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Executive Summary  

There has been considerable effort and success on the part of alcohol and other drug 

services and the Department of Health (DoH) to develop consumer participation practices 

within the sector. However, consumer participation in the AOD sector is still lagging behind 

that in the health and mental health arenas. Many participation activities are isolated, ad hoc 

and often occur at the lowest levels of involvement.  

 

Although the Victorian Department of Health regularly includes consumer participation 

statements in its policy documents there has been little direction for services on how to go 

about the complex yet rewarding task of engaging consumers. Furthermore, there has been 

little training delivered to service providers and virtually no resources with which to 

implement participation strategies.  

 

In writing this handbook, the Association of Participating Service Users (APSU) has sought 

not only to gather the theory of consumer participation in the alcohol and other drug sector 

but also the practice. Although other guides to participation exist, this is the first to be written 

solely by consumers. It conveys experientially validated approaches to engaging with service 

users and their families to produce meaningful consumer participation. 

 

Straight From The Source draws on current literature, input from consumers and service 

provider focus groups and APSUôs own experience in conducting consumer participation 

activities to provide a comprehensive guide to participation in the AOD sector. The first 

section is a discussion on consumer participation and how it can be applied to the sector, 

including a plan for organisations. The second section contains an extensive range of real 

life examples of participation activities across AOD services, training, policy development 

and research.  

 

APSU anticipates that this handbook will be used by the alcohol and other drug sector in the 

development and implementation of sustainable consumer participation practices. 
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How to use this Handbook 

Straight From The Source was written in the knowledge that despite its importance, most 

service providers have little time and resources to dedicate to consumer participation.  

It is intended to be a reference guide that can be easily read or browsed through quickly. 

There are therefore several ways to use this handbook: 

¶ Read through in chronological order  

¶ Choose a topic of interest from the contents page 

¶ Look at Getting Started: A Plan for Organisations on page 38 for ideas on how to 

move forward in your organisation 

¶ Select practical examples you are interested in from Part Two 
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Definitions 

The language used to describe people can be problematic. A patient is someone who sees a 

doctor, a client is someone who needs help and a consumer is someone who purchases 

products in a free market. All terms have their advantages and disadvantages. 

The following definitions may be helpful in understanding the language used in this 

handbook: 

Consumer  

A consumer is someone who uses, has used, or is eligible to use alcohol and other drug  

services. It includes those people who are refused services or who refuse services. It also 

includes family, friends and significant others of people who use services, regardless of 

whether or not they directly use these services themselves. People affected by AOD policy 

and laws are also considered consumers.1 

 

The word óconsumerô in this document may also occasionally be used in relation to the use 

of other health and community services.  

Service user 

A service user is a person who uses or has used alcohol and other drug services.  

Client 

A client is a person who uses or has used a particular or specific alcohol and other drug 

service.  

Family member 

The word ófamilyô or ófamily memberô or ósignificant otherô is used to describe parents, 

children, siblings, partners or anyone else affected by a loved oneôs substance use. For 

every person who experiences problematic alcohol or other drug use, there are at least four 

others who may be affected by their behaviour.2  

 

Family members are considered consumers. If their loved one is in treatment, then they are 

also considered service users. If a family member receives treatment (e.g. counselling) from 

a service, they are also a client. (See also Family Participation on page 31.) 

Consumer participation 

Consumer participation is broadly defined as the process of involving health consumers in 

decision making about health service planning, policy development, priority setting and 

quality in the delivery of health services.3 

  

Consumer participation in the alcohol and other drug sector consists of including consumers 

(as defined above) in the decision making processes around:  

¶ their own treatment  

¶ service planning, development, delivery and evaluation 

¶ AOD policy  

¶ AOD research 
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¶ education and training of AOD professionals 

Service user participation 

Service user participation involves alcohol and other drug service users making decisions 

about their own treatment, services, research, education and policy. Service user 

participation is the same as consumer participation except that it does not seek to involve 

people who donôt use services or who donôt use a particular service. This term is used 

occasionally in this handbook. 

Representative  

A representative is a consumer who is nominated by and accountable to an organisation of 

consumers. The term órepresentativeô is linked to democracy. The representative represents 

the formal views of a particular group and reports back to that group.4 

 

Unfortunately, formal consumer representation in the AOD sector is often not possible as 

there are very few consumer organisations and groups that can nominate representatives 

and receive their feedback. Therefore, it is most common that a representative in the AOD 

sector has informal links to other consumers or is able by virtue of their experience or 

training to represent a broad consumer perspective. 

 

 

 

 

Figure 1: Relationship between consumers, service users and clients 
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PART ONE:  

CONSUMER PARTICIPATION IN THE ALCOHOL AND 

OTHER DRUG SECTOR 
 

Background 

History 

It is difficult to trace the beginnings of consumer participation. Certainly it has its origins in 

community or citizen participation, human rights and participatory democracy. However, 

there is probably no identifiable starting point.  

As early as the late 1800s women, who came to be known as suffragettes, began their self 

led campaign to gain the vote. Women all over the western world decided that they would 

have their say in electing governments that made decisions that affected their lives. This was 

followed in the 1960s and 70s with the black civil rights movement, the anti Vietnam 

protests, gay rights and womenôs movements.5 All of these campaigns were led by the 

people who would be most affected by the changes they sought. 

The sixties and seventies also saw the emergence of citizen participation in housing 

developments, particularly those that affected impoverished communities.6 The US 

introduced legislation that required ómaximum feasible participation of the poorô in 

Department of Housing and Urban Development programs. Closer to home in Sydney, 

Resident Action Groups were formed in response to proposed housing development 

projects.7 Third world countries also benefitted from a shift in thinking, from centralised 

control of projects to an inclusion of local knowledge in the planning process.8 

This movement of people demanding to have a say in the most important things that were 

affecting their lives began in the health sector at around the same time. In the late 1960s, the 

US passed a law stating that agencies, including mental health centres should have advisory 

councils that included consumer representatives.9 In 1978, the World Health Organization 

declared that: ñPeople have the right and duty to participate individually and collectively in 

the planning and implementation of their health care.ò10,11 More locally, the Whitlam 

government in 1973 launched its Community Health Program with community health centres 

controlled by the ólocal communityô.12  The western world was beginning to recognise that the 

way to have the best services and improve health outcomes was to seek the input of people 

using the services. 

 

In Australia in 1985, after a delegation of community representatives presented a submission 

to the Commonwealth Minister for Health, the Consumersô Health Forum was set up. The 

1993 National Health Strategy órecognised the importance of health consumers being more 

actively involved in their own health careô as well as óhaving a broader role in health service 

Comment [A1]: Any examples? 
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developmentô.13 In 1995, after a study found that 8% of hospital admissions experienced an 

adverse event which could have been avoided, a taskforce for quality control was formed. 

This led to the formation of the Consumer Focus Collaboration in 1997.14 This national body, 

made up of consumers and professionals, is responsible for strengthening consumer input in 

all aspects of health care.15 The Health Issues Centre, operating in Victoria has fulfilled a 

similar role since 1985.16  

 

Consumer participation in the mental health and alcohol and other drug sectors occurred 

very early with self help groups.17 Alcoholics Anonymous began in the US in the 1930s and 

there are now estimated to be 18,000 members in Australia.18 Similarly, Grow, a mutual help 

twelve-step group for those affected by mental health issues began in 1957 in Australia and 

is still thriving today.19  

 

More formal participation in mental health services began as a response to pervasive 

negative experiences of the psychiatric system. The consumer body Victorian Mental Illness 

Awareness Council (VMIAC) was established in 1982 and funded in 1988. The landmark 

Understanding and Involvement research project conducted by VMIAC in the early nineties 

was an evaluation of inpatient treatment practices in a Royal Park psychiatric ward. The 

study included equal input from consumers and staff and eventually led to the Victorian 

Government funding consumer consultants in all Area Mental Health services in Victoria.20 

Nationally, federal health ministers endorsed the National Mental Health Statement of Rights 

and Responsibilities (1991). These rights included óparticipation in decision making regarding 

the development of mental health policy, provision of mental health care and representation 

of mental health consumer interestsô.21 The Burdekin Report (1993), a damning national 

inquiry into the human rights of people with mental illness was also fundamental in the 

development of mental health consumer participation. Possibly for the first time, individual 

experiential accounts were treated as fact, worthy of recording along with the rest of the 

evidence.22 The first National Mental Health Strategy (also 1993) had a strong emphasis on 

consumer participation and led to the development of the National Community Advisory 

Group on Mental Health (and similar state groups) which reported directly to the 

Commonwealth Minister for Health. Consumer participation in mental health had become 

firmly established, although it still had a long way to go. 

 

The AOD sector is perhaps the last bastion of health care to include formal consumer 

participation. After the emergence of self help groups came the drug user groups. The 

Australian Intravenous League (AIVL) and its Victorian counterpart Harm Reduction Victoria 

(formerly VIVAIDS) were formed in the late eighties in response to an increased awareness 

of HIV/AIDS and received official funding ten years later.23 These advocacy bodies are peer 

based organisations that seek to protect the rights and the health of illicit substance users. 

AIVL recently conducted a large research project into current consumer participation in AOD 

treatment services in Australia (see Consumer Involvement in Research, Control Level on 

page 101 for further explanation of this project). Consumer participation in the AOD sector 

began to appear in policy documents in the late nineties and in 2000, APSU received 

funding to increase consumer participation across the Victorian AOD sector. 
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Consumer Participation in the Alcohol and Other Drug Sector 

Participation as a right 

Consumer participation is an ethical and democratic right.24 We live in a democracy where 

we are entitled to vote, however, this in itself is not enough. As citizens we need to have a 

say by actively participating in the policies and processes that affect the most important 

things in our lives such as housing, education, health care and employment. All of us need to 

be given a choice about voicing our opinion on decisions that are made, especially if these 

decisions directly impact on us and the way we live. This is particularly important for people 

who use alcohol and other drug services, as their voices are rarely heard in any other 

political arena. 

Participation as accountability 

Consumer participation ensures public accountability.25 With no input from service users, 

regardless of evaluation or accreditation, there is no knowing if the ócustomerô is satisfied 

with the service provided.  

Participation as policy  

Despite lagging behind other health and community service sectors such as mental health, 

housing and disability services, AOD consumer participation has recently become 

embedded in sector policy. 

 

Victorian AOD policy is now being framed in terms of having a óclient centredô or óclient 

focusedô service system. Shaping the future: The Victorian AOD Quality Framework states: 

ñé a client-centred system has been defined as one that meaningfully engages clients in 

planning, implementation, delivery and evaluation of interventions and services.ò26 

 

In addition, the Victorian Governmentôs A new blueprint for alcohol and other drug treatment 

services 2009-201327 discusses three service principles, one of which is to be óclient 

centredô. In order to achieve this, key action areas include: ñBuilding stronger client and 

family involvement in service planning and developmentò.28  

 

The Victorian Dual Diagnosis Initiative includes service development outcomes and requires 

that ñconsumers and carers are involved in the planning and evaluation of service 

responsesò at MH and AOD agencies.29  

 

Consumer participation is a feature of quality assurance/accreditation tools for AOD 

services. For example, there are two core standards in Quality Improvement and Community 

Services Accreditation (QICSA) relating solely to service user rights and complaints and 

input into review and planning. 

 

Lastly, the Victorian Alcohol and Drug Association (VAADA) has been funded by the 

Victorian Department of Health (DoH) for a two year sector development project that 

includes ósstrengthening client and family input into service planning and developmentô as 

one of its main objectives.30 
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Participation as a process  

Although participation of clients and families is firmly embedded in policy directives, none of 

these documents state exactly how to go about implementing consumer participation 

activities at a service level. More detail is required to ensure: 

 

¶ Involving clients in services is not something that is undertaken lightly or hastily or 

simply because a policy directive requires it. 

¶ Services have a clear understanding of what is involved in the process and their 

timeframes. 

¶ The level of participation matches the capability of the service provider. 

¶ There are sufficient resources allocated by policy makers and government. 

¶ Adequate training is provided to staff at AOD services. 

¶ Clients and family are sufficiently trained and supported to be able to participate at 

high levels. 

 

The Shaping the future framework does give some guidance on what is currently expected 

of agencies by stating: ñAs part of continuous quality review mechanisms, agencies are 

expected to have systems that solicit and make appropriate use of client feedback, 

suggestions and complaints. Agencies are also encouraged to include clients and clientsô 

significant others in agency review and planning activities where possibleò. 31 

 

The framework also states that practical efforts by programs to encourage responsiveness to 

consumers may be further guided by the following actions: 

 

¶ The active and independent participation of service users in decisions about their own 

care and treatment is encouraged and enabled.  

¶ Service users are fully informed about service options and encouraged to provide 

feedback and make complaints about the quality of services at any time, without 

prejudice or obstruction.  

¶ Service users have access to independent complaints mechanisms that meet the 

Australian Standard AS ISO 10002-2006: Customer satisfaction ï Guidelines for 

complaints handling in organisations. 

¶ Service users, their families, carers and friends are encouraged and assisted to 

participate in the planning, delivery and evaluation of services. 

¶ Programs and services systematically plan and implement service user surveys or 

other mechanisms, analysing these and developing strategies to address service user 

concerns. 

¶ Services develop and implement a comprehensive set of policies, procedures and 

practices that support consumer involvement. 32 

 

These policy directives do not call for organisations to implement consumer participation 

strategies at all levels overnight. Consumer participation is a process. It requires the building 

of relationships and trust. The aim is to increase consumer participation at each service and 

in research, education and policy over a period of time. 
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Participation as a possibility 

The AOD sector despite having little practical direction and no allocated resources has 

shown a remarkable ability, in its development of consumer participation activities, to adapt 

to new requirements and approaches in order to deliver the best possible services to the 

people it serves. 

 

Most services, whether they realise it or not are currently practicing consumer participation 

strategies at some level. AOD treatment services have óindividual treatment plansô in which a 

client has a say in their own treatment. This is participation. Suggestion boxes in the waiting 

room, exit surveys and complaints systems are all consumer participation strategies. Many 

services employ ex-users as staff and this adds a consumer voice, albeit in an indirect way 

as workers are not often service users of the services they deliver. 

 

Perhaps the most informative piece of research into consumer participation in the AOD 

sector is the Australian Injecting and Illicit Drug Users Leagues (AIVL) Treatment Service 

User (TSU) project.33,34,35 The project involved interviews with service providers from sixty-

four services in NSW, WA and Victoria as well as 179 service users from fourteen of those 

services. 

 

The project found that most services surveyed had implemented some type of consumer 

participation activity, with lower level activities such as complaints processes (95%), 

suggestion boxes (70%) and surveys (64%) being the most common.36 Higher level activities 

such as service users being involved in staff selection (10%) or as members of decision 

making committees (20%) were less common but present at some services nonetheless.37  

 

The Victorian Alcohol and Drug Association (VAADA) found similar results when sixty-one 

agencies responded to its sector development survey. Over half of agencies reported that 

service users and their families had input into service planning and delivery. The most 

common forms of participation were: consumer involvement in strategic planning days, 

clinical feedback, client goal setting, suggestion boxes and surveys.38 

 

Evidence 

The Consumer Focus Collaboration has played an important role in consumer participation 

in health service planning and delivery at a national level since 1997. The Collaboration 

states that:39 

 

¶ Active consumer participation in decision making in individual care leads to 

improvements in health care. 

¶ Access to quality information facilitates decision-making and supports an active role 

for consumers in managing their own health. 

¶ Active consumer participation leads to more accessible and effective health services. 

¶ Effective consumer participation in quality improvement and service development 

activities in health services is achieved through a range of methods. 

¶ Effective consumer participation uses methods that facilitate participation by those 

traditionally marginalised by mainstream health services. 
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¶ Active involvement of consumers at all levels of the development, implementation 

and evaluation of health strategies and programs is integral to their success. 

 

The first two statements are the most supported by solid evidence.40,41,42 Unfortunately, a 

general lack of research in the area of consumer participation, combined with the difficulty of 

the subject and the cost involved translates into a lack of quantitative support for the 

remaining four Consumer Focus Collaboration statements. A review of the literature shows 

that although there is evidence that consumer input leads to changes in health service 

delivery, there is no body of evidence recording the effects or impact of these changes.43  

 

Qualitative research including expert and experiential evidence is also valid44 and supports 

the benefits of consumer participation in Health, Mental Health, Homelessness services and 

the AOD sector in the form of participatory research, case studies and anecdotal 

accounts.45,46 APSU itself, after working over ten years in this area has experienced these 

benefits firsthand. 

 

Benefits 

Much of the material below is adapted from the Consumer Participation Resource Kit for 

housing and homelessness assistance services.47  Quotes in italics come from the service 

user, family or provider focus groups or consultations conducted by APSU in the 

development of this handbook. 

 

Everyone benefits from consumer participation:  

Benefits to organisations 

¶ Consumers who feel they have a say are more likely to be positive about new 

proposals and strategies or changes to existing services if they are involved in the 

planning process. A feeling of ownership creates greater cooperation between the 

consumer and the service provider. 

¶ Consumers are a (largely), untapped resource who may be able to contribute to the 

growth of an organisation by providing feedback on programs, as well as offer 

solutions or answers to problems. 

¶ Consumers may develop a better understanding about the connection between 

funding and services and may be less likely to express resentment and suspicion of 

how resources are applied. 

¶ Trust is built between service users and staff, leading to higher levels of client 

satisfaction and retention. 

¶ As services improve through the use of consumer participation, staff experience 

greater job satisfaction. 

¶ Organisations learn the value of peer support. 

Benefits to consumers 

A better service system 

¶ Higher quality services that are more responsive to consumer needs. 

¶ Services that open to new suggestions and ideas. 

Comment [A2]: What do you mean 
by this? 



 

15 
 

¶ A service system that is more sensitised to the service users right to be there, to be 

heard and to hear how decisions that affect them are made 

 

Empowerment and psychological wellbeing 

¶ As service users engage in the participation process they are more able to express 

their dissatisfaction with services and to offer solutions or ideas for improvement.  

¶ Disengagement from a particular service is less likely if a service user is given the 

chance to voice their concerns. 

¶ Listening to and valuing a personôs experiences and knowledge promotes self-

esteem. This is a particularly positive outcome for a person who uses AOD services 

and may be carrying the shame and stigma of their drug use.  

¶ Participation changes a personôs position from that of always needing help to being 

able to contribute and help others.  

¶ A sense of empowerment contributes to the personôs own recovery process.48 In fact, 

the very act of participating improves recovery outcomes. 

 

ñItôs the realisation that the knowledge you have is useful é that you havenôt just wasted 10-

20 years of your life on drugs. Youôve actually had valuable experiences that can be used for 

something elseò - Service user 

 

Skills and confidence  

¶ Involvement and participation connects people. It provides support and promotes 

networking and friendship among peers, workers and policy makers.  

¶ Service users may gain skills in areas such as how to run meetings, communicate 

ideas, make decisions, deal with conflict and gain support for a cause. These skills 

can be transferred into a personôs wider life and may ultimately lead to employment. 

 

ñI go from being the hopeless drug addict to being more useful to myself, having more 

respect for myselfò - Service user 

 

The wider community 

Consumer participation in publically funded organisations provides opportunities for 

participation in democratic decision making. This can build the capacity of service users to 

engage as active citizens in other arenas. 

ñHolding positions of responsibility builds up my self esteem and, you know, transforms [my] 

life in a way, getting back towards being a responsible member of the communityò - Service 

user 

 

Barriers 

Attitudes of service providers 

óUs and themô  

One of the biggest barriers to consumer participation in any field is the óus and them 

mentalityô held by workers, e.g. ówe are the workers and they are the clients and we know 

what is best for themô. This divide between óprofessionalô and óclientô is artificial and 
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unhelpful.49 Professionals take on a role when they are at work, the role of the expert, the 

helper, the fixer. This role is encouraged by the people who come to them for help and the 

very nature of the therapeutic services provided. The professional hat gives people a sense 

of power and a sense of being useful and able to make intelligent and informed 

contributions. It can also offer some protection against personal or professional insecurities.  

 

When a professional leaves the workplace and encounters other professions, they are no 

longer the worker but the client. A doctor who has his car fixed is now the customer, the 

lawyer in need of medical help is now the patient, an AOD worker trying to resolve a 

complaint with a telephone company is now the consumer. Sometimes people will need to 

seek help from their own profession, a doctor gets sick, a lawyer has legal troubles, an AOD 

workerôs drug use gets out of control. The roles are reversed and power turns to 

powerlessness. When professionals refuse to acknowledge the contribution that patients, 

clients and consumers make, not only to their own wellbeing but also to the system that 

serves them, that powerlessness is reinforced.  

 

ñOne of my best experiences is when they said é you donôt have to save me. This was an 

eye opener as I realised that I didnôt need to be everythingò - Service provider  

 

Fear  

Providers have worked hard to be in the roles they are in and to establish themselves in their 

chosen career, with specific education, expertise and skills related to their profession. Some 

workers may feel threatened when consumers are critical of their work practices or they offer 

advice and solutions to problems. 

  

ñThe fear factor is the elephant in the room. Professionals are worried about their turfò -

Service provider 

Providers are fearful of change. For consumer participation to be meaningful, organisations 

must change as a result. 

Providers may also be fearful of service users asking for things that cannot be delivered due 

to a lack of funding, resources or knowledge.  

ñWe get requests from consumers to stay longer than ten days [in treatment] but we are 

unable to achieve this as we would not be able to meet our targets. This is difficultò - Service 

provider 

Lastly, providers may be fearful on behalf of their clients. There is a concern that vulnerable 

service users could become distressed by the consumer participation process.  

 

Belief 

Providers may not believe that service users have anything worthwhile to contribute or may 

not be able to contribute effectively because of the lifestyle that often accompanies drug 

use. 
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Attitudes of consumers  

óUs and themô 

Consumers may also perpetuate the óus and themô stereotype.  

Fear 

Service users may fear that their treatment will be effected or even withdrawn if they give 

negative feedback to AOD services. 

 

They may be frightened of speaking their mind in front of professionals for fear of making a 

fool of themselves or not being taken seriously. Often the higher the level of participation, 

the greater the fear of failure.  

 

ñPeople are at management level and at times I feel like a bit of a kidò - Service user 

Belief 

Consumers may believe they have nothing to contribute or that it is too difficult to contribute 

in the types of forums offered. Others believe that it is ónot their placeô to get involved or that 

they ójust want treatmentô, they donôt want to be part of the decision making process.50  

 

Consumers may also believe that they wonôt be listened to and that if they do provide 

feedback, nothing will change. Negative past experiences may need to be addressed by the 

organisation before new participation opportunities are created. 

Discussion on attitudes 

The AIVL Treatment Service User (TSU) project51 researched the attitudes of both service 

providers and service users towards consumer participation. Providersô and service usersô 

views were remarkably similar in many aspects. Similar views included that óservice quality 

would be improved if clientôs opinions about services were includedô (84% and 89% 

respectively), that óclient representatives should be included on committees that decide how 

services should be runô (72% and 87%) and that óservices should hold open meetings to get 

clients views on how the service should be runô (79.7% and 85.5%). This demonstrates 

overwhelming support for the principle of consumer participation from both service providers 

and service users of the AOD service sector. Both providers and service users were more 

willing to be involved in lower level activities than higher levels. (See Levels of Participation 

on page 19) 

 

The biggest difference in provider and service user attitudes was evident in the type of 

participation activity a provider or consumer said they would be willing to take part in. While 

both providers and service users would be similarly willing to participate in suggestion 

boxes, surveys, service user councils, forums (82/87%, 89/89%, 60/68% respectively) 

providers, compared to service users, showed a great reluctance to have consumers 

involved in staff recruitment, training or appraisal. 

 

Overall the TSU project demonstrated that consumers and providers of Australian drug 

treatment services were strongly in favour of incorporating consumersô views into the 

process of service planning and delivery.52 
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Training 

Most service providers have not been trained in consumer participation. There are many 

and varied methods of participation as well as ways of addressing barriers and increasing 

the likelihood of meaningful participation. 

 

Most consumers have not been trained either. There is a big gap between receiving 

treatment and understanding the structure and processes of an organisation, its policy, 

planning and resources. Consumers can be educated in understanding jargon, meeting 

formats, funding arrangements and organisational processes so as to provide meaningful 

input. Providers can help by using everyday language and being flexible in their approach.  

 

APSU conducts training in consumer participation for both service providers and 

service users. 

 

Even with appropriate training it may still be difficult to know where to start. This handbook 

includes a section on how organisations can get started on increasing their consumer 

participation. (See Getting Started: A Plan for Organisations on page 38) 

Resources 

Service providers by and large do not have the time or money to undertake consumer 

participation projects. AOD services have not been funded for consumer participation 

(except occasionally for one off projects).  

 

Consumers can also suffer from a lack of resources. Some service users are so consumed 

with attending to their own treatment needs that there is nothing left to give. Sometimes it is 

of a more practical nature, for example issues with transport or babysitting. These issues 

can be taken in to consideration when planning consumer participation opportunities. 

Confidentiality and privacy 

Providers may fear that confidentiality may be breached if service users are involved. This 

may not relate directly to service users accessing client files but for example to staff 

conversations about clients or even personal information about staff themselves. This seems 

to be of particular concern to staff when service users may become involved in staff 

selection. However, service users, like anyone else can be educated about confidentiality 

and privacy; staff need to be mindful when discussing confidential matters about clients. 

 

Consumers, especially those who have been in órecoveryô for some time, may fear being 

identified as a drug user. While accessing treatment may be a relatively confidential process, 

participation opportunities may not offer the same level of privacy. 

 

Confidentiality can be a tricky issue when service users become involved in participation. 

The boundaries may appear blurred but they are not. At agency level, some staff members 

know intimate details about a service user while others do not (and should not) and it is 

essential that client confidentiality is maintained by the worker directly involved in client care. 

If a staff member is concerned about a service userôs ability to participate in a project or 
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other aspects of a service usersô welfare this must be handled in a therapeutic situation, not 

in the participation setting. 

 

Levels of Participation 

There are many models that describe community or consumer participation.53,54 These 

models are useful for understanding the levels of power that consumers may have in 

different consumer participation activities. It is important to note that all levels of participation 

are necessary and valid. 

 

 

Level of 

Power 

Level Description Activities 

HIGH Control All decisions are made by 

consumers. Consumers have 

control of resources. 

 

¶ Consumer run 

organisations and self 

help groups 

MEDIUM Partnership Consumers and providers are 

joint decision makers 

 

 

 

 

¶ Peer workers, 

educators, trainers 

¶ Staff selection panels 

¶ Steering committees 

 

LOW Consultation Consumers are presented 

with a plan or directive 

designed by the service 

provider and invited to give 

feedback 

¶ Suggestion boxes 

¶ Surveys 

¶ Focus groups 

¶ Service user 

groups/advisory groups 

 Information This is not consumer 

participation but it increases 

power, enables service users 

to make decisions about their 

own treatment and supports 

consumer participation. 

 

¶ Information to service 

users about services 

and treatment options 

¶ Charter of Rights 

¶ Complaints systems 

¶ Consumer participation 

policies 

 

Table 1: Ladder of participation
55
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Complexities and Limitations of the Ladder  

Table 1 is an over simplification of consumer participation. It fails to convey the complexities 

of any given consumer participation activity. However, it is useful for its simplicity and ease 

of practical application it. 

 

An activity fits into the ladder depending on the power of the consumer. The same activity 

may be classed as a higher or lower activity depending on how it is conducted. For example, 

a consumer representative on a staff selection panel with no voting rights would be a 

óconsultationô activity while a consumer on the same panel with equal say in staff selection 

would be a ópartnershipô activity.  

 

Also an activity may be considered to contain several levels of participation within the one 

project. For example, an idea from the suggestion box about creating a specific program is 

taken up (consultation), a consumer representative is part of a committee formed to plan the 

program (partnership) and a subcommittee of service users is formed to create the 

promotional material for the program (control). 

Other Planes of Participation  

Consumer participation in individual treatment and in organisations are not the only ways 

that AOD service users can be involved. Education and training of professionals, research 

and policy are the other areas that benefit from consumer participation. For the purpose of 

this handbook, these are referred to as óplanes of participationô. 

 

 

Figure 2: Planes of participation 
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Participation in any of these planes may be at low to high levels. For example, policy makers 

could invite service users to respond to a survey (consultation) about a proposed policy or to 

be part of the team drafting the policy (partnership). This handbook focuses mainly on 

involving consumers in organisational decision making; however, there are sections on 

consumers in education and training (page 92), policy development (page 93) and research 

(page 103) towards the end of the handbook. 

Meaningful Participation 

Consumer participation in the alcohol and other drug sector is not just about ticking the 

boxes. Participation must be meaningful if it is to be at all useful. While engaging consumers 

in decision making about services, policy, education and research may be a difficult task, it 

cannot be done if service providers and professionals are unwilling to change their current 

work practices. Some of the guidelines that will ensure effective consumer participation are: 

 

¶ Being clear about your organisationôs capacity to involve service users and to 

respond to service user concerns. 

¶ Being careful not to promise what you canôt deliver.  

¶ Consumer participation is only productive if it is supported by management at all 

levels. 

¶ Effective consumer participation means that your organisation must be prepared to 

listen to feedback, make decisions and accept any changes. 

¶ Enhanced consumer participation may mean that conflicts emerge and will need to 

be managed. This is okay and is likely to lead to better quality service and improved 

outcomes in the long term. 

¶ Partnerships with service users are based on dialogue and trust. Trust is built by 

transparency and consistency. 

¶ Service users are engaged early in the process - even in the process of deciding how 

your organisation will engage service users better.56 

 

Principles and Practices
57  

Timeliness  

Most consumer participation needs to occur in existing programs. However, for new projects, 

policy and research, it is essential to involve consumers before all the important decisions 

are made, if possible right from the start. It is not meaningful to ask service users to make 

decisions about program details when they have not been asked what program(s) they 

would like developed in the first place. It is not meaningful enough to just include service 

users as respondents in research; consumers must also be involved in deciding the aims,  

content and structure of research projects. 
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Honesty 

It is not honest to ask consumers what they think if there is no intention of implementing their 

ideas. There must be a feedback process for the input, it must go somewhere and have 

some effect. Be honest with consumers about the limits of their participation in changing the 

organisation, the project or the policy development. If consumers are only being consulted, 

they must be informed that their ideas may not be used. If they are only being informed, then 

be honest about that. Be realistic with any consumer participation process; donôt include 

service users if there is no chance that their ideas will be included or if the organisation is 

unwilling to change. Tokenistic participation is detrimental to both client and staff morale. 

Inclusiveness 

A variety of consumer participation methods will produce the most ócross-sectionalô and 

comprehensive views. If possible, organisations should consider inviting new participants or 

representatives by using transparent selection methods for recruitment, not just selecting 

óthe same oldô service users who are known to be agreeable. 

User friendliness 

When planning consumer participation activities it is important to make opportunities 

accessible to service users. Use plain language in both written and verbal communication. 

Check with service users if you are not sure which words and phrases will be understood. 

When conducting meetings and forums, minimise the use of jargon and acronyms and 

explain all necessary terms. 

Open dialogue 

Limiting consumers to certain topics or responses will not provide the most useful feedback. 

While the organisation may be interested in addressing a particular topic, the service users 

may be far more concerned about giving feedback on another more pressing issue. 

Focussing on a pre-planned outcome or goal will prevent open, honest dialogue. Let 

services users set the agenda wherever possible. Although it can be frustrating not to get the 

exact type of feedback you are looking for, see this as an opportunity to demonstrate to 

service users that you have heard them, rather than an opportunity to explain why you 

cannot do anything about their concerns. 

The Standing Committee on Drug Abuse (SCODA) makes the observation that:  

ñit is often the case in user groups that people need to spend some time 

complaining about the abuse they have suffered as drug users, and rightly so. 

When a group survives this, the work can begin ï and the experiences and 

opinions can be used in the planning and development of servicesò.58  

Remuneration 

In most cases, consumer participants should be remunerated. Many consumers participate 

for free but it is important to recognise that a service userôs time and input should be valued 

just like that of a professional. However ,there are times when monetary payments are 

neither possible nor appropriate.   

Financial remuneration can be a barrier to the sustainability of your project. In the there is a 

limited amount of money for a long term project then other forms of remuneration need to be 
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considered.  It is important to plan for consumer participation expenses when creating 

budgets for new projects. Positions on a Board of Governance, Committee of Management 

or other long term committees that are an organisational fixture might not be remunerated. 

Such positions are considered as honorary, a means of building or furthering a professional 

reputation, and as an opportunity for people to contribute to the community. 

Financial remuneration based on the rate for mental health participants is $46 for two hours 

or part thereof for participation in meetings, forums, focus groups and committees. This 

money assists with transport and out of pocket meal expenses. At APSU pays a flat $40.00 

per meeting or focus group.  

Non cash means of remuneration can be simply providing an opportunity. This can prove to 

be advantageous for the service, region and sector when the outcome of training support 

and mentoring of a service user is further capacity.  A service user who is trained and 

mentored can potentially become a leader and means of gathering other interested service 

users, functioning as a chairperson on a committee, or suppor other service users as peer.  

Potentially, this can be a mutually beneficial arrangement between the service user and the 

service provider. Examples of non cash remuneration are: 

¶ Training opportunities 

¶ Assistance with seeking educational qualifications 

¶ Certificates and reference 

¶ Letters of support applying for a Working with Childrenôs Card 

¶ Use of office equipment and available resources 

¶ Mentoring to consolidate learning whilst participating 

¶ An offer of being a referee 

Consumer participation is not the same thing as volunteer work. Service users may not be 

as well resourced as volunteers and may require additional support while they are 

participating. Consumers should be informed whether they will be paid or not before they 

become involved in any activity.  

Some service providers, hesitant about giving clients cash payments, use vouchers as a 

means of remuneration. This method of payment is considered by many service users to be 

demeaning, as it implies that consumers should not have the same freedom of choice in 

spending money as the rest of society. Professionals would not like to be paid in this fashion. 

It is important to plan for consumer participation expenses when creating budgets for new 

projects. 

Training and support for consumers 

For consumers to become involved in higher level participation roles, such as joining 

committees, facilitating service user groups, and contributing to staff selection, it is desirable 

they receive proper training and support. APSU offers a series of four consumer-based 

workshops called óExperts by experienceô which cover topics such as the AOD service 

system, AOD policy and advocacy, how to participate in meetings and self care for 

consumer participants. (Refer to the APSU website for the FIT Peer Model Training 

http://www.apsuonline.org.au/index.php?page=peer-helper for more information.) Other 
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organisational based training may be relevant to the role performed. It may be possible to 

consider current staff training and induction processes and adapt them for consumer roles.  

 

Consumer participants in medium to high level activities should be offered supervision as 

extra support (see Levels of Participation on page 19). Supervision is best done 

independently for two reasons - organisations are not experts at consumer participation 

experiences and it may not be appropriate or easy for participants to discuss any concerns 

that arise with service staff.  

APSU is able to provide support for consumer participants (depending on funding 

capacity) as well as opportunities to connect with other consumers in participation 

roles. 

Other Issues to consider 

Responder bias 

It must be noted that as consumer participation is always a voluntary activity, there is an 

inherent risk of óresponder biasô. As most participation occurs with people who are using 

services, that is already a bias, with people who wonôt or donôt use the service not being 

included in the process. People who respond to surveys and requests for other types of 

feedback possess certain skills and opinions that may not be possessed by non 

respondents. Participants who engage effectively in higher levels of participation, such as 

committee members, tend to have more confidence, initiative and personal resources.  

Consumer participation is not an exact science and it doesnôt pretend to be. It is not 

research, it is a dialogue. While attention should be paid to recruitment methods and 

strategies in order to provide the least biased and most inclusive responses possible, this 

must be balanced against practical concerns.  

Bias of paid consumer representatives 

When a consumer is employed in a representative role in the AOD workforce, certain issues 

may arise. The representative may be reluctant to give negative feedback about their 

employer or they may only convey positive sentiments for fear of offending colleagues or 

funding bodies. 

Workers from consumer organisations and consumer led services participating in policy 

development are aware of their dependence on government funding for their survival. This 

may have some influence on the input they provide. 

If a service user is in órecoveryô and gains employment in the AOD sector, they may become 

somewhat removed from the day to day experience of the drug using lifestyle. It can 

sometimes be difficult to remember or relate to the immediate concerns and stigmatisation 

felt by current service users. Paid consumer representatives may also find that they are 

invited to voice their opinions more often, now that they are in a paid role, and their opinions 

may not reflect the attitudes of other service users. 
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Evaluation 

Wadsworth Action Evaluation Research Process 

The simplicity of the Wadsworth Action Evaluation Research Process (1997) makes it an 

invaluable model upon which to conduct program evaluation. This tool will be used as a 

basis for this section of the handbook.  

Associate Professor Yoland Wadsworth, a research sociologist, said: ñWe must effectively 

point evaluation in the direction of always seeking to identify ówhoô or whatô it is all forò59 and 

this can be applied to consumer participation where the process of identifying ówho óor ówhatô 

the activity is valuable for three reasons. Firstly it establishes the need to measure 

expectation against what actually happens, secondly, it provides the information needed to 

improve or adjust project aims and thirdly, it potentially provides a valuable vehicle for further 

consumer involvement.  

Evaluation begins at the inception of a project with planning for evaluation a part of the 

overall plan of the project. A consumer participation project may start with consumer 

observation of the discrepancy (large or small) between what is expected and what is 

experienced.60 For example it may be deemed a problem that consumers are not involved in 

the selection of staff in an organisation that reportedly values consumer participation. 

Indicators  

Outcomes are also known as indicators. These are used to assess whether an organisation 

is achieving the goals of the project.61 For example, a consumer who has been selected to 

participate in staff recruitment may be set the following indicators:  

¶ the consumer will actively contribute to the discussion during the short-listing of 

applicants 

¶ the consumer will participate in the development of questions  

¶ the consumer will directly question the interviewee 

¶ the consumer will participate in post interview discussion 

 

By establishing these indicators beforehand, service providers are not only clear about what 

is expected of participants, but have clear expectations that both parties can review and 

assess. Needless to say it is an advantage if consumers are involved in the establishment of 

these indicators. This allows for greater accountability and interest in the project on the part 

of the consumer. This achieves the goal of thinking óoutô or finding out what others think.62 

Fieldwork 

In order to find out what consumers and colleagues think of a project, service providers need 

to develop methods of óimmersing in their worldô and thinking óoutô.63 Establishing an  

understanding as a result of observing, reading, listening and participating is just as 

important as ensuring that the collaborative process involves all parties who will be affected 
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by the project outcomes.64 This means that conclusions are based upon what happens and 

not a single individualôs idea of what occurred.  

Tools  

Establishing the appropriate evaluation tool is necessary during the planning stages. In fact 

when writing a funding submission for a project, most often service providers will need to 

write how they plan to evaluate the project. The following tools may assist: 

Focus groups 

A group discussion held a month after the conclusion of a project gives more time for 

consumers to reflect on the effectiveness of their participation, and thereby give a more 

meaningful critique. People may be overly positive when filling out evaluation forms as they 

donôt want to offend, so it is important to prepare and establish the rules of engagement 

beforehand. Develop broad questions that will give people the space and understanding to 

raise an unexpected topic or question. (See page 61 for more on focus groups) 

Feedback forms 

Feedback forms are useful for data collection or gathering quotes to use in reports and 

presentations. Questions need to be worded carefully so as not to be too loaded with 

unnecessary jargon. Ensuring that each question is calling for different information is 

appreciated by respondents. Feedback might be sought at the immediate conclusion of a 

project, or evaluations can be done later over the phone. This allows time for people to 

reflect on how they found the project or training. Asking a person who has had no 

involvement in the project to conduct the evaluation may facilitate a more open and truthful 

response from participants.  

Journal 

Keeping a journal is a means of gathering qualitative material on a day to day basis. Include 

both verbal and non verbal responses from people as these may assist with an assessment 

of the overall success of the project. It is essential to ask peopleôs permission before 

undertaking such a process, as well as making it clear what you plan to do with the 

information. Structure the journal so that you respond to project goals. 

Reports or reflective evaluations  

Reflective evaluation happens naturally during a staff meeting about the progress of a 

project. The emphasis is on what has been learned and what can be improved. It is not 

enough to include a consumer participation project on the staff meeting agenda. It is also 

important to invite consumers participating in the project to be a part of this process. If this is 

not practical, a brief feedback meeting can be arranged separately as an opportunity for 

consumers to contribute.  

 Feedback to consumers and staff  

Once a team has reflected on the results of the project, feedback should be provided to 

other consumers and colleagues. This gives service providers an opportunity to report their 

conclusions, review the project outcomes and allow consumers time to provide further 

comment.  
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Planning 

Work practices and policies can now be improved or changed accordingly, and the process 

can inform future projects. According to Wadsworth, an evaluation involves researching  

other peopleôs ideas of things.65 Time is taken to consider everyoneôs point of view and 

reflect upon and think about the changes that this will catalyse.66 The best evaluation 

provides a lead on where to go next, whether it is to do what was intended in the first place 

or to address a problem by acting on a solution.67 

 

 

 

Figure 3: The Action Evaluation Research Process
68 

 

Family Participation 

ñMy son had a serious accident and I was told that he might lose his leg because he was a 

drug user and the doctors felt that they couldnôt put his leg in a non weight bearing cast ... 

They didnôt think he was capable of using this é [and] they were going to amputate his leg. 

So I went to the chair of the hospital board and quoted their charter to them about the rights 

of the individual and I did the same with every doctor that was dealing with my son and it 

was all changed and I went home with my son after the operation with the non weight 

bearing cast. Now my son is in recovery and living a valid and responsible life and has a 

young family and that may have never happened. In this case I was able to have input, but 

many families donôt and they are excluded éò ï Family member 
Comment [A3]: I cut this down as it 
was too long. Also, you donôt reference 
all the quotes so I took out the 
reference here. 
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Family participation in alcohol and other drug services has just as strong a presence in 

Victorian policy as service user participation. Like service user participation there are 

difficulties in convincing service providers to make this a part of service provision, policy 

development, education, training and research, due to the fact that, on the whole, families 

are not usually involved in direct service provision. AOD services predominantly focus on the 

individual and have difficulty with treating their clients as part of a wider community. This is 

not the experience of child and mental health services where young service users are mostly 

treated as part of a family unit and not as a separate entity.69 

Family participation doesnôt necessitate that AOD service users are in contact with their 

family or consider family members as significant others. Nor does it mean that the sector 

should bring family and service users together in order to engage participants. Family 

participation can occur separately from service user participation. Stakeholders with different 

perspectives and experiences have a much greater power to influence policy and improve 

current practice in the AOD sector. For direction on where to start with family participation 

use the Getting Started: A Plan for Organisations on page 41. 

Defining Family  

ñ[The word carer] puts people into the triangle of rescuer, persecutor or victim. óI am in 

control of this personô and óI canôt do this as I have to stay home and careô. I shy away from 

this roleò ï Family member 

For the purposes of this handbook a family member is a spouse, partner, sibling, child or 

significant other of an AOD service user or consumer. These people may have varying 

relationships with the person identifying as having an alcohol and other drug issue.  

Commonly family participation is known as carer participation with the term ócarer 

participationô used in policy and literature. However, the term ócarerô is associated with the 

intensive care giving of an adult to a child and connotes an identity that is not necessarily 

desirable to drug users and their family members. óCarerô assumes there is only one person 

involved and terms associated with carer participation such as ócarer burdenô, óunder his/her 

careô and ólevel of caringô have negative connotations and are disparaging for the person 

being ócared forô. According to Carerôs Victoria, this is especially the case for young family 

members whose parents are AOD service users. These young people are staunchly loyal to 

their family and at the same time fear intervention from government services. They do not 

choose to be a carer of their parent or sibling70 and the term ócarerô is not an accurate 

reflection of their experience. 

It makes sense that an individualôs AOD use potentially impacts on a number of people 

including friends or work colleagues who are outside the family, marriage or relationship. 

The word ócarerô fails to capture this experience.71  

In addition, it is arguable whether the term ócarerô is appropriate to the experience of alcohol 

and other drug use, as the concerns of the family are different to those who are caring for a 

person with a disability or serious mental health issue. AOD users are generally more 

autonomous in terms of physical mobility and independent living skills. The concerns of 

family members or significant others are mostly about the extent of a loved oneôs alcohol 

and drug use, the threat of incarceration or serious health problems, the security of their 
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possessions, the breakdown of relationships and the impact that the alcohol and drug use 

has on other family membersô health and wellbeing.  

In addition to this, ósignificant othersô are people who are affected by an individualôs drug 

use including friends and colleagues.72 It is more than likely that a friend, colleague or 

perhaps a manager would not relate to the term ócarerô. Given these differences it seems 

reasonable to discuss family and significant other involvement as ófamily participationô rather 

than carer participation. It does need to be acknowledged however that some people do 

identify as carers in existing networks.73 

Family as Consumers 

As discussed in the first part of this handbook, family members are consumers when their 

loved one is in treatment or they are seeking help for themselves to cope with the effects of 

alcohol and other drug use of a son, daughter, spouse, partner or friend.74 For example, 

family of a young person who uses Recovery Support Services (RSS) at Self Help Addiction 

Resource Centre (SHARC) may use the various services offered by Family Drug Help 

(FDH) also a program at SHARC. The provision of AOD services and AOD policy affects 

family members just as it does the people who use substances problematically. 

Family participation confused with treatment 

Whilst consulting for this project it has been made obvious the lack of distinction between 

family in treatment and family participation. Often participation is confused with engaging 

family. This is a means to laying the foundation for family involvement, but is not considered 

participation. As stated in the definitions earlier in this handbook, participation may be the 

involvement of consumers in decision making in treatment but it is also much more. Family 

involvement in decision making around service provision, policy development, education 

and training and research is very different from receiving treatment. This distinction is 

necessary when developing AOD policy and training. 

Family participation and consumer participation 

Most of the literature available on consumer participation involving family members is about 

family participation in mental health services. Usually family participation (defined as carer 

participation) is coupled with service user participation (defined as consumer participation). 

This is understandable as there are similar considerations and strategies required for the 

participation for family. Like service users, innovative strategies are required for recruitment 

of family. The degree of innovation will reflect the extent of contact that AOD services have 

with families.75 Services need to be active in recruiting family, making it known that family 

members are always welcome to contribute and ensuring that there is a point of contact and 

opportunities for family who may be interested in contributing.76 Change in the culture of the 

organisation is required before services can effectively include family in consultation and 

decision making.77 Stated in the Victorian Governmentôs óDoing with us not for usô (2005), is 

the principle of health services and government departments building ways of working with 

families.78 The Commonwealth Government also acknowledges that equipping service users 

with training, knowledge and skills will enable them to participate in decision making and that 

support and recognition of the roles undertaken by family should be mandatory.79 
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In the focus group for family conducted in the development of this handbook, participants 

lamented upon a general lack of family-focussed information provided by services. This led 

to a feeling of disenfranchisement from the AOD treatment service their relative or partner 

was attending.80 The importance of information is highlighted in óExtending the boundaries of 

consumer participationô, Brooke and Berendsô evaluative research into the involvement of 

significant others.81 Moreover, Orford states that informational support is what people find 

most useful in times of stress.82 

ñI have seen carers without knowledge get squashed like bugsò ï Service provider  

Family Participation 

A drawback of combining family participation with service user participation is that the 

differences between the two groups are neglected. Family participation warrants separate 

consideration because of the heterogeneous nature of family and the relationships family 

may have with AOD service users. 

Family can be people one lives with or someone who looks out for another.83 Recruiting 

processes need to honour these complexities as well as the history and current practice of 

family involvement in AOD service provision. Focus group participants described 

experiences where their treatment was tantamount to that of an annoying telemarketer, and 

similar experiences were described by participants in the Brooke and Berends study. 84 

ñFamily is a highly contested word as it is defined in terms of the individual experience of 

family. People nominate people and say that they are their mother but they are not their 

motherò ï Service provider 

ñPeople have a lot of pain around the term ófamilyô. It is a term with a lot baggageò ï Service 

provider 

ñTheir rights [service users] are number one but it was like we had no rights. You get a 

sense like, ñWhat do you want?òò ï Family member 

ñI find it interesting that a person is given a form where they can nominate a contact, but 

when you ring you are treated like you are a waste of time ... as they wonôt even tell you 

whether they have left [treatment] or notò ï Family member 

 

Barriers to family participation 

Family unwanted 

The lack of consciousness or awareness in involving families was captured by the 

consultation process, despite the fact that family in treatment is a key feature of the Victorian 

Governmentôs óNew Blueprint for AOD Treatment Services 2009-2013ô.85 This may stem 

from the belief that families are the main source of problems experienced by services users 

and so need to be contained rather than engaged. 

On the whole the family focus group participants perceived themselves to be insignificant to 

service providers. The particular injustice in relation to this experience is that families have a 

substantial increase in responsibility when their loved one is in need of help. Because of the 
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deinstitutionalisation of mental health services, families pay an increasingly important 

support role in facilitating the provision of housing, finances, and management of day to day 

affairs.86 This immense responsibility is also often the case with AOD service users as a 

result of inadequate funding for the sector. 

ñThe attitude is that families are fucked up and letôs keep them away from service usersò ï 

Service provider  

Waiting times 

Waiting times for services is a barrier to family participation with family members 

commenting that this affected them on an emotional level, and they found the process 

exhausting and frustrating. 

The stress placed on the participants of the family focus group when their loved one was 

unable to get into treatment was salient, and impacted on their capacity to connect with AOD 

services. 

ñIt needs to be recognised that people have periods of chaotic use and other times when it is 

well reigned in. When things are out of control is when family members are affected. They 

have a sense of exhaustion. Perhaps in times of quiet, family are better able to participateò ï 

Service provider  

ñIf youôve got a physical illness then you go into triage, but if you have an illness like an 

addiction then you can wait. Your family can look after you but when your son or daughter 

comes in [for treatment] they donôt want anything to do with the family. They use you to fill in 

the gaps but when [your child] gets into detox, you donôt matterò ï Family member  

Information 

Relevant and timely information is pertinent to family participation. Without the right kind of 

information and a sense of involvement, families experience disconnection from AOD 

services, which they may start to believe are superfluous. In actuality, family are often 

interested in the day to day workings of services and would feel more confident if program 

information was made available to them. 

Organisational culture  

Family participation is dependent on the organisational ability to engage them. Undoubtedly, 

organisational readiness is a key component of any consumer participation.87 This includes 

providing a point of contact for family and clear information about service functions and 

limitations. If there is the means for further involvement, families need to be invited to 

participate. Organisational policy and associated protocol needs to be developed and  

reviewed regularly. Effective changes need to be supported by management and resourced 

appropriately.88 

Staff training 

Staff training is a means of embedding the practice of consumer participation and thereby 

shifting organisational culture so it is ready to incorporate family participation as a part of 

current work practice. In a 2009 discussion paper compiled by Family Drug Support (NSW), 

it is recommended that agencies conduct an audit of workersô skills pertaining to working 

with families and develop suitable training programs. The same process can be applied to 

family participation. 
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Confidentiality  

One of the main concerns raised by family during the family focus group was confidentiality. 

Agency practices varied depending on whether the service was private or government run. 

Clearly organisational policy is designed to protect the privacy of their service users, but this 

need not be a barrier to family participation. Family can contribute their ideas to service 

provision or policy without having to compromise confidentiality. Engaging families from the 

outset will ensure that they are aware of the information they are able to access.  

Organisational resources 

Given that the AOD sector is underfunded, then resource has to be a key consideration to 

any institutionalisation of practices. As one of our consultant participants pointed out that it is 

not so much the skills but whether there is the mentoring and support available to Alcohol 

and Other Drug workers to implement a new practice. Already so much is expected from 

Alcohol and Other Drug workers. This has to be kept in perspective. It is better to keep work 

simple and achievable rather than overwhelmingly impossible and outside the realm of 

current capacity. 

Capacity of family 

Families may not be able to attend committee meetings or focus groups, not only because of 

work and other commitments, but because the management of a crisis situation in relation to 

a loved oneôs alcohol and other drug use is time consuming and emotionally draining. In the 

MH sector, it has been identified that a person with a mental health issue is often dependent 

on a significant other who is female and may themselves be vulnerable, often with reduced 

social and economic power.89 This experience was also noted by members of the focus 

groups. 90 

ñPeople are busy.  Families are busy soulsò ï Service provider  

Stigma 

Alcohol and other drug dependence (especially the use of illicit drugs) is not generally 

tolerated in our community. As a result families living with problematic use do not readily 

identify their needs. Families desire anonymity and having contact with people who have 

similar experiences. Focus group participants described the advantage of joining support 

groups as being with people of like experience.91 

 

The Bouverie Centre acknowledges the importance of ócritical massô and that people need a 

group to belong to, a feeling that they are part of something, rather than dealing with AOD 

issues on their own. Being isolate was viewed as a barrier to successful family participation 
92  

 

 

ñ[Support group] involvement gives them a purpose and sense of meaning. They say in 

groups this is the only place they can come and be honest. Coming here is like a pressure 

cooker release. They can see the value of sharing experiences and being in a safe place. 

For example a family member brought a cake celebrating the fact that her son did not go to 

jailò ï Service provider 
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Prohibition  

Families and Friends for Drug Law Reform cite prohibition as a barrier for families, and one 

that adds to the stigma and shame commonly felt by people93. Families may speak of their 

loved oneôs death as a car accident rather than as a drug overdose. This is a result of the 

stigma that prohibition produces. According to óModernising Australiaôs drug policyô by Moore 

and Wodek (2002), prohibition leads to the punishment of behaviours that are a result of 

social and health issues.94 It is fair to say that families are also punished as a result of their 

loved oneôs AOD use. 

Language 

The AOD sector is filled with jargon and acronyms that may intimidate and exclude people 

whose perspectives and ideas are important to service provision and policy. It is vital to 

participation that language is easily understandable, that the use of acronyms is used 

sparingly and that a clear explanation of technical information such as drug treatment 

names, etc. is made available. 

óAll writers can improve, so the public language can improve. It is a question of 

consciousness. And necessity. If it is the right of all citizens to know, it is equally their right to 

be competently told.ô95 

Family participation in action 

Family participation requires practice and service providers need to recognise and address 

potential barriers to involvement. Follow the suggestions outlined in Getting Started: A Plan 

for Organisations on page 38 and be mindful of the differences involved when working with 

families and AOD service users when designing and planning new projects. 

See the Interviews, Peers in service delivery and Consumers on committees beginning on 

pages  55,63 and 77 for examples of family participation. 

Comment [A4]: Need a reference 
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Culturally and Linguistically Diverse (CALD) Participation  

 

Many of the barriers to engaging CALD consumers in participation activities will be the same 

as for other consumers; however there are some obvious differences specific to these 

communities such as language barriers. In communities that may be disengaged from the 

service system, it is even more imperative that service providers seek their input and involve 

them in the decision making process.  

The Centre for Culture, Ethnicity and Health states: ñTaking the time to consult with CALD 

communities and understanding their needs is essential for working effectively with themò.96 

Indigenous Australians 

There are number of specialised services in Victoria that are designed to cater for the 

specific cultural needs of Indigenous Australians. For these services, the practice of 

consumer participation can be readily applied in conjunction with sensitivity and respect for 

the cultural heritage of the people who use these services. For all other AOD services, 

specific processes need to be actioned before planning for consumer participation activities 

specific to or including Indigenous communities.  

 

It is unreasonable to consider Indigenous people participating in services as consumers 

before removing the barriers that prevent them from accessing services in the first place. If 

the establishment of a vision statement and policies and procedures incorporate Indigenous 

heritage, if all staff have knowledge of the history of Aboriginal cultures in Victoria and the 

subsequent seclusion from dominant culture, and if systems are in place to improve the 

knowledge and understanding of the specific needs of these communities, then an 

organisation is well placed to begin collaborating with Aboriginal consumers. 

 

Barriers can be addressed by both a cultural audit and cultural sensitivity training. An audit 

tool readily available is the Koori Practice Checklist which can be downloaded from the 

Ngwala Willumbong Cooperative Ltd website.97 The checklist evaluates policies and 

practices and recommends working with a specialist Indigenous AOD agency when 

conducting an audit. Cultural sensitivity training provides staff with knowledge and 

awareness of Aboriginal cultures and heritage, as well as ways of working more effectively 

with Indigenous service users. 

 

The contribution of ideas and opinions by Indigenous consumers is vital in building a service 

model that is appropriate and respectful for all people with alcohol and other drug issues. 

The processes outlined in this handbook require time, planning and support from both 

executive and staff, and specialised Aboriginal AOD services must be consulted in order to 

make service delivery more meaningful. This is especially pertinent given the Closing the 

Gap campaign, a response from the Federal Government to achieve health equality for 

Aboriginal and Torres Strait Islander people within twenty-five years. One of the key 
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commitments in this campaign is Government working to ensure full cooperation with 

Indigenous people and their representative bodies in all aspects of addressing their health 

needs.98 

 

People from Non English Speaking Backgrounds (NESB communities) 

One of the methods used to estimate the use of AOD services by people from NESB 

communities is the minimum data set (MDS). In NSW, the proportion of service users in 

2004-05 born in a non English speaking country was around six per cent. However, the 

proportion of people born in a non English speaking country in the general population was 

seventeen per cent.99 This shows a disproportionately low use of services by these 

communities.  

One explanation for this disparity could be that NESB communities use less alcohol and 

other drugs and therefore require less service use. Although there is no comprehensive 

literature on drug use amongst NESB communities, there is an indication, obtained from 

national census data that there is less use of alcohol, tobacco and illicit drugs,100,101 though 

some sources disagree, suggesting there is more substance use in these communities.102 

Whatever the real figures, the conservatively low use data is still not enough to account for 

the low use of services.103 

There are many cultural factors that may explain the lack of engagement of NESB 

communities with AOD services and these include: 

¶ lack of awareness of available services or familiarity with ócounsellingô type services 

¶ lack of culturally sensitive services 

¶ language 

¶ fear of stigma and ostracism 

¶ fear of persecution (by government authorities)104 

Consumer participation by NESB communities is most likely at a disadvantage due to 

language barriers. Health information and treatment options may not be adequately 

conveyed to NESB service users, which affect their ability to participate in their own 

treatment as well as offer their involvement in higher levels of participation. Cultural 

misunderstandings, lack of reciprocal communication with service providers and not 

understanding the service sector are other contributing factors. NESB consumers may 

originate from countries where consumer participation is unheard of or where only positive 

feedback is permitted. 

Giving some members of a community a voice and inviting them to participate may create a 

hierarchy in the community where other members feel marginalised. NESB service users 

may also be aware that their role in consumer participation activities is limited by an unequal 

partnership with a service provider who has established relationships with English speaking 

participants. 

As with Indigenous communities, organisations need to be aware of their own cultural values 

and attitudes and how these may affect service delivery for consumers from NESB 

communities. Cultural competency includes creating an organisation that is user friendly by 
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employing bilingual staff, using interpreters and providing multi lingual information. It is also 

essential that services are familiar with their catchment demographics and compare these 

with the use of their service by different NESB groups. Building long term equal partnerships 

with multicultural organisations and communities is key to increasing levels of participation 

from CALD communities. 

 

The Victorian Department of Health outlines six areas for action to increase the use of health 

services by people from CALD communities:105 

 

1. Understanding clients and their needs. 

2. Partnerships with multicultural and ethno-specific agencies. 

3. A culturally diverse workforce. 

4. Using language services to best effect. 

5. Encouraging participation in decision making. 

6. Promoting the benefits of a multicultural Victoria. 

See also the Resources section on page 113. 

People Who are Gay, Lesbian, Bisexual, Transgender or Intersex (GLBTI) 

GLBTI inclusive practice needs to be considered as part of the other culturally sensitive 

practices that are outlined in this handbook.106 As with other communities, it is important that 

service providers have knowledge of the specific needs of GLBTI people.107  

 

Before considering consumer participation with this group of people, organisational practice 

needs to incorporate six recommendations for inclusive practice that are outlined in the 

Victorian Department of Healthôs Well proud: A guide to gay, lesbian, bisexual, transgender 

and intersex inclusive practice for health and human services.108 These are: 

 

1. A welcoming environment. 

2. Staff education and training. 

3. Staff client communication that promotes acceptance of sexual orientation, gender 

orientation and relationship status. 

4. Documentation where staff seek consent when recording information and offer 

reasons why information is needed. 

5. Referral and resources where consumers benefit from a database of GLBTI support 

groups and services. 

6. Disclosure and confidentiality where confidentiality statements are developed that are 

specific to GLBTI and the right not to disclose is respected. 

 

Whilst adapting policies and procedures it may be helpful to collaborate with a specialist 

GLBTI agency. These are listed in the Well proud guide and can be found at the back of this 

handbook in the Resources section. 

 

See also the Resources section on page 114.
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Mental Health and Dual Diagnosis 

The treatment and care of people experiencing mental health issues has now become ócore 

businessô in the alcohol and other drug sector.109 It is estimated that seventy-five per cent of 

people with a substance use problem may also have a mental illness.110 Consumer 

participation in the AOD sector inevitably involves people who have what has come to be 

known as a dual diagnosis or co occurring disorder. 

With the advent of the Victorian Dual Diagnosis Initiative and the federal Improved Services 

Initiative, many AOD services are becoming dual diagnosis capable. In addition to this, as 

formal consumer participation in the mental health sector has been established for far longer 

than in the AOD sector and has been included in the dual diagnosis policy material,111 there 

is a new impetus for including service users and their families in decision making processes. 

It is important when seeking input from AOD service users to remember that mental health 

issues are going to be as relevant as drug and alcohol issues. Mental health must be on the 

agenda when discussing the design of a survey or the content of a focus group. Service 

users need to feel comfortable talking about their mental health issues and must believe that 

an organisation wants to hear their views. It is essential that services create a culture where 

anxiety, depression, bipolar disorder and other psychiatric illnesses can be freely talked 

about, not only as part of treatment but also as part of consumer participation. 

The same principles used in consumer participation for people with substance use apply to 

people experiencing a dual diagnosis (see Principles and Practices for Meaningful 

Participation on page 21). However, many people with a diagnosed mental illness may not 

wish to identify as having a ódrug problemô or may not view their drug use as problematic. 

Conversely, people with a diagnosed substance use disorder may not be willing to 

acknowledge their mental health concerns. Moreover, as the AOD sector has in the past 

referred mental health issues to Mental Health agencies, AOD service users have been 

ótrainedô or led to believe it is better to keep mental health issues to themselves. 

When planning consumer participation activities that relate directly to dual diagnosis, there 

may be a dearth of service users willing to identify as having a dual diagnosis. Creating a 

culture where mental health can be openly talked about in the AOD sector will help improve 

this. 

APSU can be contacted to recruit consumer participants who identify as having a dual 

diagnosis. (This will depend on funding capacity). 

Occasionally a service may wish to seek input from mental health consumers whether or not 

they have a co occurring drug problem. If this cannot be done through the agencies own 

service users or APSUôs database, the Victorian Mental Illness Awareness Council (VMIAC) 

will be able to assist. 

VMIAC can be contacted for recruiting mental health consumer participants. (see 

resources section on page 105). 
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Getting Started: A Plan for Organisations 

Involving consumers in organisations can be a difficult task for service providers. It is hard to 

know where to begin, how to go about the recruitment process and which tools to use. The 

idea is not to try to achieve comprehensive participation overnight, which is a practice that 

requires time and relationship building. The aim is to gradually and sustainably increase the 

level at which service users can participate.  

 

It is strongly recommended that organisations assess the consumer participation activities 

they already have, and spend time improving these before going on to build new 

opportunities.  

 

 

 

 

 

 

 Recruit 
¶ Recruit and train service users 

 

Figure 4: A plan for organisations 
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Audit current consumer participation 

activities 

 

It is important that an organisation assess what it is already doing. Most AOD services have 

a complaints policy and most provide information to clients, often in the form of pamphlets in 

the waiting rooms. Many organisations have also attempted consumer participation projects 

at a higher level at one time or another. When auditing consumer participation activities 

within an organisation consider the following questions. 

Complaints System 

¶ Is anyone making use of the complaints system/grievance policy?  

¶ How are service users informed of the complaints policy?  

¶ If clients are not using the system, why might this be? 

¶ Is the complaints system too complex? 

¶ Are clients encouraged to voice their complaints (as well as their compliments)?   

¶ What is the staff culture around complaints?  

¶ What happens after a complaint is made? 

Complaints systems are one of the foundations of consumer participation, they are the most 

basic of feedback mechanisms but are next to useless if consumers are unaware of them or 

are not encouraged to use them.  An organisation could ask clients what they think of the 

complaints system and how it could be improved. This could be done as a survey, a focus 

group or an informal group at a residential service. This in itself raises the level of 

participation from information level to consultation level. 

See Complaints Process on page 48 for suggestions on how to improve your complaints 

system. 

 Information Provision 

¶ Are clients fully aware of the services you provide?  

¶ Do the pamphlets of other services get used?  

¶ Is information easy to see and is it in service user friendly language?  

¶ Is your display area too óbusyô? 

¶ Has your service provided all information relevant to your service users or only the 

services/treatment options that your service agrees with?  

¶ Have you considered that you may be limiting a service userôs power to be involved 

in their own treatment by only providing certain information?  

Consider ways that your organisation could find out from service users what information they 

would like to receive.  This would again bring this consumer participation activity from 

information provision to the consultation level. You could also involve service users in the 

development of new information resources (partnership). 

See Information Provision on page 49 for further information. 

Suggestion Box 

¶ Has your organisation got a suggestion box? 

¶ Is it checked regularly, by whom? 
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¶ Where do the suggestions go? Is there a policy for the suggestion box? Is the 

process transparent and is it followed? 

¶ Are any changes made to the organisation as a result of the suggestion box? 

¶ If changes are made as a result of suggestions, are clients informed about the  

change? 

There is not much point in having a suggestion box if it is never emptied or if suggestions 

reside in a filing cabinet. That is tokenistic. 

See Suggestion Boxes on page 49 for more information. 

Surveys 

¶ Has /does your organisation conduct surveys, including exit surveys? 

¶ Who designs the surveys?  

¶ Are service users ever involved in designing surveys? 

¶ What happens to the information collected? 

¶ Where does this information go? What is the information used for? Is there a 

policyfor this? Is it followed? 

¶ Consider why surveys are done, what purpose do they serve?  

¶ Does the survey process improve services for clients? 

Some surveys may be done as a matter of course, perhaps as part of an evaluation process 

for various programs. If the information provided is not acted upon in some fashion, there is 

little point. If it is always staff that design and implement surveys, then valuable information 

may be missed. 

See Surveys on page 52 for more information. 

Past activities 

Sometimes activities have been attempted or completed in the past but are no longer being 

administered. Past consumer participation activities might not be obvious and staff members 

that were involved may have left the organisation. Search computer files and ask current and 

former staff. Long term clients may also provide some clues. Look for information that 

answers the following questions. 

 

¶ What consumer participation activities have been undertaken in the past? 

¶ What worked? 

¶ What didnôt and why? e.g. barriers to participation 

¶ Why did the activity end? 

¶ What needs to be done to address any damage caused by the activity? e.g. building 

trust 

¶ What can be learned from this experience? 

There may be many reasons why consumer activities have been attempted in the past but 

have since disappeared. Staff may have found it difficult to recruit service users. Recruited 

service users may have found it difficult to actively participate because of lack of appropriate 

training. Consumers may have become disillusioned when their input did not seem valued or 

perhaps it was not made clear to consumers the purpose of the activity. The activity may 

have been successful but ceased when the organisational structure or management 
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changed, certain key staff left, and the funding or project came to an end. It is important to 

assess the reasons why the activity may not have been successful and to address any 

damage done to the trust relationship that occurred at the time (for both clients and staff). 

Organisational readiness 

Establishing the organisational culture around consumer participation can prevent 

unnecessary barriers to participation later on. It is important to address the following 

questions. 

¶ Does the organisation have a consumer participation policy? (See page 42) 

¶ Is the Board supportive of consumer activities? 

¶ What are staff attitudes towards consumer involvement? 

¶ What current/past experiences, both positive and negative, have influenced these 

attitudes? 

¶ What resources are available for consumer participation?  

¶ What supports are available for service users involved in participation? 

¶ What are the known barriers to participation that apply to the organisation? (See 

page15, 30 and 34) 

¶ What level(s) of participation does the organisation currently offer? (See page 19) 

¶ What level of participation is the organisation comfortable at aiming towards? 

 

Improve Existing Consumer Participation Practices 

Once an organisation has established what it is already doing and how well that is going it is 

time to reflect on how this can be improved. 

 

After having done an audit and deciding what works well and what doesnôt, start to plan what 

action to take to improve the existing practices. 

 

Look at the examples of complaints systems (page 48), information provision (page 46), 

suggestion boxes (page 49), surveys (page 5252) and service user groups (page 60) for 

ideas. There is a rich example on page 50 that illustrates an organisation improving several 

of their foundational consumer participation practices. 

Get others involved 

It may be practical to form a small committee to address consumer participation within the 

organisation. Use enthusiastic staff members who already support the notion of client 

involvement or a colleague from another sector who already has some experience in 

consumer participation. It might be useful to also include one or two staff members who are 

resistant to or sceptical about the project as this may help with ownership of future projects. 

 

It is important to educate staff and board members on the value of consumer participation.  It 

does not necessarily have to be formal training sessions; consumer participation could be a 

regular agenda item at staff and board meetings. 

 

 



 

42 
 

 

APSU has the capacity to offer some training to staff/board members (depending on 

funding availability). 

Involve service users early  

One of the drawbacks of not involving consumers at the start of the planning process, or only 

when plans are at the implementation stage is that they are deprived of the opportunity to 

influence the direction of the planning. The organisation may have one or two service users 

who have expressed the desire and have the capacity to be part of a consumer participation 

committee. If this is not the case, then the committee could consult small groups of service 

users on particular topics such as how to improve an existing practice. Training can then be 

developed around participation at higher levels.  

 

APSU provides consumer participation training to service users and is able to provide 

independent support and mentoring for service users involved at medium to high 

levels of participation. 

 

It is recommended that at some stage, organisations encourage their clients to put their 

names forward as being interested in consumer participation activities at that organisation. 

 

For more information see Recruitment on page 43. 

Make service users aware 

It is essential to make clients aware of existing and new participation opportunities, and 

encourage them to become involved. AIVL consumer participation research112 demonstrates 

that services users are often unaware of the participation opportunities available to them. For 

example, only half of service users knew that their service had a complaints system. The 

scope and limitations of the activities should also be made clear to service users. 

Write a consumer participation policy 

A consumer participation policy is a statement of intent and commitment. It doesnôt matter 

what level of participation the organisation is currently at or what level it is aiming to get to, a 

policy paves the way for procedures to be developed, and detailed plans can follow. 

Consumer participation policies should contain broad statements and be adapted 

accordingly as new plans and projects are undertaken.  

 

The policy should be written in plain language in order to be accessible to clients and should 

be publicised to both staff and clients. See Appendix 1 on page 109 for an example of a 

consumer participation policy.  

Build New Opportunities for Consumer Participation 

Start small 

The best way to make plans for consumer participation is to gradually move up to increased 

levels of involvement. A firm foundation at the óinformationô level may then lead to 

óconsultationô activities. Start small, especially if there is a need to demonstrate the viability 
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of consumer participation to staff. Gain experience with small projects before launching into 

consultation or partnership projects.  

 

On occasion there may be a chance to ójump ahead a couple of levelsô. This may occur 

when a new project has started and consumers have been involved in the planning phase. 

Provide adequate training and support so that participants are not overwhelmed by their 

increase in responsibility or greater level of commitment. 

Involve service users early 

Consider how a new participation activity will help improve the organisation and its services. 

Avoid tokenism by ensuring that there is real opportunity for things to change as a result of 

service user input, otherwise there is no real point in asking for it.  

 

Involve consumers as early in the process as possible. For example, if planning a survey, 

get service users to help design the survey or óroad testô it before its general application. 

Once the survey is conducted, plan how the feedback will be used. If a service user group is 

set up, decide how their input can be fed into decision making mechanisms. For any 

consumer participation activity, provide feedback to clients on how their input was used and 

why it was valuable. 

Sustainability  

Although there is a place for one off consumer participation projects it is preferable that any 

new project is sustainable. Project outcomes can be lost if staff and client turnover is high. 

Once an activity has been implemented and evaluated, consider writing it into the consumer 

participation policy as an ongoing practice. For example if a general client satisfaction survey 

is conducted, plan to do it at regular intervals. If a service user has become part of a 

planning committee for a new program, make it a policy to have consumer involvement in 

every new program initiative. This helps to keep up the momentum of involving clients in 

projects and avoids disillusionment with the stop start nature of one off projects.113 

 

Recruit Service Users 

Having consumers that are willing and able to participate in consumer participation activities, 

especially activities of a higher level can be a difficult task. Sometimes there are numerous 

potential participants but they canôt be contacted, other times participants are available but 

there are no activities in which to engage. Recruitment of consumers therefore needs to be a 

systematic and ongoing process. 

It is best for organisations to develop a pool of service users who are willing to participate as 

new opportunities arise. 

Consent form 

Organisations may devise a consent form for service users to register their interest in 

becoming involved in consumer participation activities. Written consent eliminates any 

privacy concerns about client files being used to obtain contact details for non therapeutic 

purposes. 


















































































































































































































