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“All my life I lived in a coconut

It was cramped and dark

Especially in the morning when I had to shave.

But what pained me most was that I had no way 

to get into touch with the outside world.

If noone there happened to find the coconut,

If noone cracked it, then I was doomed to live 

all my life in the nut, 

and maybe even die there.

I died in the coconut.

A couple of years later they found the coconut, 

cracked it and found me shrunk and crumbled inside

‘What an accident’

‘If only we had found it earlier…’

‘Then maybe we could have saved him.’

‘Maybe there are more of them locked in like that…’

‘Whom we might be able to save’, they said, 

and started knocking to pieces every coconut within reach.

No use! Meaningless! A waste of time!

A person who chooses to live in a coconut!

Such a nut is one in a million!

But I have a brother-in-law who lives in an acorn.”

                                                            -Ingemar Gustafson

                                                               ‘Locked In’

Introduction
“We are now in the era of community membership. We have moved past the time where simply being present in the community is sufficient. Integration is only meaningful if it is social integration…The vision today very clearly revolves around the experience of a good life – an ordinary, typical, yet valued life – a life lived well and with meaning” (Sherwin, 2002, p. 1)

 During 2001-2003 CRU conducted research to examine this concept of a “good life” for people with disabilities. Has the vision been reached? Are people’s lives filled with freely given relationships and a strong sense of belonging?  There is a strong and continuously evolving body of literature about enriching the lives of people with disabilities. CRU was eager to identify how well this knowledge has permeated practice and to develop a picture of what is happening in the lives of people with disabilities in Queensland today. 

The main goal of the project is to further our understanding of how communities can be more welcoming, and how people with disabilities can have rich and enduring relationships, by reflecting on people’s examples of how this has been possible. By learning from these examples we can understand how better to support the people we stand alongside. 

Background to the Project
The idea and plan for this project has been developed through CRU’s associations with people with disabilities, and family members and services across Queensland.  The issues addressed by this project have been identified through evaluations of services, feedback during workshops across the state, the insights of writers for CRUcial Times (CRU’s tri-yearly Publication), and from conversations with people with disabilities and familles who are members or on the Committee of Management of CRU.  This project is therefore underpinned by our observations and by what services and families across Queensland have been telling CRU: 
while many people with disabilities are present in the community, many people are lonely and isolated; they lack the level of interaction and relationships that people without disabilities take for granted. 

This project is also underpinned by positive assumptions about the possibilities in community and by our knowledge that there are good stories out there … we need to find them, understand them, and enable people to share their experiences.  
In the last fifteen years, people with disabilities, family members and community members have been working to make community living a reality for people with disabilities. This is an opportune time to reflect and further our understanding by gathering key examples of inclusion, analysing what is currently happening and exploring the implications for services. Gathering these narratives could also serve as an inspiration to many who are losing heart, weighed down by the seeming lack of progress in their own environments and the demands of running services.

People with disabilities are central to the project, via their participation in the story telling and via the windows through which their narratives are understood. It is anticipated that the collation and analysis of these narratives will inform future hopes and activities of local communities. We also recognise that the stories and interviews recounted here present only a mere glimpse into people’s lives; it is a static moment in time, and even as we write and read this report, their lives and stories continue. The sharing of their experience is an extraordinary and humbling privilege and CRU is incredibly grateful for the generosity of all those we have spoken with.  

Details of the Project Methodology
The Aims of the Project

The aims of the Narratives Project are:

· To identify key examples of where people with disabilities have been welcomed and included; encourage those who have been part of community inclusion to tell their narratives, reflecting on those elements that have made it possible, and how the inclusion of someone has enriched the relationships, group, and even community.

· To identify and analyse the themes in these narratives.

· To present these stories and insights at a CRU Conference (through a variety of forms including pictures, posters, photos, vignettes, recording, and live presentations). 

· To use these insights in working alongside people and assisting them to develop rich relationships.

· To evaluate the project by seeking feedback from those involved in the project, by assessing the quality of analyses and through feedback from the conference.

Project Participants

45 people were interviewed for the project. Of these, 14 people had disabilities, nine were family members or friends, 16 were support workers, four were service managers, one was an advocate and one was an academic. 

Project participants were identified through several means.  Some people with disabilities were personally known to CRU.  CRU’s network was utilised to contact organisations and people who were known to be doing innovative work in the area of community living. Often they put CRU in touch with other people, organisations or families. CRU sent information to the organisation, family and/or individual and this was passed on to people with disabilities who were asked if they would like to participate. 

The original intention was to utilise data triangulation by interviewing each person, a member of their family and a support worker. Due to time, distance and availability this was not possible, however where possible at least two people were interviewed in relation to each narrative.  In this way the accuracy of the information received could be checked and additional rigor could be provided to the research. Service managers and an academic were also interviewed. 

CRU was particularly interested in talking to people who had different kinds of disability, to ensure a wide range of perspectives and experiences influenced our understanding of community participation. Thus participants included people with Down syndrome, acquired brain injury, intellectual disability, cerebral palsy, motor neurone disease, Conrady’s syndrome, autism and a range of psychiatric disabilities including anxiety disorders, social phobia, borderline personality disorder and depression. Whilst we would readily agree with the summary of one support worker,

“What I try to do, is when I get a person with a disability I don’t try to find out much about it…you can work with a heap of people with intellectual disabilities, but each one is totally different” [Alex];

it is important to acknowledge the range of experiences and contexts that are present in this analysis to understand how limited any kind of generalisation about experience, skills, appearance, or lifestyle might be.  What the participants of this study do share – at least those with a disability and their family members – is that all have experience of marginalisation and social isolation at some point in their lives. So whilst we may not be able to generalise specific strategies across all disabilities or all people, we can point to some of the things that assist people who have endured isolation and marginalisation. 

Participants were also drawn from a wide range of locations across Queensland, including Townsville, Rockhampton, Innisfail, Toowoomba and Brisbane.  In addition to this, of the people who presented their stories at the CRU conference several came from even further a field including Gympie, Mt Isa, and Cairns.  

Methodology

This project was initially framed as a “Narratives Project”. Narrative analysis in sociology has developed from the insight that people often make sense of their lives (in interviews as well as everyday life) by telling and interpreting stories.  This insight suggests, “Interview researchers might usefully attend more carefully to the coherent narratives produced in interviews that traditional methods of analysis are likely to obscure” (DeVault, 1995). DeVault cautions that deeper insight is sometimes lost because conventional interview techniques “cut-up” the person. The person’s story is cut-up to satisfy the researcher rather than to preserve the integrity of the individual and their context. 

The project utilised a semi-structured interviewing technique.  Participants were given a brief outline of the purpose of the project, and then simply asked to reflect on their experiences in relation to the development of relationships and community inclusion.  The interviewer utilised non-verbals and minimal encouragers to keep conversation flowing. Prompt questions were then utilised to:

· encourage deeper thinking, eg:

Interviewer: “Do you see part of their role as being to facilitate that social interaction or those challenges?”;

· gain clarity, eg: 

Interviewer: “And that’s the first time on his own?”;

· seek specific information, e.g.: 

Interviewer: “So what was it about that group?”;

· check understanding, e.g.: 

Ben: “That’s the sense of the Waiters’ Union.”

Interviewer: “So it’s like the notion of just ‘being with’?”

Ben: “Yeah. So it’s a sensitivity to find out where the other person is at.”

· However overall the aim was to simply let people tell as much of their stories as they felt comfortable disclosing. 

Permission was sought to tape interviews, and these were then independently transcribed. In four of the interviews written notes only were used. The narratives were reproduced in their entirety for the CRU Conference to honour each participant and ensure that the sense of the whole person and their experience was maintained.  

In order to deepen the analysis, a departure from the narratives approach and a move to a more conventional interview process was then required. Interview transcripts were therefore analysed for points of convergence and divergence and the broad themes and the findings from this process are presented here.  The draft report was then sent to some of the participants and to critical friends of CRU for verification and comment.
A second phase of the project involved discussing and refining the project outcomes with focus groups in Brisbane, Hervey Bay, Rockhampton and Cairns. These focus groups included people with disabilities, family members support workers and agency coordinators. 

Summary of Findings
As explained in the introduction to the project, the central aim of this project is to identify key examples of where people with disabilities have been welcomed and included.  Yet the most powerful finding of this study is how rare these examples are.  

Whilst there were stories of success and friendship, interviews with the contributors with disabilities revealed a much more complex picture. For people with mild intellectual disabilities there were many success stories.  This success is best exemplified by Duncan’s experience, who, when asked how he made friends looked askance, and replied: 

“Oh, all over: from school, at work, at line dancing, at bowling, at camp – why, where do you meet all yours?”

However for those people who had limited verbal communication or very high support needs, real lasting friendships, deep relationships and true community presence and participation were much rarer. 

One woman, reflecting on her life, told us about her physical disability as she constantly experienced pain and struggled to get the simplest of needs met. She mentioned illness, poverty and starvation, experiences of physical abuse, rape, and betrayal by friends and by people in positions of authority. She talked about the devastation of having her children forcibly removed from her, of living in shelters and the fact that she still lives with the constant threat of institutionalisation. But when asked what the worst part of it all was, she simply replied: 

“The loneliness.”
Even more disturbing was the discrepancy between people’s perceptions of their situation and that revealed by their support workers or families. For example, one worker commented: 
“If [Maggie] broke her arm twelve years ago, there would have been no-one to call on. A couple of months ago Maggie DID hurt her arm and I had about 50 calls to make!” [Sonia] 

Yet Maggie admitted that whilst there were people she could call on – this was not the same as friendship. No one would just call her; no one would voluntarily pop in for a cup of tea and a chat.  She often went days without speaking to anyone.  Maggie concedes that this is an improvement, given that when she first moved into her apartment she went a whole year without talking to anyone. However she also feels that she has “slipped back a bit”. Likewise, when Phillip’s support worker described what was happening for Phillip, she was keen to emphasise the positive – and as will be seen in the section on findings, there have been some exciting approaches and positive outcomes – however these pale by comparison against Phillip’s own account of being lonely and unhappy.  

Another example was evident in Miriam’s account of her work with Derek, and the friendships he has made through indoor bowling. Initially Miriam reported that when Derek’s mother had died, a number of fellow bowlers had attended the funeral to support him. Later in the interview she reflected: 
“There wasn’t many reps from the indoor bowls [at the funeral], but there was one, who was a special family friend, and was president of the competition.”  

It appears that what is happening here is that from the external observer’s point of view, any social contact and departure from complete isolation is worth commenting upon and celebrating.  However for the individual these changes may not represent a shift in their sense of connection with the community or with other people.

At the other end of the spectrum Roy felt that “not much has changed” since he had started seeing a support worker and becoming involved in a leisure based program. He felt he had always been reasonably social and that he simply had a broader range of activities in his life. By contrast, Alex, the support worker, explained: 
“When I first met him, he lived under his mother’s house, or his parent’s house, he had his own flat underneath. He had one big recliner chair, a massive TV, thousands of videos.  The other day he rang me up and said ‘Come on round’. So I went round, and the recliner’s there, but now he’s got two couches, so I said, ‘What’s the couches all about?’ and he said, ‘When mates come round I’ve had nowhere for them to bloody sit, I had to buy some couches so they could sit on my couch’.  I went back to [the workplace] and said ‘There’s the evidence!’ It’s so clear that his world has expanded”. [Alex] 

Marina’s story is also of interest. Some of the people around Marina have expressed concern that her relationships are within a disability context and that her relationships are therefore limited.  By contrast Marina says:  

“I have become well known at the local library and Internet place, and I have become involved in various committees and groups, surrounding disability issues. I hope to remain a strong advocate for people with a disability, for many years to come”

On one hand this discrepancy between a family’s or worker’s perception and the perception of the individual may indicate that relationship development can be gradual and that the paid worker or the person themselves may not be able to identify improvements in their life.  On the other hand it may serve to invalidate the experiences of the individual. Friendship is a feeling, as well as a behaviour. Many of the strategies identified below concentrate on changing behaviour as a way to encourage feeling.  Yet as Maggie and Phillips’ experiences demonstrate, having clear strategies that result in people in one’s life does not necessarily equate with a sense of belonging and inclusion and may misrepresent what is actually occurring for an individual.  

An extremely powerful and positive example of this is seen in Ric’s experience.  When Alex first met Ric he was living in an aged care facility and had no-one in his life.  There was no family and his affairs were handled by the Guardianship Board. Yet when he died, over two hundred people attended his funeral, there was a procession of motorbikes from the Harley Davidson bike club accompanying him to the ceremony and the bikers carried the coffin themselves.  Ric did not simply attend outings and enjoy “visits” – he belonged to the community of motor cyclists.  

There are two possible reasons that “good news” stories for people with complex disabilities were difficult to find. The first concerns a general reluctance to tell “good news” stories. One family reported that the crisis based nature of funding means that people appearing to “manage” risk losing their funding if their “successes” become wide-known. Other families reported having experienced a long history of failure and hence tend to treat successes very warily.  In addition to this, individuals – particularly those with psychiatric illnesses - are constantly on alert for signs of illness and treat certain emotions with suspicion or careful consideration. So for example Stella, who manages bi-polar disorder reported being “on a high now – but not high high.”

The second reason why success stories were difficult to locate is that whilst there is vast consensus about the importance of people to be included and to be in relationship with others, there is also a general feeling that no one knows “how to do it” – how best to assist people with disabilities to develop relationships.

“There was a time when I thought you know we were there, but I still think we’ve got much learning about how to do it. I mean we know what we want. But actually how to do it is still a real challenge...”[Jo]

The section on strategies for change details some of the ways in which people have approached the “how to do it”.  Despite the reservations named above, there are many strategies that people have implemented to assist people with disabilities to develop relationships – some conscious and intentional, others less so.   The next section will explore each of these strategies in turn, illustrating how they have been employed in the lives of people with disabilities, their successes and their limitations. 

Project Findings: Developing Strategies for Change
“Beware the school and family who think friendships will happen naturally” (Pearpoint, Forest, Snow, 1993, p. 126)

One of the clear messages from people with significant disabilities, their families and workers was that relationships very rarely occur for people with significant disabilities spontaneously or easily. The more significant and obvious the disability the more difficult real participation and real friendship becomes. 

However, the other clear message is that such rich relationships are possible and that the strategies employed in the development of relationships are often the same strategies we use for ourselves and other members of our families, only used more consciously, explicitly and deliberately. 

Across the forty five interviews there were five points of influence for relationship development. These are:  


[image: image1]
Locating Strategies for Change Within The Individual
This approach argues that because of the marginalisation, segregation and wounding experiences of people with disabilities, many people do not learn how to establish or maintain relationships. Within this approach, the strategies identified are dedicated to assisting people to feel a part of their community, to improve their ability to communicate with others, and to learn the skills of relationships.  In locating the responsibility for change within the person with a disability, the constant danger is that the needs of people with disabilities will be seen to be caused by their own deficiencies.  The alternative view we wish to emphasise here is that individuals have their own skills and abilities and can be supported to strengthen and apply these in developing relationships.

Community Presence and Participation 
As Nail Barringham suggests, “we cannot manufacture friendships for people – but we can help people to meet others so that they can choose where they want to head in those relationships” (Newsletter no 13, p. 1). Similarly he argues, “We suggest that community building is both a science and an art – involving both imagination and structure. We can take planned, purposeful, deliberate steps; we can work with helpful, appropriate models and strategies; but we also need to acknowledge the ‘magic’, the ‘spark’ and work with the energies in a relationship as ebbs and flows occur” (2003, p. 1).
This section details some of the structures and purposeful planning that people have engaged in to try and maximise the opportunities for such sparks to ignite. 

The movement from family or institutional living into independent living can be overwhelming and a number of developmental approaches were employed to assist people to avoid isolation and to feel connected to their community. 
When Duncan decided he was ready to leave home his family was concerned about his potential isolation and were keen to support him to develop skills that would assist him to both live independently but also be in a position to welcome others into his home. Firstly, the next-door neighbours happened to be travelling overseas, Duncan moved into their house, house-sitting for the period they were away.  Next, he moved into a share house where he was able to meet new people and learn to look after himself – whilst at the same time having meals provided.  Finally, he moved into a house in the same suburb as his family.  In this way Duncan gradually acquired independent living skills, with his family acting as a safety net at all times.  The success of this strategy can be seen in the fact that Duncan now lives by himself and has learnt to cook and has invited people in for coffee and afternoon tea.

When Phillip moved from an institution to his own home in an ordinary neighbourhood, a number of strategies were put in place by his support workers to assist this move. Firstly Phillip was provided with a map of his local area.  For several days he would go out with his worker, in larger and larger concentric circles getting to know the neighbourhood.  They would mark on the map anything of interest to Phillip, eateries and restaurants, local amenities, local services, shopping centres etc. They noticed what times neighbours were likely to be at home, or in their yards and timed their walks to coincide with these events to encourage casual conversation. They also examined the local noticeboards in churches and halls to see what activities were conducted during the week. Thus the strategy used to assist Phillip was one of gradual knowledge expansion. 

Miriam uses a similar strategy in assisting people to enter new groups or social settings:
“One of the people I support has a disability in anxiety, finds it really difficult to go into a group for the first time. So I might go and visit it myself. So I can know the layout of the room, who to speak to, what happens, where we need to park our car, everything like that, so we’ve got all that information before we go into the activity. And we might actually do that, and we might actually have a trial run first, we might not actually get into the building, but we might go for a drive and find out where it is, and all that sort of stuff, and take it step by step.”

For people with little or no verbal communication the challenge of developing friendship is even more difficult.  They are assumed to be unable to communicate and hence often become invisible within a group.  Thus the first task is to create the presence of a person within their community.  For example, both Miriam and Jen talk of the importance of physical placement, supporting the idea that with physical access to a person comes social engagement. Miriam explains: 
“They walk past for afternoon tea, because there’s two long tables, and she has taken the decision to sit at the end of the long table, everyone has to walk past to go to afternoon tea or morning tea or whichever way it is.  But they all have to walk past in order to get their snack.  So she’s placed herself there, which I think is a really positive thing.” [Miriam]

Likewise when Phillip and his support worker, Jen, attended the Senior Citizens’ Club for the first time they chose a seat near the back of the hall where people entered.  Immediately they noticed who smiled at Phillip, who made good eye contact and who said hello. Jen then made sure that Phillip was introduced to these people. 

Communication Aids

The second main strategy utilised is to assist the person to physically communicate with others. If the responsibility for change lies with the individual then they need to adjust their communication, verbalise more, use clear gestures or signs or employ physical aids that will assist them to be understood. Employment of technology provides many opportunities for a range of people with disabilities. 
“For one young woman in particular, Sophie, she's at the computer there, it just became something that she was totally passionate about and has unlocked a lot of doors for her… she was considered to have challenging behaviour and a "problem person" five years ago, and certainly no one would speak about her like that today, … [now] she's started to gesture more and vocalise in a way that was more…people that were able to comprehend her and, she's also been very encouraged to use her computer skills, and that's been quite revolutionary for her because there wasn't a lot that she was interested in for quite a number of years.” [Gillian]

Similarly, the Latch-On (Literacy and Technology Courses: Hands On) literacy program for young adults with Down syndrome, based at the University of Queensland, has worked with the University of Queensland library to develop an email server that only requires simple passwords.  Through this the students have been encouraged to utilise email as a way of developing relationships.

Other less technological resources are also utilised to assist people to communicate.  For example, Cecelia uses a book of photographs to accompany her communication board so that people can immediately identify whom she is referring to.  

Derek has difficulty remembering names and events and so carries a diary with him to all bowling events, and if something’s coming up that other bowlers think Derek will be interested in they diarise the event for him: the dates, what times, what he’ll need, whether he needs to bring lunch or money for lunch, etc. 

Although Bill cannot read or write, his mother helps him keep a scrapbook of his football experiences to help cement the relationships in his life and remind him of the people in his network. His mother explains: 
“You know if it was an away game, you know Charters Towers or something you'd say "What was it like today?" and he'd say "Mum, I reckon they're playing like a mob of girls" and so I'd write that in - and you know it makes quite good reading actually”. 

Informal Teaching: Modeling

In assisting Duncan to take responsibility for developing relationships, Duncan’s mother ensured that Duncan learned the skills of meeting people by teaching him to introduce himself to others, such as the owner of the local newsagent or corner store. His social confidence meant that when the family moved interstate following Duncan’s schooling, Duncan had the skills to begin making friends in his new community. The outcome is that he knows more people in the town than the rest of the family, and when walking down the street is greeted by numerous acquaintances.  His mother simply smiles and says, “OK, now who was THAT?”  
Similarly, in assisting Roy to develop appropriate social skills Alex uses a mixture of talking through issues with Roy and modelling appropriate behaviour.  For example, he models how to shake hands and use people’s names, how close to stand to people, and how much to disclose.  He even explained to Roy how to talk to and romance women, the consequence of which was that Roy was able to develop an intimate relationship with a woman for the first time in his life. 
“I never really socialized so much with girls. I always seen that I’m missing out, like to get a girlfriend and settle down. Have a relationship – I’m not getting any younger. But I always had mates. I always had girls as friends, but I always like to have a little bit more. And talking to Alex, you get that you can’t push. You can’t push.” [Roy]

Developing Roles

In almost every interview conducted the importance of “roles” emerged as a conscious strategy.  In other words, if the roles individuals are in are perceived positively, then the individual is also perceived positively and recognised as contributing to the group.  Valued roles help give individuals community presence, and also assist others to understand how to interact.  Roles therefore help provide contexts and mental maps for interaction. 

Meg points out the importance of authentic roles – as opposed to those artificially imposed: 
“[In the hospital] I worked with people who felt valuable because they served the daily meal or they cleaned the table…I think it's wrong of us to take that away from people. I know we took it away and provided sheltered workshops where people were paid a minimal amount of money to do some boring, repetitive task, but often people just want to work within a community structure, not have to get up and go to work to put mop-heads on mops or something and I think, I think it's sad that we've done that, with all the best intentions.”[Meg]

It also important that people are perceived in multiple roles, both formal and informal – not only does this add to the authenticity and sense of belonging but it strengthens their value and links within a group.  For example, whilst Bill’s formal role with the local football team is that of “assistant coach”, and involves assisting the coach by ensuring there is water for the players, fetching necessary items for players etc, informally his role is even more valuable as his mother, explains: 
“If they'd lost and everyone was gloomy and everything, Bill'd think of something funny that'd happened maybe two weeks ago, you know. Because he's got a memory that, like that sort of memory, you know, and he'd have them all in the bus in fits of laughing because he'd come up with something that happened a couple of weeks ago, you know that was quite funny to all of them” 

Recreation: Roles and Networks

One of the most common methods of assisting people with disabilities to develop relationships is through recreation.  The hope is that by linking with people who share interests, real friendships will start to develop.  In some cases this is highly successful, for example:
“I started going to the meetings and they’d have groups, uh like, barbecues about once a month. Um, cards, and game nights, and you always had to ring people...we started getting together at someone’s place and all that and then we’d go to Crystal Creek for a whole day. And have a barbecue get together. And they were people of my standard.” [Stella]  

The “Inclusion Works” agency in Townsville assists people not only to access recreation but ensures that they have appropriate skills and/or equipment to gain legitimacy in their role. They have a one-off grant that funds their “Skills Bank” – a fund that can be used to provide people with disabilities assistance, in the form of training or equipment, for developing skills.  For example, through their Skills Bank, Inclusion Works assisted Roy to buy his own paddle for canoeing.  They also ensured it was a high quality paddle with a slightly different design.  Thus for Roy, having his own paddle was an enabler not only to paddling, and to being a full member as opposed to a novice, but also to being able to develop relationships with people in the rowing club as his paddle became a point of interest and a conversation piece. The Skills Bank is therefore a strategy in itself, facilitating people’s access to social enablers, improved confidence and meaningful participation. 

However for people with complex disabilities, particularly verbal communication difficulties, involvement does not necessarily lead to deeper friendships. As Miriam comments: 
“[T]hey’re the hard ones.  They’re the ones that take that extra bit. I’m working with one lady at the moment who has no communication, at an embroidery group.  She’s been there for a number of years and the group just, yeah. I can see it’s one of those ones that just aren’t going to work…everyone walks past and says ‘Oh what are you doing today?’ and ‘Oh isn’t that beautiful?’ and ‘How are things going?’ and 'Who’s this going to be for?’ So that sort of thing happens, but it only happens for a short period of time, you know. And then, they go back to their own thing.”

On the other hand, one of the most successful recreation relationships was born purely out of a love for Harley Davison motorcycles.  Ric was 30 years old, with no verbal communication, and residing at an Aged Care facility. Upon visiting his room, the support worker, Alex, was struck by all the pictures of Harley Davison motorcycles adorning the walls.  He met with members of the local Harley Davison group and arranged for Ric to meet them at the local bike shop prior to their Saturday morning ride:
“I just asked if he could come in. Asked Dave if he could come in and would it be a problem for his business to cope with. Dave was in the chapter and it never was a hassle, you know, nothing was a hassle…we rolled in, Dave knew we were coming, we rolled in and it just kept growing…we would turn up at 10.30 and there'd be people here, waiting for him. You know, no one asked them, they just knew, we put it in a newsletter, they, they have a newsletter and I asked if I could put in a box saying, you know, come and meet your mate Ric…and they just turned up and when he wasn't there, all of a sudden one day, he was sick, people were turning up and they went "Where is he?" they weren't just coming in…cause, he could only go yes and no but he was, I tested him at one stage, they used to always take the piss out of him and he would laugh, and he got the jokes and he used to, he used to actually get very animated when he got here. He was a different person when he got here. And they just kept turning up and turning up and turning up.”

One of the important differences between those who are included and develop real relationship and those who simply attend a group is the social element of the group – what occurs outside the formal setting.  Thus for Ric, not being able to ride a Harley did not prevent him from being included because he was able to join the group at the beginning and end of their rides, for their barbecues and other social occasions.  Of the Harley Davidson chapter Alex comments:
“…whereas this one, they'll ride most weekends, but the structure isn't built around the rides, it's built around the comrade, comradeship.”

For Bill, attending the local football training is his formal association with the group – but it is being able to attend the bus trips to away games, and to join the team at the pub afterwards that cements the friendship.  As Alex comments: 
“Well, that's where friendships are made. Everyone can have an interest, but it's, it's not often…I mean when you play basketball, you don't often make your friendships on the court, it's in the timeout and beforehand and that's where we meet, that's the important times”.

Thus in seeking appropriate groups for recreation, one of the important questions might be: what does this group do socially?  Do members meet at other times?
The recreation model is seen as having some significant limitations.  One of the employment service managers was sceptical of placing too much emphasis on recreation: 
“Groups and organisations and clubs, sometimes have a lifespan as well. For example you help a person get into a Lion’s club but that group folds – it means that person’s whole network is just dropped.“ [Jo]

Similarly, Terri asks: “Do we want people to recreate their lives away?” 

Most importantly a life filled with recreation does not emulate how most people spend their time and in this way can actually act as a barrier for the development of relationships outside of the disability community. 
“We've made attempts to run some things on weekends, you know where we've invited young people from the local community to come and participate in things but I find, I found that it didn't work, and I don't know whether it's something to do with Redcliffe or whether young people have already got, you know, got things to do or as my daughter said to me, who’s 17, "You know, Mum, most people don't sit around and say 'Oh, well I'm going to go to a screen printing workshop on the weekend'" [Gillian]

Likewise Lydia observed that whilst her life was now filled with social opportunities through clubs and organised activities what she would really like is to be “hanging out with people…rather than doing formal things like coming to meetings and stuff like that”
Work: Roles and Networks

The second main strategy used for connection with other people through roles is the workplace, either through formal employment access agencies, or through work experience programs.   Work is seen as a means of developing meaning in a person’s life.  As one parent explained: 
“I think as long as Kent has something to look forward to, something to get up for in the mornings, like most of us, if he has a reason to get up in the morning then life seems to make some sense.” [Lauren]

Like recreation, the work task has to be authentic.  In reflecting on Kent’s work experience which includes volunteer work at a community centre and a poorly paying newspaper run, Lauren reflects, 
“He sees it as doing things over a period of time and there’s nothing coming back.”

An alternative approach to work experience is being trialled in Innisfail, where people are offered an opportunity to spend time at a workplace, not to gain employment but simply to access a broader range of experiences and networks. Terri told the story of a young man she works for who uses a communication board and some sign language to communicate.  Terri arranged for him to spend three months at the local fire station. One of the members of the local fire-fighting unit was a little standoffish until during a routine safety inspection the young man drew his attention to the faulty fire engine light. From that moment the young man was invited to attend the fire station’s “smoko” any time. Although Terri originally used what she calls the “charity model” i.e. approaching charity groups such as Lions and Rotary for assistance in finding work placements for people, she found she received a much better response when businesses were addressed directly – on reflection not so surprising given that this is how people without disabilities usually gain work experience!  By contrast, Jo has been developing a “partnership approach” with local businesses. This has involved formal partnering between disability organisations and key businesses, guest speakers and breakfasts, and more recently the development of a Foundation. 
“The President of the Chamber of Commerce, said look, I want to employ someone and I want to lead the way in doing this, and then you can use that example with other employers, so he employed Mia at his company, and um, you know she was unskilled, she hadn’t finished school and ah, she was working for two hours a day, that’s all she could work to start with and after she’d been there – she’d been there for about nine months – and we were very tempted to leave her there because it was all very comfortable, but this a young woman that needed to move on and so we actually got her an admin traineeship at DEETYA and she’s doing an admin traineeship now with no support.  We catch up every fortnight, it’s a really feel good sort of story.” 

 Roles and Home

One of the themes that did not emerge as strongly as anticipated was the importance of home based roles, such as the role of host, home-maker or neighbour.  These are powerful roles, strongly connected to the home and a sense of belonging and identity, yet only two people commented on the importance of these roles in their lives.  Both Duncan and Maggie mentioned that no one called in for a “cup of tea”, although Duncan’s mother did note that Duncan had learned how to cook. 

One of the key areas of debate in social role theory is the role cycle: is it the role, which comes first, or the competency? By placing someone in a role do the attributes of that role automatically get conveyed – or is it only when they develop the relevant competencies that the role becomes recognised? For example, does providing Roy with his paddle guarantee him of a transition from the newcomer role to participant role – or is it the skills he gains through use of the paddle and the commitment to the team that this represents that assist the transition? This debate suggests that in the longer term, there must be strategies in place to assist the person to develop the competencies associated with any formal role they are encouraged to fulfil. 

Mitigating Characteristics

Another way in which the individual can contribute to change in relationships is through the development of what are called mitigating characteristics.  It has been demonstrated that people who have characteristics that “mark” them in some way have a more difficult time in developing relationships. Mitigating characteristics help diminish this mark in some way.  For example although Duncan has Down syndrome and his physical characteristics “mark” him as having Down syndrome, his friendly nature and strong interpersonal skills mitigate the initial negative perceptions a person may have.  Psychological explanations of loneliness and attraction demonstrate the importance of mitigating characteristics. The three main determinants in people’s attraction to each other are: 

· Proximity and frequency of contact;
· Similarity of beliefs and behaviours; and
· Physical attractiveness (Callan, Gallois & Noller, 1986; Hewstone, Stroebe, Codol & Stephenson, 1988).
Thus if a person who is “marked” in some way – for example, through disability - is seen regularly by people, understands and reproduces the rituals of social exchange and shares common interest with the people he or she meets, and is physically well presented, this will help mitigate the impact of their disability. 

Formal Programs

Finally the ability to form a friendship can be seen as a concrete set of skills that can be taught and transferred via a formal program.  One example of such a program is “Latch-On”.  Although the course teaches the skills of relationship development, the researcher, Dr Karen Moni is keen to point out that relationships must be context bound.  Karen feels that the Latch-On program works because it is essentially about literacy – relationship development is not the focus – but it is through literacy classes that the students come together and have a context for friendship, and hence discussion of friendship emerges. 
“What we provide here and I think what’s really important is that friendships arise out of a particular context and here we have a group of people who are working together, in a classroom situation, where what we find is that friendships are arising and that we’re having to deal with issues relating to relationships and friendships all the time.” [Karen].

Karen finds that because the students work in a close group for a long period of time, and are working with ideas and communication, the building of friendships has emerged as an important part of the program. She says: 

“To make friends you have to be able to understand a lot about social skills and also how to have a conversation…it's one of the problems that we've found that our students have is that they're not very good at holding a conversation, not very good at asking questions or active listening and stuff.”  

Karen suggests that part of this difficulty stems from other people – particularly parents and siblings acting as interpreters and effectively silencing people with speech difficulties. Thus much of Karen’s work is about encouraging the students to find their voice and to gain confidence in speaking for themselves. 

“We do a lot of work about trying to get the students to understand and use social routine; so every time somebody comes into the classroom you know the students always introduce themselves, they always talk about what they’re doing”

By social routine, Karen is referring to the rituals of conversation and patterns of interaction.   
“Somebody else is always there to jump in and interpret or to make the conversation … so rather than fill in the gaps we need to keep asking questions I think. "Did you have a good day?" "Good" "Well, what exactly did you do today?" "Good" "Well, what did you do in the morning when you got here?" "Oh, we read" "Oh, did you? What did you read?" so you know you kind of have to… and all of that takes time.”

It would appear that family dynamics act as both encouragers and inhibitors to the development of social skills. Karen reflects that brothers and sisters are very important in bringing other children into the home, including children with disabilities in ordinary activities and ensuring time and resources are shared. On the other hand they also often act as protectors and interpreters. 

Skill transference is also an issue in many of the young people Karen works with – either they have never learnt how to transfer skills from the family environment into other environments or they fail to recognise that some skills and communication styles are inappropriate outside the family home. 

The nature of friendship itself also causes difficulties for some people; hence the program purports to teach people how to be a friend: 
“A lot of the tensions are about issues that you know so and so is my friend and then um well how do you stay friends with that person? So, the kind of things that we think are important then are, and the kind of skills that we think are important is understanding things like what it means to be a friend, that friendship has rights and responsibilities so that while friendship provides some intimacy and closeness there's also some responsibility in terms of confidentiality, treating somebody kindly, not telling secrets, you know being nice to them and understanding that friendships have boundaries and we find that that's probably important here because they get attached to their teachers.” [Karen]

Karen points out that whilst modelling is important, the success of modelling as a teaching method is dependent upon who the individual chooses as their model. For example, she reports that many people with intellectual disabilities use television characters – particularly soap opera characters – as imaginary friends, and use them to model other relationships upon.  Yet the friendship of soap opera is “dramatic, fraught with difficulties and fabricated” (Jobling, Moni & Nolan, 2000 p. 236) and many people do not realise their fantasy nature.

A number of other programs also utilised modelling to teach constituents the micro-skills of friendship. For example, Lydia was helped to recognise the ways in which inappropriate ways of talking to people acted as a barrier to friendships: 
“I've been asking too many questions of constituents and trying to be friends that way rather than just being a friend, and ask them too many personal questions” 

Similarly, Roy found he needed to learn how to manage interacting with different people: 
“You know, like my personality to another person’s personality is different, no one is the same. And that’s in general life. And in the club I used to come up to Alex and straight away go off my head about somebody like that. And I find now you know, that person wasn’t doing it at all.” [Roy] 

Potential Friends: Locating the Responsibility for Change Within the Other
The second set of strategies locates the responsibility for change within “the other”, or what one participant referred to as “the potential friend”.  At their most basic level these are solution-focused strategies that begin by asking 
“What would it take for others to WANT to converse or to be in relationship with this person?”

Creating the Desire

Patricia recognised that it was important that other children would want to be with Duncan and one of the key strategies used during Duncan’s childhood was to hold fantastic birthday parties.  They were never elaborate – but they were always theme based, great fun and were anticipated and remembered by every child.  Such was the impact of these events that Duncan, now 27, has maintained many childhood friendships, is invited interstate to attend the birthdays and weddings of these friends and often talks to them via telephone.

Whilst on one level this sort of strategy may be perceived as artificial intervention, McVilly (2001) contends that one of the myths of friendship is that they occur naturally and that they cannot and should not be facilitated.  He suggests that for most of us, our friendships have been facilitated by others (eg family members, work colleagues or other friends) or they have been made possible by various environments or opportunities to which we have gained access (eg school, work, community groups) either by our own means or the assistance of others.  Because people with disabilities may experience disconnection with families and friends or difficulties with mobility, communication or comprehension, “some of the strategies we could need to use may not be those that are regularly used by people in the general population.  However, in attempting to support people with disability achieve many of life’s ordinary experiences, we frequently need to go to extraordinary lengths” (McVilly, 2001, p. 8).  

As Susan, a support worker, acknowledges “Relationships are challenging for all of us”, they are usually transient, often fraught with difficulties, they often don’t last and the strong relationships – what Susan referred to as “root relationships”, - such as those formed at school or in the family, become harder to form the older we become. Thus it is important to avoid romanticising relationships and to ensure our expectations are realistic.  The difference is that for people with disabilities “natural things are made more difficult”. Thus there are physical barriers and mobility challenges that create awkwardness and self-consciousness and that act as a barrier to relationship development. Reciprocity in a relationship may also be more difficult for a person with a disability. This may create power differentials that need to be negotiated by both parties. It is also important to recognise that friendships work at different levels and there are gender and generational differences to these. Susan also points out that ours is a highly verbal culture and that being silent is not natural or normative. To be in relationship with someone who has minimal verbal communication requires a conscious “unlearning” of some aspects of our socialisation. 

So whilst people with disabilities may require different strategies or even may require people to go to extraordinary lengths – the bottom line is that meaningful  relationships are possible. Yet as Susan has observed, “one of the widespread assumptions in our society is that people with disabilities can’t naturally form friendships with people without disabilities”. She argues that this myth is so pervasive that people actually form barriers to prevent the possibility arising.  

Removing the Barriers

Often encouraging the responsibility for change in other people may be a simple matter of identifying and removing the barriers that may exist for them. For example, whilst Phillip’s placement at the door of the Senior Citizen’s club, mentioned above, enabled him to make eye contact, exchange smiles and nods and meet people who might be willing to relate – it did not actually lead to relationships. It wasn’t until the President of the Senior Citizen’s Club put a notice in their newsletter welcoming Phillip, and explaining how Phillip’s communicator worked that people began to take the opportunity to introduce themselves and strike up a conversation. The resistance has resided in the people – not Phillip.  They were intimidated by Phillip’s chair and communication board and were not sure whether he would understand them.  

Smoothing

The expression “smoothing” refers to the process of encouraging natural communication, assisting people to get past their embarrassment and self-consciousness in their interactions with people with disabilities, and acknowledging the struggle:
“There are some issues in there too, about the fact that people are communicating in their own way, it’s, sometimes, it’s just that we don't understand what their communication strategy actually is. I'm actually trying to communicate with you and say something to you, but you're not understanding, you’re not taking the time to listen to what I'm actually saying. And I know that's really hard, I know, I know that's difficult too, to take the time or to even be prepared to feel embarrassed and to say "Well, I'm really sorry I don't understand what you're saying, could you say it in a different way or could I ask someone to help us?” And I think for a lot of people that's extremely difficult, and that’s simply because they're just not, we're just not attuned” [Gillian]

Similarly Jo points to the importance of being realistic about people’s attitudes and expectations, and how this is demonstrated by language and behaviour: 

“Sometimes we live in our airy fairy world and we think the whole world’s just wonderful and then, it’s good to know what people are thinking, and that they don't always use the same words and terminology that we use.  I think in some ways we’ve got to get used to that. I know I used to be very quick to pick people up and so on. “That’s not the right way to say things and refer to people and...” yeah, but if we’re talking about people getting involved in community, well, that’s what community is all about.”

Time

The experience of awkwardness and embarrassment was a constant theme in the interviews, and a number of people pointed to the importance of time in working through this and in establishing relationships. As Marina explains: 

“Initially I had trouble with the other students bullying and teasing me, but as I got used to the school, the school got used to me...At first I had some difficulty making friends with my fellow students.  However, as time went on and they got used to my communication, I made many friends.  They even asked me to tell them about Cerebral Palsy!”

For some people, it takes time to be able to move out of a token status into a role that enables them to be seen as friends and participants: 
“And they see [Billy] now as a contributing member of that club, but the reality was, when he first went there, he was a project.” [Jo]

Working from the Most Positive Assumption of Others
In their excellent work on helping people with mental health challenges to belong, Neil and Penny Barringham  (2002) suggest that one of the most important steps is to work from the assumption that people are willing to engage and to assist. This positive assumption about the motivation of others helps shape the likelihood of their involvement in a person’s life. 

For example, Bill’s involvement in the local football team stemmed from the willingness of the coach to let him come along and to look at how the team could involve him. Similarly, Derek’s friendships in the bowling team was influenced by one person: 
“This lady sort of came out from the group and sort of took on a mother role. And she was just the most loveliest lady, just took him under her wing and if he needed a bit of – he had played indoor bowls off and on, so he knew the basic stuff, but if he was struggling a bit she’d take him for ten, fifteen minutes before they started and would give him some coaching lessons and just sit down and talk to him. Because when you rock up to indoor bowls you pay your money and then they have ten-fifteen minutes waiting for everyone to arrive and have morning tea together, so you sit down at the table and whatever else and then you get put in your teams and stuff.  He just automatically, or she automatically would bring Derek into that circle of friends that she had within the indoor bowls groups as well.” [Miriam]

Similarly for Ric, the rest of the Harley Davison chapter mirrored Dave’s attitude of total acceptance.  
“I don't know how it happened. I don't know, [Alex] just walked in and just said, "We'd like to do this" and I just said, "Can't see a problem with that". It wasn't a problem. Not one person said, "Oh, I don't want him here". Not one. And you know, that's the way it should be, that's what it comes down to. There shouldn't be a problem, he's just another human being…The thing that annoys me is tokenism, you know, this is our token disabled person sort of crap, that's bullshit, you know, that was never, never the thing with the club or the people involved. Here's Ric, okay, he can't ride a motorcycle, he likes them, he likes a drink, he likes a laugh and that’s it.” [Dave]

Some of the means by which people assisted others to become involved included: 

· Utilising their own networks
· Encouraging purposeful rather than functional communication, by giving hints about what the person likes and dislikes, what their interests are etc. For example, when Celina is meeting people, her support worker Brigid makes sure people have a glimpse of Celina beyond the present moment by mentioning what Celina does and what she’s interested in.  For example, during a casual conversation with some local people in Celina’s community, Brigid reflected that it was a shame the local pool would be closed the week of Christmas because Celina loved swimming.  One of the people said “I have a pool” and offered its use to Celina. They then arranged a time to come over.  When they arrived two other families had been invited.  Celina’s circle had immediately been expanded. 
· Identifying networkers – the people who will not take a friendship role themselves, but are excellent linkers and can introduce the person into a much broader network of people.  Ruth’s use of “people connectors” described below, is an example of this kind of work. 
· Understanding how and what to ask people for: 
“If I come up to you in the street, and you don't know me and I ask you to look after my, look after my child and you've got to do this, do that, you're going to go, "No way, mate". If I come up to you and say "Could my child play on the playground? Could you just keep on eye on him while I just dash into the store? I'll be straight back, and you can see me from here", you're going to go, "Ok". So you've gotta, you've gotta not ask for everything straight up, um. I would go in…I mean I must have asked Dave to do 20 or 30 things over 3 years but it was a case of just saying, not asking for him or Tom to do any more than would make it a hard thing to do. And eventually, and I mean it was simple, like I just went, I was talking to Dave and said "Look, it's Ric's birthday next week, I'll have to get him a drink, wad’ya think I should do?" Next thing I knew it there was a notice in the newsletter.” [Alex]

· Connecting with people who have valued roles within the group and identifying the power broker within a group and using their leadership
“Well, Dave said it there and I would agree with the statement that it's not really, there's no really one person which is powerful, I would say that that group has 10 of all the same people and each have, each do a different job and have a different level of influence, ah, but most organisations we go into, there will be someone who has the power.” [Alex]

· Creating the space: many of the support workers recognised that because they were seen as carers rather than friends, their presence acted as an impediment to relationship development and stifled the leadership of others: 
“Until I moved back, it wasn't happening and when I moved back, it started happening. People in, in our industry…well, Inclusion Works, this is our theory that you need to let go and allow other people to come and fill…if you stay there you are always going to be seen as the worker or…so until you take yourself out of the equation…it was a case of once I left, it was easy. I had basically left in January and was just sort of monitoring, and that was it…things like membership happened, and Tom would just organise activities every so often that were inclusive of Ricky…” [Alex]

When all else failed, many of the workers interviewed used tactics such as deliberate incompetence to encourage relationships when none were forthcoming. After monitoring the group for some time and ascertaining the risk, they would deliberately turn up late, leave early, plan phone call interruptions and double book themselves. Kaylene commented that being able to let go of ego was essential to making this work.

· Maintaining a “monitoring” role
“Because of people’s illness, they can be doing really well, be really competent in what they do, but they have an episode where they become unwell and then you’ve got to be back there.  You’ve really got to keep contact with people on how things are going and you may have six months of the year where everything is fine and wonderful, then all of a sudden one day it’s like somebody’s world has fallen apart and you’ve got to be there to help people get things back on track again…Not that I think you should hang on to people in terms of service provision – but I think they should feel like they can come back if they need to.” [Jo]

Similarly, Meg comments: 

“It’s also very, very important that people coming from that horribleness have friends, friends in the background who if they see something beginning to go wrong can just sort of gently step in and help the individual to get it back on track”. [Meg] 

The main “support” needed therefore appears to be the need for a personal safety net – not the role of friend or rescuer, but someone who will monitor how things are working for someone and step in should relationships start to falter. A person in this monitoring role would step in to generate more options and create more opportunities – they would not seek to fill the gap themselves. As Jo suggests the role may be provided by a paid service, whereby people can easily come back into the service on a needs basis.  However more beneficial is the unpaid monitoring role – someone in the person’s broader network who is present in their lives and has a sense of when things may be falling apart and extra encouragement or opportunity is required. 

Locating the Responsibility for Change within the Support Worker: Exploring the Tensions in the Role
The Paid Support Worker

What is striking in nearly all the interviews conducted was the prominence of the Service and the Support Worker within the lives of people with disabilities, and as a result, their intrinsic link to relationship development. This prominence can be either a useful counter-strategy, or a contributor, to people’s isolation depending upon the way in which the support worker role is framed, as McVilley reflects: “[W]hat are we doing to promote and enhance the social and friendship networks of the people with whom we live and work each day? Do we consciously and actively support the development of meaningful relationships in the lives of people with disabilities? Do we consider this to be part of our role? Or is this an area of work we find to be too difficult or even too dangerous?” (2001, p.3).

Unfortunately, as van Dam and McGill observe (1995), the presence of paid staff most commonly acts to mediate rather than facilitate relationships between people with and without disabilities – including those between family members.  One of the consequences of this is that people with disabilities often have their closest most intimate relationships with paid staff. Whilst some authors would see this as evidence of a social model of disability and therefore a refreshing alternative to the dominant medical model of influence (Coles, 2001), van Dam and McGill retort, “These are entirely inadequate relationships.  Mostly they will pass as staff leave (frequently sooner rather than later).  These relationships are not freely given or chosen, they are artificial, they do not grow and develop and there is no opportunity for reciprocity.  Generally staff do not need to draw on the person with a disability for support, making the interaction an unequal one” (1995, p. 6). 

This tension was observed throughout the present research. There appears to be little formal boundary exploration within services beyond the legislative instruction around duty of care, and occupational health and safety, and it is often left to personal styles, values, and interpretations to negotiate this area of the relationship. Yet the way in which the worker interprets their role or the role is shaped is of particular importance to the development of relationships in the lives of people with disabilities.   Are workers seen as helpers? Minders? Friends? Facilitators? Employees?

“[T]he only way I can really enjoy my work, is to do it with my heart and soul and when I’m fully into it I do sometimes find myself in a situation where I can say something that will promote this person’s relationship with somebody else, or I can just stay quiet and stay out of it and leave it – I usually take the option of saying something that will support or promote the relationship outside of the actual worker”. [Ben]

There is also a sense of having to constantly renegotiate the boundaries between the support worker and the person with a disability, so that the relationship is never settled or secure:

“Sometimes in that mode of thinking, they actually challenge my friendship and say well ‘Are you a worker or are you a friend?’ And I go ‘Well, I really want to be both” [Ben]

Likewise, Lydia observes: 

“There’s a worker and constituent boundary and um I’ve kind of had trouble with that before…it’s hard though, it’s hard. It must be hard for the worker as well I mean.  But, but then again I mean they probably wouldn’t want to be friends with me anyway.”[Lydia]

Even for those workers who do seek to blur the boundaries between friendship and support worker, there is still a struggle: 

“For me I still have a lot of questions about that – ‘cause I recognise they need to have that freedom – to have a go at me, or to correct me or to sack me or they do need to have that freedom, but at the same time, I’ve told everyone I’m working with I’m hoping to remain in this job, like this is my chosen career.” [Ben]

In this case, the struggle is evident within Bob’s language: on one hand he uses the word “friend”, yet on the other, he refers to his “job” and his “career”.   
Sometimes the relationship naturally evolves into friendship.  For Stella her support worker Trish “is just like a daughter”. Likewise, whilst Alex and Roy’s original relationship was that of support worker and client, their mutual love of paddling has brought them together in shared social activities outside of their agency interaction.  In order to make this work, Alex and Roy have had a number of explicit discussions about worker-client and friendship boundaries. In a similar vein Susan notes the gifts support workers bring to a friendship, including the physical comfort with the person and an understanding and acceptance of who they are, and suggests that “Staff who leave should be hounded [to maintain the relationship]”. Susan reflects, “there is intimacy simply through being with someone - I can’t imagine how we can deny what might come of that”. 
Yet for other people, the distinction between worker and friend is very clear:

“I can’t trust most people but I can trust the worker because I PAY them to be trusted.” [Maggie]

Regardless of how the relationship is interpreted there was broad agreement that the quality of the support worker relationship is particularly important: 

“If you don’t have that [quality] then you don’t have linking” [Gillian]

In other words, whilst the support worker is not the answer to relationship development, without a quality relationship, there is little chance of finding the answers elsewhere because the links and opportunities will not arise. 

“A worker who observes and follows up all opportunities for connections. …manufactures opportunities by ensuring a person will be in a place where they will shine.” [Sonia]

Brigid’s work demonstrates this manufacturing of opportunities in her work with Celina. Brigid is highly critical of the kind of activities and outings she refers to as “coffee shop tourism”, whereby trips to coffee shops and shopping centres are substituted for meaningful activity and community connection. However she also suggests that the coffee shop model can be made to work if relationships are built into the experience. She also notes that this process takes time and there must be a reason for the relationship to develop.  What Brigid recognised however is that retailers in suburban areas are very dependent upon return custom. The coffee shop model works IF you return to the same place each time and IF you make an effort to develop the relationship. For example, after introducing themselves to the local coffee shop staff, Brigid and Celina found out people’s names and rosters and made sure they attended the shop at the same time and same day. (In this way they were also utilising the strategy of proximity and frequency of contact, as previously mentioned). 

The support worker is also highly important in establishing the image of the person with the disability. Brigid reflected on the typical scenario of the worker shopping with the person with a disability – often walking ahead, making no effort to connect with people in the shops:  “The person is there – but they’re not”.
Brigid looks at how families new to a neighbourhood make friends. They often will use their dog, or use their children or go walking – routine is very important.  She talks of her experiences with Craig, whose workers did a beautiful job on his garden. She turned up to find one of the workers watering the garden bed.  She immediately asked why they were doing it?
“If we wanted nice plants we could hire a gardener – this is an opportunity.  Craig needs to be in his front yard, being seen as the owner of this beautiful garden, being recognised by the neighbours”.  
Brigid suggests that many workers fear repetition and the result is a whirlwind tour of different cafes, shopping centres and activities. Yet as Brigid reflects, 

“Experiences don’t have to be novel – they do have to be meaningful” [Brigid].

The Citizen Advocacy Experience

The citizen advocate is a person who is called upon to stand beside someone who is vulnerable. The advocate is usually not a specialist and often has no experience in the disability field.  What they do have is a profile that matches the needs of the person with a disability.   This profile could encapsulate any qualities from being able to reach the person in under two minutes to having a large welcoming extended family.The citizen advocate may play a part in assisting someone to develop relationships in a number of ways:
a) They may be asked to become a friend to that person  - although Susan, who has extensive experience in citizen advocacy suggests that asking someone to be a friend is “an easy thing to ask, but not an easy thing to do”. She also notes that merely asking someone to be a friend means nothing – you need to explain what it is you are asking the person specifically to do (see below the discussion of obfuscation created through heurisms such as “friendship”).  

b) The advocate may be asked to provide access to their friendships and family, with the rationale that once initial connections are created, further connections may spontaneously develop.  

c) The advocate may be recruited to help other relationships form by exposing the person to people and environments that have the greatest potential for relationship development and emphasising the points of commonality.

Regardless of which role the citizen advocate takes, the main thing is the ensuing relationship is owned by both people. 

Locating the Responsibility for Change within Services and the Human Services System
There is little doubt that services play an essential role in the lives of people who are vulnerable. However there is also strong evidence that human services can play a significant role in supporting or inhibiting the opportunities for freely given relationships and community involvement. 

It appears that within the anonymity of the service system, limited funding combined with negative expectations leads to limited options, poor decisions and dangerous outcomes for people with disabilities. For example, Kent’s new home is surrounded by the very stimuli that trigger his anxiety attacks. Yet as his mother Lauren explained, it was the only house available and they would have been sent to the bottom of the waiting list if they hadn’t accepted it. Regardless of these limitations, it was still a preferable option to the psychiatric ward. Similarly Ruth has reflected that if she hadn’t been in public housing, she probably would have left the hostile community she finds herself in. 
For many people on very limited incomes or pensions there is simply no possibility of joining with other people because of the expense involved – either the cost of the activity itself, or the expense of travel. For others, the lack of funding reduces general opportunities for an “ordinary life”.

“But even him getting [the lifestyle package] – it was only 65 hours a week. So it’s giving him that opportunity to live half the week in town. The other half we have to fill in. So, it’s really a Catch 22 isn’t it? In the normality of life, who wants their parents coming over and staying with them during the week? You know, when you’re so used to the young guys coming in and taking [you] to the pub and doing all that – and then your parents come!” [Lauren]

Whilst the limited funding provides a partial explanation for some people’s isolation – it is not the only answer.  For example, Phillip is lonely and unhappy in his new home, yet because of his increased care needs he is forced to share his home with people he dislikes.  Phillip’s life is filled by services; the day the interview took place he had one worker fixing his breakfast and another in the same room planning his social activity for the morning.  Yet as many people with disabilities identified, there appears to be a gap between the nature of the services offered and people’s most fundamental need: how to get the life they want. 
“There are a lot of people to help people on the surface in a lot of ways ‘cause that’s their only function, and they may help with cooking and they help with a whole heap of things, you know? The getting of groceries - all these different things that’s fine.  But I mean, they’re all different little services but there are some needs that are never met….” [Maggie]  

No one appeared to be in the role of thinking creatively about these problems, for instance in Phillip’s case, trying to find other people with whom Phillip might like to live or trying to find houses in more suitable environments.  Furthermore, no one appears to have this responsibility built into their work role. This is summed up succinctly by the attitude of a recreation officer who stated: 
“[We] look at what needs a person has and try and fit appropriate services” [Kit]

The consequence is that all the ingredients for a good life may be present yet people may still be quite isolated.  This was certainly the case in Lydia’s life. Lydia has a job, is looking to study at TAFE, is involved in community activities, lives in her own house, accesses support services, plays sport and yet is still fundamentally lonely. 

One of the reasons identified for this failure to meet genuine needs was the view that services generally lack a holistic perspective. 
“I feel like it needs to come from you know, more holistically, within the person, their whole life, not just a recreational thing but also working, meeting new people, but you know, the people that are currently working with the person can help develop relationships with their friends and bringing people in…there are just so many other ways of doing it that I think, you know, um, you know, to really do it well, it's got to be done, so the person’s, the whole of the persons life is good, not just like if, ok, you've got a shitty life for 20 hours but for 4 hours, you know this is, this is the good stuff”. [Jo]

At the other end of the spectrum were services that, in attempting to be all things to all people, demonstrate the tensions created when funding bodies impose artificial constraints. For example, during one interview, the manager referred to her service as “rehabilitation”, “therapy”, “education”, “professional development”, “a community centre”,  “an arts space” and a “respite centre”, demonstrating the tension for her between her community development philosophy and the service development constraints imposed upon her. 

The second way in which the responsibility for change may be located within the service system is the way in which blanket responses are provided to individual circumstances – such as the absolutist application of laws. Duty of care, privacy, occupation health and safety can all be misused to further wound people and to discourage relationships.  For example, Karen highlights the inculcation of “stranger danger” amongst many of the people she works with, who as adults are now unable to ask for assistance or approach people to make friends. Meg suggests that our laws act as a fundamental barrier for those people with complex disabilities: 
“For example, our privacy laws which prevent us from knowing about, anything about, people. I can remember with a, a man who came into a family's life, the man was unable to speak and he's been institutionalised since birth. Well, I've currently found, since he was six months old. In our family support of that man, I can remember asking very good people within his paid support network some things about him, but they weren't allowed to tell me those things.  They weren't also allowed to tell those things to any of the people who worked with him, which meant he was a man with no history, um, so, almost the people who worked with him, under different areas that worked with this man were already at war with each other because one person would ask a question and somebody might know it but wasn't allowed to divulge it.  I see that as very negative, I think to support somebody, you need to know that person's very being, their core, their heart, and in our busy lives, a lot of people don't have time to find that out and they're very basic things like the circumstances of a human being's birth ah, the reason that brought them into institutional care - even if it's a very painful thing, and it's usually a very painful thing for that person, um, and I know that divulging somebody's private life can also be detrimental to the people who use that against them, but people who really care for someone, they're not going to do that anyway, they're going to use that positively. It takes a long time to find those things out if the person's unable to communicate and I think it's sad that we're not allowed to do that.” [Meg]

This poignant example is made more pertinent when seen through the lens of identity theory. Gergen and Gergen argue that “one’s present identity is…not a sudden and mysterious event, but a sensible result of a life story” – the meanings of events are negotiated with others, and the actions of others contribute vitally to the events linked in a narrative sequence (1988, p. 18). Thus without a history a person has no life story, and hence, risks the loss of their individuality and identity.  

Blanket responses by the service system are also evident in the generalised replication – and consequent perversion - of creative individualised responses.  As Gillian reflects, the replication of individualised approaches serves only to erode their potency as an agent for change:

“Locally we've had a bit of an effect on some of the disability focused services…the service for people who have a psychiatric disability, they call themselves [name of service] and they have a mosaic wall, and an annual art exhibition and  [name of service] is up here, they've just got some funding to paint…they're having a mural on their side, a painted mural and they're having art exhibitions, so you know, like I think it's really, I, I…it's a bit of a two-edged sword cause you know I just think "Oh, God" you know every time you see 'something place' you know, you'll think, "Oh, here's another disability focused service" so it's, you know, its always, this is always fraught with imitation, while it's quite flattering and while it's great, you know, that people are then starting to think about providing people with some creative opportunities at the same time some of it can get perverted, as you probably realise, and the whole town can end up with a whole heap of mosaic walls. So if you go around and look at the mosaics you just know that that's a service for people with disabilities, so you know there is a danger…” [Gillian]

Locating the Responsibility for Change within Wider Community Responses
The final point of influence in the development of freely given relationships and true presence and participation can be located within the structure and nature of our communities. 

Physical Access

Whilst the oft-cited slogan is that “there is more to disability than ramps” – it would appear that unless physical access is present then social access is greatly impeded.  This is powerfully illustrated in the case of Phillip. 

Phillip is a man in his fifties, with a good sense of humour and a fabulous grin. He uses an electric wheelchair and a communication board. A few years ago he was living in an institution; however he was eventually successful in moving to a home of his own in a new residential area.  The move to a house of his own was very successful. Because it was a newly constructed suburb people had a strong sense that they needed to create their community.  People would go out of their way to introduce themselves and talk to each other on the street.  Phillip became well known and was often found talking with shop owners or popping over to his neighbours for a cup of tea and a chat. As a new area, the roads were smooth and easy for Phillip to drive on. Footpaths were wide and access was easy. The area was reasonably flat and houses were all built at ground level so Phillip had no problems visiting his friends.  In fact, when his support workers turned up at his house – he often was not there, but instead was busy talking with people in their homes or shops. 

Unfortunately Phillip recently became ill, and his support needs intensified to such a degree that he is now assessed as needing a carer with him at all times.  He could no longer afford to live on his own and so a share house was found for him in an older Brisbane suburb, where Phillip now lives with another man with a disability (people with disabilities also reside in the attached duplex). In many ways the move from his home to a share house in a new suburb is a personal disaster.  He had gone from finally finding independence and his own home to being back in a house with other people with disabilities. He resents having other people’s “things” around him – instead of his own.  The houses in the neighbourhood are on stilts and even if Phillip does make new friends their homes are inaccessible to him.  The ramps onto the footpaths are extremely steep. The footpaths are narrow and often overgrown with weeds and bushes, and Phillip finds driving extremely difficult. In fact, Phillip is now very reluctant to go out. 

Because he is not comfortable in his home environment, the neighbourhood is not his choice and does not suit his physical needs, and he is unable to navigate his way around the suburb easily, the opportunities to take advantage of acquaintances and contacts are minimised. The unsuitability of his environment not only creates physical barriers for Phillip, but also in doing so leads to a loss of his presence in the community.  Of the move, his struggle with his house and neighbourhood and the loss of many close and satisfying relationships in his old suburb, he remarks: 

“I feel like a prisoner of war”

As previously mentioned, for Kent, whose anxiety is triggered by particular stimuli, including ambulances and adolescent boys, the lack of housing forced him to accept a house situated near a boy’s high school, across from a park and near an ambulance station. His environment is filled with stimuli that heighten his anxiety levels and lead to reduced social capability. 

By contrast, Ric’s experience demonstrates how his community’s attention to physical access permitted social access. 

“The [Harley Davison] State Rally is this huge event the chapter holds, and every year a different chapter holds it…and that year was held in a pretty tough area for Ric to get to so they actually changed a lot of stuff so that Ric could get to things. But ah, this fellow here, Tom Hardy, he's the activities officer, and he actually sat down with Kojack and said, "Whadda we need to do to make things, you know, what, what things can he get to and what things can he not get to?" and he actually worked out a little plan for us so it was great.” [Alex]

Social Access

It is important to recognise that the word access refers not merely to physical access but to social access through attitudes and preconceptions. One very powerful solution to these social barriers is the intentional community. Each intentional community studied had a different philosophy and a differing level of openness. However what they did share was the attitude that members of that community including people with disabilities, were wanted as opposed to being tolerated: 
“I can remember supporting some people to get some funding and we managed to get a meeting with the then minister Anna Bligh and along with…and, Anna Bligh and her people looked at me and said "Oh, you work for such and such" and I said "No, I don't work for anybody to do with disability, I sell men's-wear in the city, these people are my friends." That immediately creates a huge amount of power because they visibly looked shocked…I can remember it distinctly…the shock on their faces was so visible…and it then makes them begin to think why is this happening? These people must be valuable because this is not the norm, it's not the norm, it's not the standard form filled in by a service. So that gives so much power to the person with the disability, to have unpaid support…nobody considers that people with disabilities have friends I guess. And yet, to people with the disability that's the greatest thing in their lives, friends are what they want, they just want friends, lots of friends.”[ Meg]

The search for social access has led Greg and his mother Ruth down a very different path.  They have chosen not to use traditional service responses, nor have they entered an intentional community.  Instead they have focused on their relationship with the community they live in, and have used Greg’s support package creatively by asking “how can that resource benefit more people than Greg?” i.e. creating opportunities for others as well.  Although Ruth readily admits that the journey has been long and difficult and the community has not been as open to them as she had hoped, Ruth’s ideas provide some of the most unique approaches to supporting people to be present in their community and have the potential to be adapted for others. Ruth has utilized three main approaches. Firstly she has looked at the question “How can we be a service to our community?” She and Greg developed the idea of using part of Greg’s funding to host a youth tent during the local cultural festival.  Although the youth tent idea did not come to fruition, it represents an important aspect of social access, as it is based on changing community perception as a means of gaining social access: “How can we alter the perception of Greg as dependent?” In a similar way, the creative use of a travel allowance to purchase a car for Greg has enabled him to contribute to the community by delivering Meals-on-Wheels for the past four years.  The next strategy they developed was to employ a “people connector”. It was a paid position for someone to link with the local community and find people who would form friendships with Greg. For example, a woman at the local radio station was approached and for a while Greg visited her at the station while she was on air. The idea was that people would not be “paid” for their time, but rather the friendship would be recognised and reciprocated through “typical friendship gestures”.  So after attending the radio station, Greg bought the woman a CD. Likewise, after someone took him sailing, he bought him a bottle of Baileys: “the natural things you do”. Ruth points out that it is unnatural to pay someone to be with you and be your friend. Using the idea of reciprocation changes the relationship. 
Unfortunately the process did not work.  The people connector used her own friendship networks and did not work to support the friendships with greg. People responded to requests out of altruism rather than out of a desire for friendship. However the idea of typical friendship gestures encouraged Ruth and Greg to think about the role of reciprocity and has led to a third strategy, that Greg and Ruth are currently refining. 

In their current strategy Ruth and Greg are focusing on “what are the other person’s needs?” For example, one man who spends time with Greg has a hard time meeting his rent payments.  Thus the relationship is reframed as Greg helping him to pay the rent – rather than the man being paid to be with Greg.  In return for Greg helping him with the rent, he helps meet some of Greg’s needs. Again, the aim is to develop reciprocity in the relationship and to reframe the relationship so that it is more characteristic of a typical friendship than a paid support relationship. 

A Shared Vision

In locating the responsibility for change within broader society, one of the issues that emerges is the gap between the disability sector and the broader population.  Whilst people working in, thinking about and experiencing the world of disability are struggling with issues of belonging, connectedness and meaningful lives, there are many parts of the broader community still struggling with notions of access.
“If you can’t even specifically get into buildings how can you even start to be included? Because a lot of the sort of stuff that I talk about is you know the end of the line stuff, but sometimes people are right back here. “Well I don’t know how to communicate with people – how do you talk to somebody who can’t talk?” So it’s sort of like, it comes back at you a little bit”. [Jo]

Additionally, for many people with disabilities, the failure to get basic needs met, reduces community involvement to a luxury or an afterthought, rather than the taken-for-granted experience of broader society. As one mother responded,

“How can you talk of the need for inclusion and relationships – when we can’t even get a person’s most fundamental physical needs met!”

Other people were very clear that relationships and community involvement were the very means by which other needs would be met. As one woman who is unable to feed herself explained, 


“I don’t need a worker at mealtimes. I have friends around me – what, are they going to watch me starve?”

Thus whilst this report examines where the responsibility for change may lie – there are broad swathes of society that recognise neither the necessity for change nor the notion of responsibility for change. Disability is simply not considered in large sections of the broader everyday world, and where it does come under scrutiny it is often within quite narrow parameters – such as physical access or occupational, health and safety issues.  

Jo comments that if it moves too far ahead in its debates, the disability field may leave broader society behind. It is therefore important to keep in touch with mainstream thinking – not to legitimise it but to identify how the majority of people are thinking:
“I was telling Tim about it, I said ‘I saw Lauren’s presentation and it’s a real tear jerker’ – and he said to me, ‘Jo, you know there are a lot of people in business who don’t get really teary about this sort of stuff.’”

One of the difficulties in closing this gap is the saturation of the “disability world” with heurisms (Kelly, Burkett & Toon, forthcoming) – words with multiple and often unshared meanings. In the disability world, words such as “parent”, “community access”, “respite”, “relationship”, “belonging”, “inclusion”, “friendship”, “support”, and even the word “disability” itself, take on multiple meanings. Not only do heurisms have multiple meanings but they also tend to be heavily loaded and evocative words which can make it even more difficult to deconstruct or to challenge their use. Heurisms such as these are used for a number of reasons, including the desire to be sensitive to others, to be as inclusive as possible, for identity, and as a kind of short-hand. As Everingham (1988) notes, communities are as much about exclusion as they are about inclusion, and the disability community is no exception to this. Hence these heurisms can actually serve to reinforce the divide with wider society.  People within the disability sector are conscious of the gap – but unsure how to bridge it. For example one manager talked about “parent” as code for “parents of people with disabilities”. The gap occurs because the heurism is not explored and explained and common understanding is not reached. The codes are never decoded for people new to the territory.  Thus one of the keys to bridging the gap is to develop an awareness of the way language is used as a barrier to prevent relationships with the non-disability sector. 

Rethinking Relationships: Linking, Moving and Connecting 
Whilst recognising that many parts of our society are still a long way behind – still struggling with concepts of ramps and physical accessibility - there is also an overwhelming sense that as a society we have a very long way to go.  The debate is not simply about how do we see people with disabilities, but rather, how do we see people generally? And how do we understand what it means to be in relationship with someone? How do we understand and relate to people in a holistic sense? 
“Have you heard of the Murri term “Dadirri”.   It’s a traditional Murri term where they just sit quietly and they wait and see where the other person is at... it’s a sensitivity to find out where the other person is at and then how best they can connect and assist and encourage in whatever way”. [Bob]  

Both Jo and Meg see it as a need to reconceptualise how we communicate with people, so that we hear not simply a person’s speech, but we hear the whole person. 
“It is harder for people who don’t speak but it's so much more rewarding if you stick it out. I remember when Richard first brought David home to our house and said um, you know ‘David meet so-and-so’ and I could never say, ‘Don't be ridiculous Richard, David can't speak’. Now, I wouldn't, I don't even think about the fact that David can't speak, it doesn't even occur to me. You know I think I thank God for David helping me to hear with my heart instead of my ears, um, because it opened up a whole world of really good people for me, um, and I don't even, we don't even use David’s communication board…we…I don't know how we do it but we just communicate, we can talk. Um, we have phone conversations. Strange, isn't it?” [Meg]

The notion of reading the whole person comes through clearly in the exchange between Alex and Dave:
Dave: 
“Yeah, so basically, you know, as far as the one hand/two hand signal went; I sort of pick up on it if I sat with him long enough.”

Alex: “You could tell in his eyes, his gestures.”

Jo takes this concept of reading the whole person further, when she talks about “linking”:
“Wade needs very high support, he needs somebody with him 24 hours a day, but he draws people to him so there is a charisma that is there with him so I think it's, it's about that link that people might have with the person and he certainly draws people in by his expressions and his communication. Mmmm. I think we've got to help people learn to communicate more, I think that's a major thing”. [Jo]

This recognition of the importance of linking takes our analysis a step further, beyond communication and into the realm of looking at how relationships are formed. The work of Martin Buber (Glatzner, 1996) informs this analysis. 
Buber’s work focuses on the three relationship movements associated with human bonding. In the first movement between people, we make ourselves present to another person. We say hello, smile and wave or state our name (“Hi, I’m Lynda – I’m here to see the exhibition”). 

The second relationship movement is the response to the first person, by the second. This movement may be warm or hostile, it may welcome us or discourage us (“Hi Lynda, I’m Kate. Hey, you look familiar - did you come to last month’s exhibition?”) This second movement presents the other person’s own information – it is information connected to our presence, but we don’t necessarily understand what it means or how they see the world.

In the third movement, we respond to a response: (“Yes – wasn’t it amazing?”) 
We move from an “I” and a “you” to a “we”. If our response is accurate, authentic and timely we will assist the process of connection. “In the third movement we enter the worlds of welcoming, warning or cowering and when we are in there and alongside long enough, there is bonding, a communion…the act of making ourselves present break across our separateness and put us within reach of each other” (Kelly, Burkett & Toom, 2002). (Consider for example, if the reply had been instead “Yes. Do you know where the tickets are being sold?” The conversation would move back to a first movement instead of a third and the opportunity for connection would have been lost. )

 For people with disabilities – particularly people with complex disabilities or speech related disabilities - all three levels of relationship movement can be impeded and can prevent linking, and bonding from occurring.  The first movement is all about making ourselves present. Yet without verbal speech or fine motor skills, a person’s hello is not heard, their wave is misinterpreted, and their presence goes unacknowledged (that’s assuming they can get into the building to see us in the first place!). 

In the second movement phase for people with disabilities there is often little accuracy – people respond to the support worker or family member instead of the individual, or their response is dismissive, a quick glance and then a turn away.  Many interview participants spoke of the “fear of obligation”. A second movement that dismisses the individual avoids any chance of relationship development and hence avoids unwanted obligation, guilt or uncertainty. If the person with the disability is making the second movement there are additional difficulties. Kelly et al point out that people who have been damaged, violated or are in poverty, have had to comply with brutalising authorities in order to survive and hence often have a complex set of second movements. The absence of foundations of trust in their lives forces them to play it safe and they tend to provide a non-directive response that does not encourage a third movement in themselves. 

The third movement is about attentiveness, presentness and connection with each other.  For people with significant disabilities the absence of a first or second movement means there can be no third movement, and as stated above, it is in this phase that the bonding loop is complete and relationships can develop. Thus if we are to understand how to support people with disabilities to develop relationships we need to develop understanding of how to encourage these movements in conversation – and to educate people in how to interpret and respond to initial movements by others. 

Consider the example mentioned earlier in this report where Miriam explained how 
“Everyone walks past and says ‘Oh what are you doing today?’ and ‘Oh isn’t that beautiful?’ and ‘How are things going?’ and 'Who’s this going to be for?’ So that sort of thing happens, but it only happens for a short period of time, you know. And then, they go back to their own thing.” 

If this interaction is analysed within the context of Buber’s relationship phases, it is possible to identify the first movement “How are things going?” – but it is highly likely that if the woman provides a second movement response, it is misunderstood or ignored and the person stays in first movement rather than moving into third. They “go back to their own thing” because no real connection has occurred. 

An alternative to this is provided by the interaction with Brigid and Celina. When Brigid took Celina to the local coffee shop for the first time she introduced Celina by saying, “Celina is a local person, I’m helping her to get to know her community and we thought this looked like a good place to eat. You’ll be seeing Celina again next week”. Brigid assisted the relationship by explaining their agenda, normalising the experience and hence reducing the resistance on the part of the staff.  The staff then felt comfortable responding to Celina or asking her questions and a second and third movement were able to occur.   

Gillian sums this up beautifully when she says: 

“You know to me it's about working with people, getting to know them really well, and it doesn't necessarily have to be me that does that, but to build those relationships and, you know, if I could make one statement it would be that all our work is relational and that's about you know, that's about the ripple in the pond and so that's about my relationships with the staff here, with the clients here, with the volunteers. It's about my relationships with the local community and the council and you know for, for good or ill sometimes, you know, with the department, with other funding bodies, with arts organisations etc and so it is for everybody here. It's about our relationships and how they actually connect and that's how we get the work done and if you don't have that understanding then I don't, then all we will be doing is providing a space for people to sit and stare at the wall and you know have their, their basic needs met but what about the spirit?” [Gillian]

Final Comments: Where to from here?
This report opened with the assertion that for people with disabilities – particularly multiple or significant intellectual disabilities - freely given relationships and real community presence and participation are extremely difficult and rare and require careful cultivation and support. Despite over twenty years of research and writing, we are still very clumsy and lacking skill and practice in understanding and assisting people with significant disabilities to develop rich relationships
Our fervent hope therefore is that we are wrong in our analysis and that this report will serve as a catalyst to bring forth a flood of indignant denials, and positive stories from people with significant disabilities whose lives are filled with rich and personal relationships and who have a strong sense of community participation. 

One of the most sobering outcomes of this research is that despite being over 20 years since Australia’s Year of the Disabled, and despite nearly one fifth of Queenslanders identifying as having a disability, we STILL don’t have fundamental access for people with disabilities.  As shown above, until all people can actually leave their homes, travel down their pavements and through the local neighbourhood, then community presence will remain a remote aim.  It is ridiculous that in 2004 we are still talking about ramping, wide doorways and footpaths.  This tells us also that for much of the community disability remains hidden.  There is therefore an impetus to return to some of the fundamentals around disability.  It would seem that people with disability have not permeated the broader consciousness the way other marginalised groups (such as indigenous Australians and refugees) have.  If physical access is an enabler to relationships we need to ensure that at the very least such enablers are activated – without losing sight of the ultimate goals around relationships and ordinary meaningful lives.  

It is also clear that social access remains a significant barrier and that there is little understanding about how to encourage social access for people with complex disabilities. The micro-skills of communication require more attention than has been provided in disability support related education and training to date. While we have been successful in understanding the context in which relationships can develop – we have been less successful in understanding how to take the next step and assist the bonds between people to form. This report intends to take a few tentative steps on this journey. 

When people were interviewed, CRU stressed that it was not seeking to develop a “recipe book” that would unveil the magic ingredients. Like the poem by Gustafson that opened this research report, we must understand how each person is “locked in” in their own way. Therefore, the third and final reflection on the findings of this research is that we might not know exactly “how to do it” – but we do have some pretty good ideas about where to begin.  We have named five locations for responsibility for change, all of which give us clues about how to assist people with disabilities to develop relationships, in summary they are: 
· within the individual;
· within the “other”;
· within the support worker;
· within services and the human service system; and
· within the broader community.
 We can also observe however that it is only when a number of these sites are activated that real change occurs.  If we look at the people who have achieved a real sense of community inclusion, the responsibility for change has been located across a number of participants.  Thus for Ric, who was able to achieve community presence and participation, his support worker recognised his own role as a facilitator, and identified and then worked strategically with a local group to gain entry for Ric. He also held the positive assumption that people would be interested in Ric and willing to spend time with him. The group that Ric was a part of looked at issues of physical access and developed creative solutions.  The group was appropriate because it met socially in other locations and for other purposes.  The group contained individuals who were able to see and communicate with Ric as a whole person – rather than relying on verbal communication.  The caveat to this success story is that we do not have Ric’s own testimonial, however we do have evidence within his community that he was present and he was known, he was loved, his passing was greatly lamented and that today, still, he is greatly missed. 
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