Phone/fax: 02 6231 1640
Email: BazCameron@bigpond.com Email: fiona.tito@gpo.com.au

The input of those who provide feedback on the consultation paper is very
important to the project team and will form a valuable part of the final analysis
of the project. We thank you in anticipation of your assistance in this important
project.
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26 See Annenberg Institute—note 22, chapter 4 especially.

27 Millington L. Getting Involved—a woman’s guide to participation. Prepared for the Dale Street
Women’s Health Centre and funded under the National Agenda for Women Grants Program,
Office of the Status of Women. 1992.

28 North West Suburbs Health and Social Welfare Council. The Little Purple Book of Community
Rep-ing. 2nd ed. Adelaide: Parks Community Health Service and Adelaide Central Community
Health Service, 1997.

29 Spice Consulting. The Kit—A Guide to the Advocacy We Choose To Do. 2nd ed. Canberra:
Commonwealth Department of Health and Family Services, 1999.

30 Wood S & Nicholson A. The Care Partnership—Communication and Education Strategies for
Healthcare Professionals. Prepared under the National Demonstration Hospitals Program.
Melbourne: Royal Melbourne Hospital, 1997: see especially pp2–3.

31 V i c torian Mental Illness Awa reness Council (VMIAC). Developing Effective Consumer
Participation in Mental Health Services: the Report of the Lemon Tree Learning Project.
Melbourne: VMIAC, 1997.

32 See note 31: pp15–8 and pp125–6.

33 See note 31: p126 and Chapters 4 and 6.

34 Consumers’ Health Forum. Working with Consumers: a Guide for Divisions of General Practice.
Canberra: CHF, 1996.
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Attachment B: The consumer focus
collaboration and commissioned
projects

The following projects were listed as an attachment to the introductory paper,
the body of which is included at attachment E to this report. The Consumer
Focus Collaboration has subsequently commenced other projects to pursue its
aims as well.

Stocktake of models for facilitating consumer access to
health information
This project will document the most effective approaches currently available to
facilitate consumer access to health information and to draw out the lessons
that can be learnt from them. Consumers will be involved throughout the pro-
ject. The project outcome will describe and assess the available models of
access to health information; analyse the core principles, characteristics and key
elements underpinning best practice in the area; and establish a baseline
against which the effectiveness of future work can be measured.

Support for nurses to involve consumers in their health
care
Major nursing organisations are sponsoring this project to develop recom-
mendations for promoting consumer participation, and collaboration between
nurses and consumers, in acute health care settings. The project will identify
models of best practice, evaluate these through consultation with nurses
and consumers, and recommend further strategies to promote partnerships
between nurses and consumers.

Supporting the efforts of medical practitioners to involve
consumers in health care
The Australian Medical Association and the Committee of Presidents of Medical
Colleges are jointly sponsoring a project to work with medical practitioners to
support in a practical way their efforts to involve consumers in their health
care. The consultant will test existing tools and techniques for consumer
involvement to assess their relevance and usefulness in the context of hospital
practice. Recommendations will also be made for adapting these tools and
techniques for use in other areas of medical practice.
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Toolkit for consumer participation
The aim of this project is to provide a practical toolkit of approaches and
strategies to assist service providers and consumers to achieve effective con-
sumer participation in the planning delivery, monitoring and evaluation of
health care services. The toolkit will present resources, strategies and best
practice approaches to assist people at all levels within organisations to under-
take their work. The development of the toolkit is to be informed by key
elements of recent research on consumer participation in health care; a search
conference with a targeted range of stakeholders; and review of the draft toolk-
it in consultation with partnerships of consumer organisations and service
providers. The project is to also produce a supplementary resource for pro-
viders which documents other providers’ expertise, specific tips and issues
arising from the project.

A model for selecting and supporting consumer
representatives (Breast Cancer Network)
This aim of this project is to document, from a disease-specific perspective, the
recruitment, selection and training processes employed by a consumer organ-
isation (Breast Cancer Network Australia) for their consumer representatives.

Communication and clinical outcomes
The project involves doctors and patients in developing materials to improve
doctor/patient communication in elective surgery, tested by a randomised con-
trolled trial. Research on the impact of communication on outcomes shows it
is related to patient satisfaction, psychological well-being, functional status,
compliance and clinical result. The project seeks to develop ways that both
doctors and patients dealing with elective surgery can change aspects of the
health system for mutual benefit.

Safety of Australian health services: a community survey
The aims of this project are to determine the prevalence of self-reported
adverse events within a representative population of Australians aged eighteen
years and over and to determine the community awareness of and perceptions
of risk associated with contact with the health care sector. The project should
also provide some baseline information about the effects of reported adverse
events, and consumer perceptions of health care professionals, the most com-
mon causes of adverse events, trends in the safety of health care services, and
the reliability of groups that provide medical and health information. The pro-
ject should provide statistically robust information on: the frequency and
nature of adverse events encountered by the Australian community; the
relationship between consumer perceptions of adverse events and adverse
events identified by expert medical record review; and a benchmark from
which future performance of the health care system may be measured.
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Attachment C: Team members
Dr Jennifer Thomson Management consultant; Policy Adviser, ACT 
Joint Project Manager Division of General Practice; Medical Consultant,

Australian Medical Association

Dr John Grant Director of Global Learning Services; Chair of
Joint Project Manager the ACT Accreditation and Registration Council;

previously Deputy Vice-chancellor, University of
Canberra

Dr Barbara Pamphilon Senior Lecturer in Health and Community
Studies, University of Canberra

Ms Fiona Tito Executive Director of Enduring Solutions with
the assistance of Ms Kate Moore of Enduring
Solutions

Dr Barry Cameron Former Executive Director, Academic
Services/Development, University of Canberra

Mr Peter Kearns Managing Director of Global Learning Services

Mr Jake Keller Education and management consultant

Mr David Francis Managing Director, Caithness Robson
Consulting; previously Chief Executive Officer,
Curriculum Corporation

Dr Christopher Holmwood GP supervisor Modbury Hospital; Adelaide
Southern Division Mental Health Program
Manager
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Attachment D: List of organisations
consulted in preliminary consultations

The following list of the organisations was developed by the consultants with
the assistance of the Commonwealth Department of Health and Aged Care and
the Steering Committee.

State health departments
Australian Capital Territory Department of Health and Community Care
New South Wales Health
Department of Community and Health Services, Tasmania
Victorian Department of Human Services
South Australian Department of Human Services
Health Department of Western Australia
Territory Health Services, Northern Territory

Professional organisations
Australian Divisions of General Practice
Australian Medical Association
Australian Medical Council
Australian Nursing Federation
Pharmaceutical Society of Australia
Society of Hospital Pharmacists of Australia
Royal Australasian College of Physicians
Royal Australian College of General Practitioners
Royal Australasian College of Surgeons
Committee of Presidents of Medical Colleges
Royal College of Nursing, Australia
Royal Australian College of Medical Administrators
Health Professionals Council of Australia
National Rural Health Alliance

Consumer organisations
Consumers’ Health Forum 
Health Issues Centre
National Resource Centre for Consumer Participation in Health
Australian Consumers’ Association
Health Consumers’ Council WA
Health Consumers of Rural and Remote Australia
Victorian Mental Illness Awareness Council

Education organisations
Committee of Deans of Australian Medical Schools
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Attachment E: Introductory paper

AN INTRODUCTION TO THE PROJECT EDUCATION AND
TRAINING FOR CONSUMER PARTICIPATION

Introduction
This paper has been prepared to introduce the project to interested people,
including health care consumers, health care providers, health administrators
and health educators. A list of project team members is included.

One of the important directions for health care policy and practice in Australia
is the creation of effective partnerships between health care consumers,
providers and administrators. The aim of these partnerships is to ensure a more
responsive health care system, with better outcomes for consumers. These part-
nerships are intended to cover all parts of health care, including planning,
delivery, monitoring and evaluation of health services.

However, such partnerships don’t form automatically—particularly in health
care, where the traditional model of service has been characterised by imbal-
ances of knowledge and power. Health care consumers, administrators and
providers all require assistance to gain the necessary knowledge, skills and atti-
tudes to successfully create effective partnerships.

This is the first part of the information gathering and consultation stage for the
project. We will be asking you to tell us:

• about those education and training programs for health consumers,
providers and administrators that are fostering consumer/provider part-
nerships; and

• whom we should be approaching in the next phase of our project when we
will be sending out a more detailed consultation paper and conducting
surveys and focus groups.

Objectives
The objectives of this project are:

(a) to identify the key characteristics of successful education and training
methods to prepare health consumers, administrators and providers to cre-
ate these partnerships across health care;

(b) to describe examples of education and training for consumers, providers
and administrators which are successful in doing this and include these in
resource guides; and
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(c) to identify key issues and gaps in education and training for the various
stakeholders.

Context
The Consumer Focus Collaboration (CFC) was formed in 1997 following the
Final Report of the Taskforce in Quality in Australian Health Care in 1996. The pro-
ject is one of a number of projects (outlined as an attachment) that have been
designed to progress the goals of the CFC which are to:

• facilitate the provision of high-quality information to consumers in approp-
riate formats;

• facilitate active consumer involvement in health service planning, delivery,
monitoring and evaluation;

• improve health service accountability and responsiveness to consumers;
and

• promote education and training that supports active consumer involvement
in health service planning and delivery.

The CFC has also overseen the establishment of the National Resource Centre
for Consumer Participation in Health (NRCCPH), which has been established to
promote partnerships between consumers and other stakeholders. It will act as
a clearinghouse, collecting information on consumer feedback and partici-
pation methodologies, widely disseminating this information to health care
providers and consumers. The centre will also provide advice on and critically
analyse new methods and models of consumer participation. This project will
liaise closely with the Centre and the Centre will disseminate its work.

Methodology
The project commenced in July 1999 and will be completed in March 2000.
Some key dates are:

1999

16 Aug – 10 Sept Initial consultations with peak bodies
15 Oct Publish consultation paper
23 Sept – 1 Dec Conduct surveys, focus groups and further consultations
19 Nov Present progress report to Consumer Focus Collaboration

2000

19 Jan Produce draft resources guides for workshopping
19 Jan Produce draft final report for workshopping
28 Mar Produce resource guides and final report
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The project team will first undertake a literature search and conduct prelimi-
nary consultations with key stakeholder groups, receiving responses to the
questions asked at the end of this paper.

A discussion paper for wider consultation will be prepared by mid-October
1999. It will take account of the results of preliminary consultations with key
stakeholders, information from the literature search and the findings from
responses to this introductory paper.

A detailed questionnaire will be forwarded to organisations, which have
examples of the sort of education and training which is the subject of this
project. We will seek further information through focus groups and interviews
with those who appear to be most effective in achieving their aims.

A resource guide which describes examples and outlines the critical features of
effective education and training activities for consumers and their represent-
atives which successfully prepares them for participation in health care plan-
ning, delivery, monitoring and evaluation will be finalised in March 2000.

A second resource guide which discusses the characteristics of successful
approaches to education and training for providers and administrators of
health care services to assist them to involve consumers in health care plan-
ning, delivery, monitoring and evaluation will also be finalised March 2000.

A final report on the outcomes of the project and possible future directions will
be completed at the same time.
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Attachment F: List of questionnaire
respondents

While some respondents were anonymous, the following lists an extensive
range of respondents who were identified.

Australian Capital Territory Department of Health and Community Care
AIDS Council of New South Wales
Association of Pharmacy Registering Authorities
Australian Brain Foundation
Australian College of Road Safety
Australian Council on Healthcare Standards
Australian Council of Professions
Australian Dental Association Incorporated
Australian Institute of Health and Welfare
Australian Medical Acupuncture Society
Australian Speak Easy Association
Bendigo Regional Breast Screen Centre
Caroline Chisholm Centre for Health Ethics
Central Highlands Division of General Practice
Chiropractors Association of Australia
Consumer Health Advocacy Group, Frankston and Mornington Peninsula
Department Families, Youth and Community Care, Queensland
Dietitians Association of Australia
Donor Conception Support Group of Australia
Ethnic Communities Council of Queensland
Haemochromatosis Society of Australia
Health Complaints Commission, New South Wales
Health Consumers’ Council WA
Health Consumers of Rural and Remote Australia Inc
Health Professionals Council of Australia
Hornsby Kuringai Division of General Practice
IAHS Consumer Health Consultative Committee
Mid North Coast Health Service
Munro Para Community Health Centre
National Asthma Campaign
North East Victorian Division of General Practice
North West Melbourne Division of General Practice
Northern Rivers Health Service
New South Wales Council of Social Services
Office of Ageing, Queensland
Older Women’s Advisory Committee (South Australia)
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Optometrists Association Australia
Pharmaceutical Society of Australia
Quality Improvement Council
Redcliffe Bribie Division of General Practice
School of Public Health, La Trobe University
School of Public Health, Queensland University of Technology
Society of Hospital Pharmacists of Australia
Speech Pathology Australia
Sudden Infant Death Association ACT
Tasmanians with Disabilities
Territory Health Services
Victorian Healthcare Association
Victorian Mental Illness Awareness Council
Women’s and Children’s Hospital, Adelaide
Women’s Health Victoria
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Attachment G: Questionnaire

PROGRAMS OF EDUCATION AND TRAINING FOR CONSUMER
PARTICIPATION IN HEALTH CARE
The Commonwealth Department of Health and Aged Care (DHAC) has
commissioned Global Learning Services (GLS) to assist in one of a number of
projects designed to progress the goals of the Consumer Focus Collaboration.
This project aims to:

• identify the key characteristics of successful education and training pro-
grams to prepare consumers, health service administrators and providers to
create partnerships across health care;

• describe successful examples and include them in resource guides; and

• identify key issues and gaps in education and training for the various
stakeholders.

The project is interested in programs of education and training for con-
sumer participation in health care which:

prepare consumers and representatives for participation in the planning,
delivery, monitoring and evaluation of health care services across a
range of decision areas from the individual level to system-wide nation-
ally. They may be offered by consumer groups or organisations or by
‘service provider’ or training bodies.

Consumer participation may include activities such as complaints mechan-
isms, advocacy functions and partnerships in clinical care planning at all levels
as well as other formal and informal exchanges between consumers and
providers.

83

IDENTIFICATION: We have allocated a unique code to each Survey form to avoid your
needing to provide again the identification, contact details, demographic and other infor-
mation which we have used in preparing the mailing list for this survey. This code will
also be used to produce the reminder (by Email, phone or mail) to those who have not
completed and returned the Survey by the due date. We believe that this arrangement
will produce the most appropriate balance between comprehensiveness and usefulness
while minimising demands on respondents, as it has in a number of our prior studies.

Return Survey to: Dr Barry Cameron, Global Learning Services Pty Ltd,
16/2 Postle Circuit Holt ACT 2615

Phone/Fax 02 6254 0898; Mobile: 0410 421 072;
Email: BazCameron@bigpond.com

PLEASE REPLY BY 15 OCTOBER
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Education and training includes formal and informal “hands on” approaches
to developing the kinds of knowledge, skills and attitudes needed for effective
partnerships.

The programs of interest in this project include:

• education or training for CONSUMERS of health services, to assist them in
participating effectively in health care services.

• education or training for PROVIDERS of health services, to assist them in
participating effectively in partnership with consumers.

• education or training for ADMINISTRATORS of health services, to assist
them in participating effectively in partnership with consumers.

We seek your assistance in the Survey’s completion and RETURN BY
15 OCTOBER.

1. What programs does your organisation provide (or did provide in the
past)?
Please indicate what you can of each program’s purpose and scope, target group,
delivery mode, duration, costs, participants’ educational level (or prior knowledge/
skills/competencies required)

2. What resources/documentation are available on the programs in 1.
(Please list them and indicate the contact details (phone, fax, Email or mailing
addresses) for the best person to provide further information or a copy).

3. Which programs (not just in your own organisation but in others also)
seem(ed) to be working best/well?
(Please be as specific as you can and provide contact details if possible).

a) What characteristics underpin their success (such as what they try to
do and how they go about it)?

b) What could be done to make these programs even more effective?
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4. Do you know of any other organisation that conducts (or conducted)
effective education or training for consumers, providers or administrators to
assist them in participating effectively in partnership? Please provide con-
tact details.

5. What other programs (not mentioned in 1-4 above) should the project
team seek further information about.
(Please provide program title/description, and contact phone, fax, Email or mailing
addresses if possible)

6. Which program(s) operating elsewhere would you most want to put in
place for your own special interest group
(such as if, for example, some additional resources became available)?

a) To what extent would these programs need to be changed to suit
your group? What would the changes be?

7. What seems to be working least well in education and training for con-
sumer participation in health care?
(not just in your own organisation but in others also)

a) Why is this?

b) What needs to be done to fix it?

8. What’s happening in education and training for consumer participa-
tion in health care that SHOULDN’T BE?
(not just in your own organisation but in others also)

a) What should happen instead?
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9. What ISN’T happening that should be?
(not just in your own organisation but in others also)

a) Who should take appropriate action on this?

b) What should that action be?

10. Which of the following teaching/learning strategies have your organisa-
tion’s programs used, and which would you like to use in the future?

(Please mark the appropriate boxes).

Strategy Have used Like to use

Introductory training course

Up-date/refresher training course

One-off workshop

Self-directed learning package

Mentoring

Seminars & conferences

Peer learning/network groups

Community development (how to form issue-based 
groups, lobby groups and action groups)

Learning community

Learning Organisation

Internet training

Other (please elaborate)
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11. What have been the main aims of your programs, and what will they be
in future?

Aim Current Future

Improve/broaden knowledge of the focus health issue

Improve knowledge of the health system

Improve knowledge of role and responsibilities

Develop advocacy/participation/representation skills

Develop meeting/communication skills

Develop skills to facilitate mutual understanding 
and dialogue

Provide peer learning, networking and support

Build a learning community

Build a learning organisation

Other (please elaborate)

1 2. Is there any other information you would like to provide? eg. examples
of good overseas practices; details of organisations which we should con-
tact; examples of good practice from other areas which may be applicable
to health care.

1 3. Any other suggestions on programs for education and training for
consumer participation in health care?

If this copy of the survey was provided to you as a copy of one sent to some-
one else (rather than addressed to your organisation directly), please give
YOUR organisation’s name and contact details.

Person:

Address:

Phone: Fax: Email:

Thank you for your assistance.

The Global Learning Services Team for the Education and Training for
Consumer Participation project for DHAC.
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Attachment H: List of focus group and
phone interview participants

Health Care Consumers’ Association of the Australian Capital Territory
Mental Health Foundation
Barnardos
Health Consumers of Rural and Remote Australia
Royal Flying Doctor Consumer Network Group
Country Women’s Association
Carers Association
Adelaide Women’s and Children’s Hospital
Calvary Hospital Quality Management team
The Junction Youth Health Service
Australian Capital Territory Division of General Practice
University of Canberra School of Nursing
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