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Introduction

This paper discusses a study of the participation of people with an intellectual disability on government disability advisory councils in Australia and presents a summary of preliminary findings. These councils are examples of citizen participation forums, which are commonly used by democratic governments to gain input into policy making from those people who are affected by the policy (Wilenski, 1986). This is a new and emerging role for people with an intellectual disability and most of the forums studied are relatively new and only beginning to include people with an intellectual disability. Governments are challenged to develop forums that can equally and meaningfully involve a broad range of community members.  In relation to disability advisory councils this means engaging people with a range of disabilities and often other stakeholders in what has been described in my study as a “highly political environment”(I/0406). Through discussion of these experiences and some reference to the analysis of these councils as participatory forums, I hope to raise important questions about facilitation of equal and meaningful participation for people with an intellectual disability in the forums in which they participate. The paper presents an overview of the policy context for these councils, a brief introduction to the literature on this topic, describes the research process, and presents the views of the people with an intellectual disability who are a part of this study and have participated in these forums. Finally the paper makes some suggestions about how this role for people with an intellectual disability can begin to be shaped by using the expertise, experiences and insights gained from this type of study that focuses on the experiences of people with an intellectual disability. 

Why this study? A policy perspective

For almost three decades, since the International Year of People with a Disability, there has been a gradual but significant shift in the way people with a disability and disability itself has been understood at a social and policy level. The emergence of a rights based framework aided by the UN Declaration of the Rights of the Disabled Person (1975) and supported by Equal Opportunity and Disability Discrimination legislation has worked to shift the position of people with a disability within society from welfare and specialist service recipients to citizens. Over this time most Western Democratic countries have enacted their own legislation and developed disability and social policy that frames people with a disability as citizens and promotes their equal status and rights to participate in all spheres of society and life. These developments have, in the main, been inclusive of the rights of people with an intellectual disability, with the UN again leading the way with the UN Declaration of the Rights of the Mentally Retarded (1971). Over time, disability legislation and policy has tended to become less ‘impairment’ specific [see UN Standard Rules on Equalization of Opportunities for Persons with Disabilities (1993), the repeal of the Victorian Intellectually Disabled Persons Services Act (1986) and the development of a generic Disability Act (2007), Disability Discrimination Act (1992)] presenting an inclusive, rights based framework that calls for social change to enable active citizenship for all. The current disability policy context in Australia reflects these changes and as discussed below, frames people with a disability as citizens and in many instances is based on the Social Model of disability. The following section raises some questions about how well these cornerstones of current disability policy are able to support the specific needs, interests and aspirations of people with an intellectual disability who are claiming their rightful place at the policy table.

Citizenship and intellectual disability

A review of current Australian disability policy indicates a significant shift away from seeing people with a disability merely as service users of state provided services. As noted above, people with a disability are now seen as citizens with the same rights and obligations as all other citizens. This is reflected in the following excerpts from disability policies in Australian States.

As a citizen, you will choose the role you want to play in society alongside other citizens. The Principle of Equality recognises that people with a disability are citizens who have the right to be respected and the right to have equal opportunities to participate in the social, economic, cultural, political and spiritual life of society. As citizens, people with a disability also have equal responsibilities towards Victorian society and should be supported to exercise these.(Victorian State Disability Plan 2002-2012, 2002) 

A Society in which individuals with disabilities and their carers live as full citizens with optimum quality of life, independence and participation. (NSW Government Disability Policy Framework, 1998)
All people with disabilities are recognised and respected as valued and contributing members of society.("Future directions: A framework for the ACT 2004-2008," 2004)
Historically people with a disability were not cast as citizens, being more commonly identified as ‘non-citizens’ who were the responsibility of the State and as welfare recipients were to be cared for based on what professionals deemed was in their best interest (Rioux, 1997). Often they were isolated from other citizens and the community and did not have a rightful place in the citizenry; they were not landowners, did not vote, had no personal means, or personal or professional power. Some would argue that little has changed for people with a disability in regards to these attributes of citizenship. However, as indicated above, the language of current disability policy has embraced, and is promoting people with disabilities as active citizens. In the main, the view of citizenship being promoted is a liberal view of citizenship as put forward by T.H Marshall. It argues that citizenship status is based on civic, political and social rights and duties and that participation in these spheres is integral to the status of citizen (Marshall, 1950). There is a dearth of literature that critiques the framing of people with disabilities as citizens. Those who have offered a critique highlight the need to recognize that many people with disabilities, and some would argue particularly people with an intellectual disability, have yet to attain basic human rights, self determination, employment, friendships and community inclusion. Without these gains, these writers argue, the ideal of citizenship merely offers an institutional role for people with an intellectual disability and does nothing to combat the ideological, attitudinal and structural barriers that prevent inclusion and participation and therefore active citizenship (Barton, 1993; Oliver, 1993; Reinders, 2002; Walmsley, 1991). It could be argued then that disability policies like those referred to above do not go far enough to ensure that the status of citizenship can be attained, and that the dual tract liberal view of citizenship binds people, who some would argue are not well equipped (Redley & Weinberg, 2006) to participation in a society and social institutions where there are significant barriers; personal and social, to their equal and meaningful participation.

The Social Model, disability policy and intellectual disability

Another important development in the disability field over the past two decades has been the emergence of the Social Model of Disability. The basis of this model being that disability is socially constructed and that the oppression faced by people with disabilities requires political action to change policies, practices, attitudes and structures that act as barriers to inclusion, equality and participation. This model of disability is strongly reflected in current Australian and international disability policy.

Each persons experience of disability is different. These experiences are influenced by a person's own life experiences, the attitudes of other members of the community towards disability, and how easy it is for a person to get access to information, services, opportunities and the physical environment.(Victorian State Disability Plan 2002-2012, 2002 p.2 )
Disability is not something that people have….Disability is the process which happens when one group of people create barriers by designing a world only for their way of living.(The New Zealand Disability Strategy. Making a world of different. Whakanui Oranga, 2001 p.1 )
The DDA is based on a ‘social’ model of disability that focuses on the disabling nature of the environment in which people with disabilities live. It aims to remove physical and attitudinal barriers that prevent people with disabilities from enjoying equal opportunities to participate in the life of the community. (Review of the Disability Discrimination Act 1992. Productivity Commission inquiry report, 2004 p.xxx)
It is important to note that this model emerged primarily from the physical disability movement in the United Kingdom. Many gains have been made by using this model to inform and influence disability policy, research and practice and in the politicization of disability rights. However, some researchers are questioning the applicability of this model for people with an intellectual disability and whether policies and practice based on this model can promote the same rights and make the same gains for people with an intellectual disability (Boxall, 2002; Chappell, Goodley, & Lawthorn, 2001; Dowse, 2001; Goodley, 2001; Goodley, Armstrong, Sutherland, & Laurie, 2003).My study enters this debate by looking at the experiences of people with an intellectual disability who are engaged in participatory forums, asking about the kinds of barriers that are affecting their participation and looking at their engagement in participatory environments (which includes the policy environment) that are shaped by a Social Model of disability.

A broader participatory role:  From consumer participation to citizen participation

The underlying values of equality, inclusion, choice and participation, are now firmly entrenched within disability policy, legislation and approaches to services and supports for people with disabilities. I would argue that there is still some way to go to have these fully recognised and accepted in all spheres of a persons life; as disability service users, as included community members and as citizens, and applied to all people with a disability. There have been important gains made in some of these spheres for some people with a disability. For 
people with an intellectual disability; they are increasingly being involved in their own support plans through the use of person centred planning approaches, there is recognition of the right to choose which services and the types of support used, who delivers these and how, and more autonomy and self determination has been enabled through the implementation of individualised funding approaches. At a governance and organizational level, some intellectual disability services have established client councils, have client advisory boards and have people with an intellectual disability as members of their governance committees. Most quality assurance processes within disability services require direct consultation with service users and there is increasing recognition of the right to be represented on local, state and national boards, committees and councils that plan and implement disability policy (see the Learning Disability Partnership Boards in the UK, the Parliament for People with Learning Disabilities, Cambridge, the Victorian Department of Human Services ‘Active Participation Strategy’ and the local, state and national Disability Advisory Councils).These are examples of  participation that range from the very personal and immediate or one to one, to the broader and more remote in the case of Learning Disability Partnership Boards in the UK and in Australia the government Disability Advisory Councils.  This breadth of participatory opportunity brings with it more challenges for those people with an intellectual disability who are participating and for the forums that invite participation. 

There is a growing body of research that has focused on the more immediate participatory role of consumer participation with people with an intellectual disability, but a dearth of research on the broader more remote role where people with an intellectual disability are asked to represent the ‘intellectual disability’ perspective alongside people with other disabilities and /or  disability policy and service provider stakeholders. It is this broader role that is the focus of this research. It questions how well equipped people with an intellectual disability are to engage in these roles, what can be done by the forums that are involving them to maximise their participation and how well the current approaches do this.

How the study has been conducted: Challenges of a collaborative approach to research with people with an intellectual disability

An aim of this study was to conduct the research in a collaborative and inclusive way with the people with an intellectual disability and with the government disability advisory forums. Whilst this paper and presentation does not provide a detailed discussion of the background to inclusive and collaborative research with people with an intellectual disability, it is important to highlight that the people with an intellectual disability who participated in this study took an active role in the way the research proceeded and how information about them was and is presented. This is an ongoing aspect of the study and will form a major part of the thesis. This section will outline in summary form the methodology of the study and make some reference to the challenges and gains of engaging in this collaborative approach.

Gaining Access

Gaining direct access to people with an intellectual disability that were potential participants in this study was challenging from the beginning. The idea for this study had come indirectly from anecdotal information from people with an intellectual disability who had spoken to me about their feelings of tokenism in some of the forums they were participating in. The idea to base the study on those people who participate in government advisory councils was made partially for practical reasons; to ‘contain’ the research and to attempt to have some similarities and consistency within the study. It was also to focus the study on one type of participation that offers different challenges than the consumer participation experiences that many people with an intellectual disability have had. In making this decision the study would become caught up in negotiating with these councils and addressing the issue of consent to participate. The key participants were able to give their consent to participate independently, but consent to involve the councils in the process required a consent process to be developed with them. At this stage the study began to encounter forms of gatekeeping (Silverman, 2004). It was decided that the individuals would be contacted via the councils as a way of introducing the study to the organisations and to enable the person with an intellectual disability to take some control of the research at the study site. I knew many of the participants with an intellectual disasbility and whilst the research could have progressed without the formal involvement of the councils it was decided that they would form an important part of the collaborative approach. Having the support of the councils was important for the people with an intellectual disability, as they felt less anxious about their involvement knowing that the councils knew about and supported the research. As a researcher with people with an intellectual disability it is important to understand the vulnerability felt by many people who rely on others to support them and their work and the strong belief by these people that they must not ‘rock the boat’, particularly if it might jeopardise a source of income.  What resulted were three types of involvement from the councils. I describe these as; remote involvement at one end of the scale, with supportive and open in the middle and active involvement at the other end of the scale. 

These variations of support and involvement by the councils produced challenges to the research. In particular it challenged the collaborative nature of the research, with the most remote site providing no collaboration to the most involved site characterised by committed collaboration. The characteristics of high collaboration were; support to arrange meetings, consent to observe the work of the council, regular feedback and ‘debriefing’ with participants as they worked to develop their council, sharing of relevant documentation, two way contact between participants and the researcher and an ‘active’ approach to the research similar to what would be seen in action research process. Another important characteristic is the research participants with an intellectual disability were seen as autonomous in relation to their involvement in the research process and did not rely on the support of the council to be actively involved, yet they were supported. The lowest involvement and collaboration was characterised by little or no access to the council, changing personnel who did not pass on information about the research, no agreement to observe meetings or the work of the council, little discussion about the research outside formal interviews, no access to documentation and one way communication from the researcher to the council. Those in the middle were interested, some agreed to observation others did not, were helpful in arranging interviews and meetings and willing in some instances to provide relevant documentation (eg meeting minutes, terms of reference, reports etc), were happy for the research participants with an intellectual disability to be involved but did not actively support them in their involvement. Overall, in this study the research participants with an intellectual disability were very active participants, most regularly contacting the researcher to talk about how the study was going and to provide updates relevant to the research. Only one participant did not participate in this way. This level of participation did not seem to be dependent on the organisation being supportive of the research. However, openness about the research with people with an intellectual disability and the organisations that supported their work did seem to make the participants more confident in their involvement. There is much to learn about doing inclusive research and important work to be done with the range of people involved in the lives of people with an intellectual disability to establish approaches that do not isolate or intimidate the person with an intellectual disability or adversely affect their inclusion and participation in the research.

The Methodology

This qualitative research study aimed to gain insight into this form of citizen participation primarily from the perspective of people with an intellectual disability. Denzin & Lincoln (2000) note that a key feature of qualitative research is to describe moments and meanings in individuals’ lives (p.3) Historically people with an intellectual disability have had few avenues to research the ‘moments’ of their lives or describe or be supported to describe the ‘meanings’ that can be found from sharing these experiences. There is a growing body of disability research that aims to do this, using life history and other ethnographic approaches (Aspis, 2000; Atkinson, 2000; Atkinson, McCarthy, & Walmsley, 2000; Atkinson & Williams, 1990; Goodley, 1996; Goodley, Lawthom, Clough, & Moore, 2004; Johnson, Frawley, Hillier, & Harrison, 2002a). These studies are committed to hearing the voices of people with an intellectual disability and presenting these in research in a way that can further understandings about intellectual disability and shape the way people with an intellectual disability are supported through research and practice. This study uses a 
focussed ethnographic approach. Morse & Richards (2002) describe this approach as being used primarily to “ elicit information on a special topic or shared experience…the topic is specific and may be identified before the researcher commences the study” (pg 53). Unlike more traditional ethnographies there is a focus on a particular activity of this group. In a focussed ethnography, the topic is specific rather than broad and can be a predetermined experience that the group or sub-culture are known to share.  This focussed approach to ethnography, whilst bound by the topic of interest, is still a holistic, contextual and reflexive study that, like more traditional ethnography aims to elicit the features of the group or sub culture that are implicit to that group (Morse & Richards, 2002). The cultural contextual framework encompasses the people and their life experiences, the councils within their own organisational context and the broader social and political contexts. It also looks at the broader community contexts that the people with an intellectual in this study are interconnected with as individuals, citizens, self-advocates, disability service users, members of the broader disability community and the community as a whole. 

The research is focussed on nine people who have two very important things in common; they identify and are identified as having an intellectual disability and they have been appointed to government disability advisory councils in Australia at the time of this study. They are involved with six councils that form the six study sites. Stake (2000) would define these as “instrumental case studies”. These types of cases are examined mainly to provide insight into an issue with the case facilitating our understanding of ‘something else’. In this study the cases aim to facilitate our understanding of ‘participation’, in particular citizen participation by people with an intellectual disability. As noted earlier, the ability to collaborate with these sites varied, therefore varying the ‘closeness’ of the research to the site and the methods available to study these sites. In most ethnographies observation is a major tool, in this study it was unable to be used consistently across all sites. The main data was developed through the in-depth interviews with the key participants and the interviews with ‘other key people’ who could provide a perspective on the topic. The third tier of data was developed through analysis of documents including policies, terms of reference, meeting minutes (in some sites), annual reports and council web sites. 

The interview process

Morse & Richards (2002) talk about ‘data making’. This is the range of ways a researcher develops data. In this study the primary data was made via the interviews with the nine people with an intellectual disability. These interviews were largely informal. I used what researchers refer to as an aide memoire to guide these interviews. This was based on work by Booth & Booth (1998) and Knox et (2000). Using this approach,the interviewer’s prompting and questioning are driven by the storyline determined by the informant. The interviews are not intended to produce factually accurate or verifiable accounts of lives, the interviewer being responsible for checking with the interviewee to ensure the information is true to the person, and that the person feels they own the story and it is the version that they have reported (Booth & Booth ,1998 p.17). Based on this approach an interview framework was developed that covered the following; 1.Building a picture of the person; this was developed in a cumulative way throughout the study; 2. Filling out the details; this involved some focussed questions on specific aspects of people’s participation that varied from participant to participant depending on how far the previous interview had progressed; 3. Exploration of experiences; this was the key focus of each interview 4. An  evaluative aspect; this enabled the participants to reflect on the experiences in an evaluative way, eg what they might have wanted to happen differently, what worked well and why? Over time the participants began to make informal contact with me by phone and email, these encounters were also sources of information not unlike that developed in the interviews. 

The interviews with the secondary participants, those associated with the councils included Council Chairs, other members of the councils, support staff, Directors and Executive Officers of councils and in one case a past member. As noted above, the aim of these interviews was not to verify what the primary participants had said, but to gain another perspective on the participation of people with an intellectual disability on these councils. These were more structured interviews, more consistent across informants and tended to happen on my request with the exception of one person in one site who sent regular update emails and requested further interviews or ‘debriefings’ throughout the study. In most cases the person with an intellectual disability decided who else should be interviewed, those chosen in most instances were the obvious people to include and reasonably easy to access. As noted earlier, one site did not consent to having its meetings or work observed and in this case gaining access to key secondary informants was also difficult. Overall, these interviews were most useful in gaining an insight into what was expected of people in council roles and what was done to facilitate their participation.

Citizen and Consumer participation: An overview of the literature

The academic literature on citizen participation of people with an intellectual disability is limited yet at least since the 1960’s academics have been researching and writing about the concept of citizen participation. It is defined in the literature as:

The redistribution of power that enables the ‘have not’ citizens, presently excluded from the political and economic processes, to be deliberately included in the future (Arnstein, 1969 p. 216). 

The ways in which ordinary citizens can or do take part in the formulation or implementation of social policy decisions (Richardson, 1983 p. 8). 

These definitions provide two perspectives on citizen participation; Arnstein’s frames citizen participation as a means of addressing social and institutional power differentials, where Richardson puts forward a more rights based view, where ‘ordinary citizens’ are being active in policy making. Other writers also focus on this view noting that citizen participation is central to democratic governance where it is argued, groups affected by policy decisions should participate in those decisions and that citizen participation is a right and duty of all citizens (Wilenski, 1986; Wolfe, 2002). This form of participation has been critiqued with many questions being raised about its efficacy. 
 One of the most significant early critiques of citizen participation was presented by  Sherry Arnstein who developed a typology of citizen participation, the ‘Ladder of Participation’(Arnstein, 1969). This depicted levels of citizen participation from non-participation to citizen control. The key premise of this work being that the lower down the rung of the ladder the less meaningful or more tokenistic the participation. The rungs of the ladder span from manipulation at the bottom, characterised by non-participation to citizen control at the top, characterised by a degree of citizen power. Whilst this typology has been heavily critiqued in social policy literature it set the scene for an open debate about the meaningfulness of citizen participation in policy making and governance. Much of the debate and discussion is about the ability of citizens to influence government policy when the power to make decisions still rests with the elected representatives and is heavily influenced by internal party politics and external pressures of public opinion and economic factors. Reddel & Woolcock (2004) state, “ Diversity, complexity and engaging with the ‘disengaged’ are not easily accommodated given the dominance of managerialism and rational policy approaches” (p. 82). Other writers question the intent of citizen participation, asking, Is it about legitimising the government position or challenging policy directions? (Patemen, 1970; Reddel & Woolcock, 2004; Van Til, 1984; Wolfe, 2002).  These themes are the focus of the document and organisational analysis of this study.

Why people participate and why government wants them to?

Whilst citizen participation remains a contested process in policy making, it is clear that it has remained a key tool of Western Democratic governments. There is a plethora of advisory boards, committees, consultative forums and reference groups set up by all levels of government across a range of topics from Neighborhood Renewal and environment issues to Ageing and Gay, Lesbian and Transgender issues (see for example the list from a “Google” search of Ministerial Advisory Councils). There is a broad range of forums that citizens can engage in and increasingly governments are actively seeking representatives with the expertise and in many cases life experience that can participate. It is important then to understand why people would want to participate and how the structures work to support their meaningful participation. Wolfe (2002) makes nine claims about why citizen participation is valuable both to the participants and to the institutions that engage citizen participants including; it is a forum for exercising civil and political rights, it strengthens civil society, it increases the importance of the voluntary sector in society, it builds trust and social capital, it has a community development function and it has an expressive and educative function for those who participate.  These last two claims are of particular interest to this study. People with an intellectual disability in this study were asked what they got out of participating and overall, their responses reflected these two claims. 

A disability perspective

Boyce et al (2001) completed a study on disability organizations and citizen participation. They identify a number of theoretical frameworks of citizen participation including, citizen participation as; a means to an end or ‘instrumental’, an end in itself or ‘transformational’ , as contributive, a common good so therefore both instrumental and transformational, as organizational – a process, or as empowerment. They propose that in examples of disability citizen participation it is about empowerment and is perceived as being transformational or a means to an end. These frameworks are used as a reference point for analysis in this study. They are useful in identifying why people participate, the direct and indirect aims of these forums and the outcomes. They are also a useful reference point for discussing the impact the structures and supports have on these aims. Boyce et al (2001) also highlight the importance of an ecological analysis of citizen participation, the approach used in this study by noting, “Overall, a perspective on participation that recognizes a variety of structural dimensions, the role of human actors, and the importance of power appears to be needed for illuminating the process of citizen participation in policy development” (p.26). This is one study that has addressed citizen participation and disability and strongly suggests the need to analyse citizen participation by people with a disability by looking at the tensions between individuals aspirations to contribute and influence policy, and the States interest in legitimation and relevance of policy.  My study attempts to do this from the perspective of people with an intellectual disability who have participated in citizen participation forums and through an ecological analysis that considers the interrelationship between the personal, the structural and the political.

Whilst there is a dearth of literature on people with a disability and citizen participation, there is a stronger body of work reflecting on and analyzing consumer participation and people with an intellectual disability. This literature raises a number of key concerns that are relevant to this study. In summary, it raises questions of power and tokenism, how people with an intellectual disability can gain equal access to the knowledge and skills needed to participate meaningfully and equally, and how the presumed incompetence and incapacity of people with an intellectual disability can undermine their participation (Concannon, 2005; R. F Drake, 1992; R. F   Drake, 2002; Simons, 2000). Some of these themes have been found in this study. The following section provides a brief outline of these key themes and discusses them in relation to this literature.

Describing the disability advisory councils
The disability advisory councils that are the focus of this study include Australian National, State/Territory and Victorian local government councils. These were chosen because they are existing examples of citizen participation forums that are about disability and have people with disabilities appointed to them. There are similarities and differences between these six councils. Five of the six councils are government devised, managed and supported groups. One was set up to address the service provider dominance in local disability consultations and became formally recognised as a local government advisory council later. They all had some mandate to provide advice to their respective government representative; Ministers (State and National) and Councillors or the Mayor (local government). Most of the six groups studied developed their work or strategic plans in relation to an existing policy or in the case of local governments, their Disability Action Plans. They had various levels of reporting but none had formal or statutory reporting requirements. None had determinative powers, at the most they had recommendatory or advisory responsibilities. All had some formal terms of reference, some of these are enshrined within legislation where government employees developed others and in one instance they were developed by the group and ratified by the appropriate government representative. Following is an example of these terms of reference:

To advise and make recommendations to the Minister for Disability and other Ministers as appropriate as to: 1.1 issues, policies and practices generally as they impact on people with disabilities, their families and carers and service providers, including matters affecting the rights of people with disabilities, legislation and policy proposals. (ACT Disability Advisory Council Terms of Reference, 2004)  

[the Council] Provides consumer focused advice on matters referred by the Minister; Seeks reference from the Minister on matters; At the Ministers request, participates individually on special working groups (NDAC, 2005)

The DACV principal purpose is to provide advice to the Minister for Community Services on issues concerning people with disabilities in order to assist the Victorian Government to achieve its stated policy objectives as detailed in the State Disability Plan. (DACV, 2005).

All councils have a Chair whose role is to devise the agenda and run the meetings. Each council Chair in this study had additional roles that were developed by that Chair in consultation with their Council and their secretariat. Examples of these roles included; liaison with government Departments and the relevant Minister, monitoring of the work or strategic plan, public presentations on behalf of the council and management of the overall work of the council (usually in collaboration with support staff). In the State and National councils this role has significant status and is a Governor in Council or Ministerial appointment. In one Local Government council the Chair was a government Councillor that assisted with linking the work of the council with the government. Some councils also had a position of Deputy Chair and in one case there was provision for this position but it was not filled. 

Membership of the councils differs from council to council. The larger ones (in this study these were the National, State/Territory ones) were formal appointments by the government for a term (usually two years). One council in this study required that people with a disability fill all but one position; the other position is for a parent of a child with a disability. One other council had a core membership of people with a disability and extended its non-business membership to a larger number of people with a disability. Two other councils had the majority membership people with a disability, with one having members with a disability, service providers and other people associated with disability services or education. One council had two members with an intellectual disability, another had a shifting membership starting with three people with an intellectual disability, dropping back to one and then growing towards the end of the study to have six out of the core membership of fifteen. The other councils represented in the study had one member with an intellectual disability and the average council size was twelve. People generally applied or made formal expressions of interest when positions were advertised and in some instances people in this study had been approached to apply. In the Local Government councils there was variation in the process of appointment. Members of these councils were not renumerated for their work where members of the National, State/Territory councils are paid sitting fees and in some instances expenses. Councils develop their own meeting timetables. Councils in this study had a range of timetables; one meets for two days every two months, another meets for two hours every two months and another meets for one day every month. The Local Government councils tended to meet for two to three hours monthly. Minutes are kept and distributed to members, in some cases these are also publicly available normally from the council website.

Why people with an intellectual disability participate

At the beginning of the study the National Disability Advisory Council and all State and Territory councils were contacted to ascertain whether their membership included a person with an intellectual disability. This initial survey found that from a possible number of approximately ninety positions across Australia (just National/State /Territory councils) on government disability advisory councils, only four were filled by people with an intellectual disability. The reasons given for this lack of direct representation by people with an intellectual disability were concerning. One council noted that by definition people with an intellectual disability could not participate in these forums, meaning they would not have the cognitive ability to participate, where others noted that the ‘intellectual disability’ perspective was given by parent/carer members, service providers, academics, or a representative from a peak body representing intellectual disability services. This trend suggests that the ‘Nothing about us without us’ message has not been heard in these forums and raises questions about the gains made by self advocacy in asserting the rights of people with an intellectual disability to represent themselves. It is also concerning given the figures that indicate people with an intellectual disability are the highest users of government funded disability services in Australia which is between 38% and 45%  (AIHW, 2003a). This initial process reinforced the need to conduct research on this role for people with an intellectual disability. The study was broadened to include members of Local Government disability advisory councils in Victoria. This found another five people, although again the positions held by people with an intellectual disability were minimal.

As noted earlier, the key focus of this study was to hear from this exclusive group of people with an intellectual disability to develop an understanding about how they managed to participate alongside other people with disabilities and other disability ‘stakehodlers’ in these forums. An early analysis of the data indicates that people with an intellectual disability are motivated to participate for both personal and political reasons as listed below.

	The Personal
	The Political

	Life experience that can inform policy 

 Knowing what a good life can be for a person with an intellectual disability

It’s work – getting paid to participate

To learn, to become more informed

Doing something important and feeling important
	Having a say about the issues that concern me

Using my position to tell the Minister what it is really like for other people with an intellectual disability

Meeting people who can make decisions and talking to them

Finding out what is happening in disability policy

Showing other people that people with an intellectual disability can participate


The people with an intellectual disability talked about the ‘personal’ reasons they were involved in these councils:

Well this is the issue at the moment because I was put into an institution when I was very small ..Council have never asked me about my personal life and it has only been probably the last year or so since [her support worker] has supported me because it is the issue we are talking about, …and I feel very strongly about the issue.(I/S1005)  

I am independent, I have got my own life, I do my own thing, just do what I do, go to work each day…yep, put it this way, I am a normal citizen. Get a job and an equal wage, it is not huge but…..I just want to go about my normal life, the footy, the cricket, work. 

I am interested. I am keen to learn what is going on…[I do it ]
to keep [my] brain active…..Hear what is going on in the community…..(I/S0905)

And I never felt like I was important before but now I do. [I also get] 
experience and confidence…and [got to]conferences and that (I/N1105)

Would it be greedy to say the money?(I/N0206)

These responses indicate that people are there to share insights from their life experiences, what Wolfe (2002) would suggest is an expressive function. They are also there to learn and become more informed about the issues and to teach others through their presence that people with an intellectual disability can participate. According to Wolfe (2002) this would indicate that participating in these forums fulfils an educative function, both by learning and teaching. They also highlight that the position provides some status and a means of employment or income, two significant issues for people who do not have full employment and who have struggled to gain acceptance in the policy or professional world of disability. It could be argued that these reasons reflect theories about valued social roles and how having these roles can promote the rights and inclusion of people with an intellectual disability (see Social Role Valorisation and Normalisation). 

The ‘political’ reasons for participating confirm some of the claims made for the existence of citizen participation put forward in the literature; that groups affected by policy decisions should participate in those decisions, and that it is a right and a duty of citizens to participate (Richardson, 1983; Wilenski, 1986; Wolfe, 2002). They also indicate the importance of power, if not having direct decision-making power at least being in the vicinity of and having contact with those who do. If applying Arnstein’s ladder of participation we would find that the level of power held by these councils is ‘consultation’ or ‘informing’ which Arnstein claims reflects degrees of tokensim (Arnstein, 1969). A more in-depth analysis of the structure and functions of councils as participatory forums will be addressed in the thesis. The people with an intellectual disability recognised that they had access to decision makers and felt that through their positions they were expected to be representatives and speak for people with an intellectual disability;

I think the main thing that I brought to council and it has been more as a person with an intellectual disability than anything else that people with an intellectual disability can be on council. (I/S1005)

I am speaking for the whole lot and I am taking those issues to the Minister (I/S0905)

[Speaking to the Minister] It was good, she is nice to talk to.  The first time we spoke we got to talk about shopping [laughs] (I/N0206)

[I represent] self advocacy groups I reckon because I, at the [council] I speak about what the self advocacy groups are up to. I informed them that we had the standards meetings and the Chair at the time said he was going to speak to someone about the Standards. I don’t know if he did. (I/N1105)
I’ve lifted the umbrella open so they can see what people with a disability can do. Lift the umbrella up so they can see what is there, Oh this person with a disability has got good thoughts and ideas and brain and opinions (I/L1005)
Analysis of these reasons for participating using  Boyce et al (2001) framework and theories for participating, could suggest that their participation is contributive. Further in-depth analysis will 

identify whether just participating is enough for this group, therefore it is an end in itself and fulfils a transformational aim, or whether people do feel empowered by the process and are seeing results, therefore being instrumental. This analysis will form a part of the final thesis and is not covered in this paper.

What makes participation work? What makes it hard?

The study is concerned with issues that impact on this participatory experience for the people with an intellectual disability. The final analysis will do this using an ecological framework, as noted earlier and put forward by Boyce et al (2001). This aims to capture the tensions between individuals aspirations to contribute and influence policy, and the States interest in legitimation and relevance of policy. In this paper, only the ‘personal’ perspective is given. People with an intellectual disability were asked about the kinds of things that supported their participation and what they thought made their participation more difficult. 

	Makes it Work
	Makes it hard

	Feeling a part of the group – being respected

Getting good support from someone who understands your abilities

Having an important role – eg deputy chair

Good chairing that gives everyone a go

Being paid, getting help with transport

Having a say in the way it works
	Don’t know my role

Nothing in plain English

Talking about issues I am not interested in and don’t know anything about

Meetings go too fast, too long

Other people on council have more knowledge than me

Not being able to make decisions

Not understanding about the issues and no training to help me understand

No contact with the decision makers



The kinds of things that supported participation range from the practical; like having a good chair and the way the support worker explains information, to the structural; like having a say in how things are done and having a role that gives the person some power and a specific way of participating. 

Like at the [government disability advisory council] it is allright because [support worker] goes through with me the minutes and she goes through with me after the meeting too  (I/N1105)

She [support worker] doesn’t put words in my mouth. It’s about time, commitment and putting things in communication I can understand. Before the meeting we get a package of information. [the support worker] goes through it and picks out the main points. (I/S1005) 

We meet an hour before something like an hour before the meeting and umm we go through the agenda and the things we are going to be talking about and umm then we just go up [to the meeting]”. ( He also explains that in the meeting she takes notes. When he  is asked why he has this support worker he says) Oh I have always had a support worker, I have a soft spot for [the support worker], I get on well with her.. I think [having her there] encourages you to have a say. (I/S0905)

Yeah…I am the deputy chair. Read the minutes and ask people have they read them and would they like to go through them. Then ask them who wants to accept the minutes then they are tabled then we go any apologies, umm then any business from the previous meeting any business then general business arising any general business like you want to add something to improve.(I/L0905)

There’s good communication the way I mean about communication is they understand my point of view and my disability and I can understand them.(I/L0905) 

People experienced problems with participating that ranged from the very practical, like not having a support worker or not being given information in accessible language to the structural and sometimes attitudinal. A more thorough analysis that brings together the views of the other informants and the analysis of the organisations and the policy context that they function within, builds a fuller picture of the issues impacting on equal and meaningful participation. In this paper the personal views of the people with an intellectual disability are presented on their own. A framework that can be used to consider these issues is the Disability Discrimination framework. In summary, Disability Discrimination legislation requires that at a structural and individual level barriers to full and equal participation are addressed. At the individual level it requires that people with a disability are provided with ‘adjustments’ or ‘accommodations’ to “..Reach the same notional starting line as others” (Review of the Disability Discrimination Act 1992. Productivity Commission inquiry report, 2004 p.xxx). A summary analysis of the issues put forward by the people with an intellectual disability in this study, indicate that there are at least some problems that could be addressed by providing ‘adjustments’ or ‘accommodations’. In particular they highlight the need to present information in a format that can be accessed by the person with an intellectual disability, referred to by the participants as Plain English. Other members of council with disabilities are given these adjustments. Where there were members who were hearing impaired, sign language interpreters were employed, where people had visual impairment information was either provided in Braille or large print. Support workers were provided for four of the people with an intellectual disability in this study. This could be seen as an ‘adjustment’ or ‘accommodation’. Whilst this kind of support provided some access to the information, the study shows that the type of support provided varied and was not always effective in bridging the information and participation gap experienced by the people with an intellectual disability.

The minutes are not really that accessible to understand, they are really complicated, I think I have raised [this] with them I think I said the minutes should be in plain English and that. they agreed, they said they would try to the best knowledge to put it in plain English but the woman who types it up she types fast and she does it in her own language  (I/N1105)

The trouble is they should make it [easy], I wish there was an easy meeting to go to that you could understand. And you feel like you want to turn up. (I/N0206)

Before I got [current support worker] I had two people and each time I had to train those two people with this is what I need support with and this is not what I need support with. And I was just so frustrated I was ready to walk out. (I/S0905)

[The support worker] takes notes for me and puts my notes in Plain English, and that was fine, … but I never ever got to, like the meeting with [the support worker] was always like an hour before the meetings so I was rushed, so if I was having a meeting at 10.00am I would have to meet [the support worker]at 9.00am so I never really had that time. Because a lot of people thought that because I have an intellectual disability that I couldn’t keep everything inside my head for a month , a week after so they used to do it on the day. (I/S0905)

For some the main barrier to participating was how they felt about their ability to participate alongside others who they perceived knew more than they did. This issue raises questions about a model of support that only addresses structural barriers to participation. There are some very real issues that people with an intellectual disability face in terms of their capacity to understand the complex nature of the world of policy and politics and be able to engage meaningfully in it. These are about their life experience as a person with an intellectual disability; their lack of education, the reality of their cognitive capacity, isolation from families and the community because of institutionalisation and the cumulative affect these experiences have on their self esteem and their actual ability to participate. 

Oh I think a lot of people with disabilities haven’t got the education , or haven’t got the knowledge. Because I haven’t been to umm to school, nor have I been to, I haven’t been to TAFE I haven’t been to uni to study, we have always been asked to just join without any support…or any knowledge. My knowledge is not as good as other people’s (I/S0206)

There were no examples where the people with an intellectual disability were given any support to address this knowledge gap, nor were there any examples where the people with an intellectual disability got to talk about how it felt for them to be less informed and, in their view, less capable of engaging with the type of information being addressed.

I am pretty quiet. I umm, [pause] I haven’t had any education. When I was asked to join the committee I had no knowledge, I had no training, no nothing. I have plenty to give but I don’t show it. The thing is, I am shy or timid. I haven’t got enough knowledge (I/S0206)

Others indicated that the way the work of the council was conducted made it difficult for them to participate, 
I don’t have much to say in meetings [laughs] I don’t think anyone does, yeah it depends how it is chaired I guess. Depends on the chairperson. Sometimes the chairperson can talk all day, sometimes they can be a bit quiet and let other people talk …the Chair overtalks,.. oh I think she should slow things down a bit (I/S0206)

They are very long days, um the first day, Thursday is from nine to five and the second day is nine to three (I/N1105)

People also referred to issues that relate to the structure and function of the councils, in particular their lack of decision-making power, lack of clarity about roles and responsibilities and lack of connection with the government representative that they advise.

[shakes his head] I don’t think , I don’t think I have been at a DAC where we have been asked to make decisions. I don’t think the DAC makes decisions…they do disability projects (I/S0206)

I don’t really know what my role is on the [disability advisory council] all I know is they put me, they say I am representing [a state] but I don’t know it myself. I haven’t really got roles. That’s where I don’t know and I don’t really know who to report back to. Nobody bothered to tell me what my role was (I/N0206)
We don’t know what the minister is going to do, we never see them. (I/S0206)

What is clear from these views is that the people with an intellectual disability who are participating in these councils have valuable insights into the issues that impact on their participation. Only one of the councils has undergone a formal evaluation recently and there does not appear to be any regular internal or external review process that could gather these insights to shape the way they work to build a more inclusive and participatory environment. This study did not aim to evaluate the effectiveness of these councils, nor was it concerned with the participatory experience of other members, yet these findings do suggest a need for review and evaluation based on the experiences of members.

Conclusion

This study raises questions about whether people with an intellectual disability are currently adequately equipped to participate in an equal and meaningful way in government disability advisory councils in Australia. It provides an analysis of this experience from the personal perspective of people with an intellectual disability. It aims to link this to a broader framework that questions and analyses the participatory environments and how the personal experiences of people with an intellectual disability are interconnected to and interrelate with these structures. People with an intellectual disability have a rightful place at these forums, yet they are currently under represented and under-participating. If this under representation and minimal and unequal participation is to be addressed we need to understand what can be done at each level.  This study also suggests that facilitating equal and meaningful participation for people with an intellectual disability in the many forums where they are required to give their view, will take more than providing them with a support worker or note taker, at best. If we are to do what the Disability Discrimination Act (1992) requires, which is to ensure the same notional starting line for everyone, I believe we need to reconsider what ‘adjustments’ and ‘accommodations’ mean for people with an intellectual disability in the range of environments in which they participate. There is a need for education and training, development of a culture where accessible information for people with an intellectual disability is addressed as readily as it is for people with other disabilities, facilitation for participating in the “formal talk” of forums and rethinking the way these forums are conducted and structured using participation principles based on the knowledge and experience of those participating.
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