Understanding the Complex Negotiations in Fulfilling the Right to Independent Living for Disabled People
Abstract

The independent living agenda has become dominated by a rights focus which has helped drive national level shifts in setting norms and changing mind-sets.  This paper is concerned with examining how rights are utilised by service providers in the process of facilitating independent living.  Drawing on an empirical study involving interviews and participant observation with providers in Ireland, the paper identifies the strategies being used to put rights into practice.  The findings show that in the process of creating a well-managed support arrangement for each individual, providers often take a delicate approach to using rights, and sometimes dilute their guiding principles when engaging in on-going complex negotiations between individuals, families, staff and volunteers.  The disabled people's movement can contribute to the shared learning required in enabling managers handle this process better, rather than solely rely on an abstract call for rights.
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Points of Interest

· This research is interested in finding out how service providers use a rights focus in their everyday jobs trying to give people more independence.

· The findings show that managers of service providers use a rights focus in a number of ways including setting up rights review committees (to discuss rights issues), staff training, and through acting on the right values themselves.
· However, given the difficulties involved in organising independent living for disabled people, service providers often take a delicate approach to talking about rights, and sometimes dilute the core values of rights with individuals, families, staff and volunteers.

· The research recommends that disabled people can contribute to the leadership challenges in managing this application of rights.

Introduction

The independent living (IL) movement over the last 10 years have made great strides in getting a choice in living arrangements accepted as a core human rights concern.  Indeed, States Parties to the UN Convention on the Rights of Persons with Disabilities (CRPD) must now recognize the equal right of all persons with disabilities to ‘live in the community and should have access to a range of in-, residential and other community support services, including personal assistance necessary to support living and inclusion in the community…’ (Art. 19).  This convention thus acknowledges the importance of linked supports and services to living arrangements to enable people to live independently.  This in some ways signals the fruition of the many calls for rights at the domestic level, as illustrated by the United Kingdom's Disability Rights Commission (DRC) adopting the aim of ‘a basic enforceable right to independent living for all disabled people’ in 2002 (Disability Rights Commission, 2002).
Against this backdrop, disabling attitudes held by social services professionals about ‘risk’ and ‘capacity’ are often held up as major barriers to independent living (Morris, 2004).  Moreover, service providers offering conventional forms of support which aim to treat and train, protect and guide people with disabilities through life are often regarded as central agents in withholding rights as a result of certain features of their administrative framework and culture (Ratzka, 2007).  A response to these barriers has generally focused on calls to amend the legislative framework to include an entitlement to IL (Morris, 2004).  Disabled people thus do not want nor need “care” but instead want their rights as citizens recognised (Shakespeare, 2000).  This has manifested itself in disability groups calling on government to guarantee full and effective implementation of the Convention, as illustrated by the quote below – otherwise, it is argued that disabled people will continue to be denied support arrangements which enable them to participate in society; 
Ratification alone will not suffice and the extent to which the rights guaranteed under the Convention become an everyday reality for all disabled people will depend on the effective implementation of the Convention across the UK. There are many barriers that disabled people continue to experience such as the lack of access to services, discrimination and negative attitudes, which prevent them from fully enjoying their rights. Removing these barriers is an integral part of the Government’s obligations under the CRPD. (Scope, 2011)
In general, it is fair to say that disabled people’s campaigning has, to a large extent, involved a rights discourse.  However, according to Drewitt (1999), it is often left undefined or in some cases ill-defined what disability advocates mean by ‘barriers’ in their discussion of rights, particularly at the service provision level.  This paper is not a critique of the IL movement’s aims for a right to IL, but an attempt to critically reflect on the complex negotiations and dynamics at work within support services behind the goal of facilitating a right to independence.  The analysis thus takes an emancipatory perspective – to inform our understanding of the real everyday challenges to and misunderstandings of rights in delivering support.
The paper draws on an empirical study of support delivery for both people with physical and learning disabilities in Ireland to help examine this complex area.  In particular it focuses on adults who have previously been institutionalised in residential centres and group homes – and who seek to gain more IL.  Grappling with personal capacity and risk are everyday experiences for those involved in supporting such individuals.  The study identifies some of the inherent challenges which are interwoven in providing support and in trying to meet individual’s rights’ expectations.  At this local level, crafting support arrangements can often involve multifaceted and delicate interactions between the individual, family members, home share volunteers, support staff and others.  These negotiations can lead to support networks which are either carefully well-managed or crudely misaligned.  This paper is interested in exploring this further – by investigating reasons behind both successful and unsuccessful support arrangements – and to see how rights are interpreted in these everyday practices. 
A Right to Independent Living
Within the IL paradigm some progress has been made towards reframing independence as having choice and control over the assistance required to live independently (Ratzka, 2007).  This goal has been reflected in the recent CRPD, which has emphasised a move away from services per se to a removal of barriers to social and economic participation.  This is a welcome shift when historically, disabled people have been denied their basic equal rights to live in the community (Schweik, 2009).  Attempts to progress the IL agenda have been largely framed within a rights context, arguably focused on civil rights to reverse the culture of enforced dependency. 

While it is generally understood that rights can allow policy makers to concretise certain values in standards and mandates, the IL movement have also taken a rights focused approach towards support delivery.  In particular, the Centres for Independent Living (CILs) have led a model through peer support and the establishment of user-led organisations in which individuals support each other towards independent living through employing their own personal assistants (Barnes and Mercer, 2006).  This has provided a successful implementation of the rights agenda in support delivery.  However, progress at transforming disability services which have traditionally focused on a needs-based service-driven model has remained frustratingly slow (Demos, 2009).  In these cases, the lack of a right to IL arguably allows other factors to dominate, thereby creating situations where choice and control (and human and civil rights) are denied (Morris, 2004).  

At the same time, disability activists such as Shakespeare (2006) have argued that the disability movement has gone down a cul de sac of its own making for insisting on a sole civil rights campaign and a criticism of charitable efforts to end social exclusion.  Similarly, Oliver and Barnes (2006) have argued that disability politics have taken a narrowly legalistic, rights-based approach to disability politics, which has become an end in itself.  Drewitt (1999) asks the question, what do disabled people mean when they speak of ‘rights’?  She posits that in many cases, this understanding of the concept is relatively under-developed with regard to health and social services.  Beresford (2006) illustrates the complexity of negotiating a disability politics within a more nuanced understanding of rights.  What remains unclear is a more informed understanding of the everyday lived barriers to promoting IL and the negotiation of a rights discourse within everyday management of individuals’ support arrangements.  Here, the talk of rights can sit uncomfortably alongside talk of budgetary concerns, administrative challenges, risk and capacity issues etc.  It is these delicate issues and how well they are managed which this paper seeks to explore.  

To some extent, the daily complex processes and negotiations involving service providers in promoting independence for many individuals with disabilities is often ignored. On the one hand, it is clear that within the service landscape, many support providers have become ‘rooted’ in conventional systems, leading to situations where their original purpose has been lost in everyday administrative barriers and they fail to meet the rights of persons using their service (Thomas, 2007).  This is particularly the case where disabled persons are not involved in the running of the service.  For example, Power (2009) identifies the experience of young adults with learning disabilities and their families trying to access supports from organisations which have become detached and unresponsive to their users.  In these cases, service providers end up providing crudely established support arrangements which fail to meet the needs or preferences of individuals.

As well as legislative and resource barriers, concerns about safety and risk have been found to override the desire to empower service users particularly with philosophies concerning the empowerment of people with learning disabilities, in the development of regulations on ‘lifting and handling’ for example (Alaszewski et al., 1999; Cunningham, 2000).  These insights can help us begin to identify everyday issues which manifest themselves and can pose real barriers to rights and participation in society.  These issues are particularly sensitive when issues of a person’s capacity are involved.  If mismanaged, a person’s choice in living arrangements can become significantly hampered – and their rights to choice, privacy and participation can become compromised by the service provider.  

On the other hand, service providers are often involved in complex negotiations in an effort to ‘unbundle’ conventional services and to individualise support arrangements, particularly for persons who have become institutionalised in group homes or other congregate services.  In theory, a rights focus should help to act as a rust solvent to these barriers, however, the reality remains less clear.  This paper is concerned with understanding whether rights can ameliorate these challenges, and if they can, what does this inform us about the application of rights?
Methods
Given the aim to understand the complex dynamics of involving a rights focus in arranging support, the research employed in-depth semi-structured interviews and participant observation with service managers as a combined method for uncovering the complexity of service providers’ experiences.  This approach allows for a thorough examination of the participants’ experiences and opinions (Ritchie and Lewis, 2003), making it relevant to the above aim. 

The fieldwork took place in Ireland between September 2009 and April 2010.
  Firstly, interviews were carried out with service provider managers (13), representative bodies (5) and with commissioners of services
 (2).  In addition, day visits were carried out at 8 of the service provider organisations (5 intellectual disability and 3 physical disability services).  Each day visit included further meetings with staff and with individuals being supported by the service.  The focus was primarily on the support arrangements of adults with labels of ‘moderate’ to ‘severe’ impairments.  

The interviews were concerned with finding out how service managers use rights in their everyday management of their support organisation– for instance, how are rights used in their everyday negotiation of barriers and how subtly or rigidly do they use rights as a tool for change? 

Secondly, participant observation was undertaken at monthly meetings with an alliance of service providers committed to individualised services.  The alliance meetings were used by providers (avg. 10 attending) to trouble-shoot issues, talk about successful methods and outcomes, and identify new ways of tackling organisational barriers.  Participant observation is where the researcher joins the constituent study population to record actions, interactions or events that occur, allowing phenomena to be studied as they arise, but also offering the researcher the opportunity to gain additional insights through experiencing the phenomena for themselves (Ritchie and Lewis, 2003: 35).  In this case, it was helpful to engage in discussions between service managers over the ‘unbundling’ of group homes, the individualisation of support plans, and the management of more person-driven support arrangements.  

All ethical considerations were adhered to throughout the research.  Explicit assurance was given to participants of their right to withdraw from the process at any time.  It was made clear that the respondents had the right to expect that any information they felt too personal would be treated in confidence.  Because of the sensitive nature of the study, all names that are used in this paper are pseudonyms.  
Data Analysis

The interviews were taped and transcribed and notes written up from participant observation.  While the participant observation helped frame the broader context of the study, the analysis of the findings in this paper derives mainly from the interviews and is presented as discreet ‘stories’ – a term commonly used by providers to denote real life support arrangements which they are managing with individuals.  These real-life individual ‘stories’ reflect the cross-cutting processes that take place between individuals (service users), family members, service managers, policies and protocols (in how they are manifested), human resources, and support workers.  In other words, these stories provide a lens to examine the microcosms which characterise the day to day ‘on the ground’ management of much broader policy shifts, alongside individual wishes and needs and administrative challenges.  Each of the service managers talked about multiple stories of individuals being supported in person-centred ways – or of others which had not worked so well.  These stories represent important markers for the provider in terms of organisational learning, and a currency with which to trade ideas with other providers, individuals and families.  This paper examines three of these ‘stories’ which are representative of support arrangements that are either well-managed or misaligned to illustrate the experiences and challenges involved.  Before examining these stories, the following section characterises the sector in which the individuals involved are supported.
Characteristics of the Sector

Service providers still play a significant role in residential support and providing personal assistance particularly for older adults with disabilities.  In Ireland, these providers are collectively known as the ‘nonprofit sector’ as they are made up almost entirely of nonprofit voluntary organisations, unlike the diverse ‘independent sector’ in the UK.  To characterise the types of organisations studied, it is worth noting that many of these organisations started out as family or charity based services, known as ‘Parent and Friends Associations’ in the 1950s.  These preceded the Centres for Independent Living in Ireland which first emerged in 1992.  They grew over time and took on increasing responsibilities of direct service provision.  With government funding, many of these organisations became more professionalised, and took on more contract-funded service provider roles, in some cases distancing themselves from their earlier purpose, as disclosed by the following manager: 

Money came along and the service became more professionalised. However, at the same time, we lost things along the way.

The things that were lost included the way in which adult services had become very disconnected with family and natural supports.  Older adults had become entrenched in the group home model and their lives had become quite institutionalised. Thus individuals lost their natural connections with the local community, and families began to seek residential group homes as safe and secure options for their adult sons and daughters.

Over the last 10 years, each of these providers began to explore new ways of providing support through the development of Person Centred Planning tools.  However, many of the providers within the sector have found it difficult to transform their support structures from earlier conventional group services. Reorganisation fatigue and resistance are common, particularly from staff and families reluctant to embrace change; 

It became an emerging struggle for keeping families connected with adult supports. The family becomes distant… By the time when a child turns 18, it’s too late to build relationships with [our organisation]. This can lead to expectations of a ‘cradle to grave’ service.

The service manager’s comments illustrate how expectations of certain services and ways of managing a person’s life can become entrenched in certain values and systems.  In response to these challenges, a significant shift in emphasis towards promoting choice and ‘supports’ (rather than ‘a service’) began to emerge within these organisations, partly inspired by the emerging CIL model of person-driven support.  This new way of thinking was also sparked by the persistence of negative outcomes from these conventional service arrangements including violent challenging behaviour, isolation and disconnection from the community, self-harm etc. (Fahey et al., 2010).

A number of initiatives and strategies were adopted by several of the organisations interviewed.  Firstly, getting international disability rights consultants such as John O’Brien and David Patonyak to come and speak about the values of supporting a good life opened up new ways of thinking about supporting a person with a disability.  Secondly, managers began to investigate other support models which were having good personal outcomes including home share, where an individual ‘service user’ lives with a host individual or family (either full-time or part-time, and the host is paid a grant), as a way of enabling people to live in more inclusive environments.  This opened up new opportunities to those individuals who had become institutionalised and less connected with family and natural supports.  The following three stories of individual’s lives, derived from the interview data, illustrates the challenges and negotiations between the stakeholders involved in attempting to establish more personalised support arrangements and the extent that rights played a part in changing working practices and expectations.
Story 1 
‘Brian’
Brian is a young adult with autism and was deemed to have very challenging behaviour by staff.  He was living in a group home and needed 2-1 staffing during the day and 1 waking night staff.  He was regularly abusive and violent to staff and self-harmed himself, and often used to graffiti the walls in his room.  There was also further discussion of needing 3-1 staffing, however this prompted the service to reconsider ways that Brian was being supported.  
The management consulted with Pat Fratangelo, a service manager in New York and author of the book, One person at a Time (2001) who came to give a talk to the organisation.  This philosophy of ‘one person at a time’ began to drive their thinking.  This meant starting with each person within the organisation and seeing them as an individual with strengths, preferences and aspirations and putting them at the centre of the process of identifying their needs and making choices about what, who, how and when they are supported to live their lives.  This required a significant transformation of the support-provider so that all their systems, processes, and staff were responsive to individual choices about their lives and support.  Initially, every coverage area within the service was asked to work with one person to try and establish more IL arrangements.  As the process developed, each individual was given the opportunity to become more involved in their own support.  A core part of this process was that the organisation designed an intensive support worker role for Brian to; “develop a relationship with Brian and figure out what kind of support he would need for a good life”.  Recruitment of the support worker included psychometric testing to see if they could find a suitable candidate. Being comfortable with risk taking was deemed an essential characteristic of the person by the service:
We needed someone to think outside the box… and was comfortable with risk taking.  Although Brian had very little communication, we worked closely with him to try and identify the type of person who we thought would work well with him…

After screening and recruiting the new support worker, ‘Paul’, the organisation was clear that he should respect Brian’s right to privacy and dignity and independence.  Paul carried out a detailed listening exercise with Brian and tried to establish shared interests and closer ways of working together: 

One of the first things Paul did was he brought Brian to the paint shop and let him pick out the colours he wanted for his room and he let Brian paint his own room.  He hasn’t graffittied his walls since.
The new support arrangement has had a number of positive outcomes.  The incidents of Brian’s challenging behaviour have decreased.  His support is now based on 1-1 person staffing.  The cost is still expensive but much less than 2-1 staffing, in addition to waking night staff, behaviour staff, psychologists etc., “It was more about the right person with the right skills”.  However, despite these outcomes, the extent of Brian having a meaningful life in the community is still limited.  Brian remains in a very service-led environment, and unlike the goals of the IL movement, the extent of everyday choices (apart from choosing the colour of his room), have remain curtailed by the boundaries of the organisation.

Part of the challenge is that Brian’s support has to be reviewed at on-going meetings with all departments in the organisation, including senior management, health and safety, finance and human resources (HR).  Each representative identifies their own challenges and tries to help in finding solutions:  

It was all about enabling, helping circles, problem solving, you know, rather than on a sole reliance on compliance with some externally developed protocols. HR has to be close to the change to help find the right people for the individual.
This process of involving all staff interests has enabled the organisation to learn important lessons from the process.  However, given the service provider’s challenges in managing a large volume of staff, achieving further successful outcomes is hindered by work practices of those members of staff who have worked through previous trends including normalisation, and the first iterations of person-centred planning.  In terms of how rights are utilised in this process, the manager stated that it involves a subtle negotiation with the different stakeholders involved, rather than being used bluntly:
We’re using [rights] more, but we’ve tended to talk about things like, ‘having a life’, ‘doing ordinary things’, ‘being a citizen’ and implicit with all of that would have been rights. Without ever saying, ‘this is a rights issue’ or ‘they’ve a right to have this life’.  Rightly or wrongly, our thinking… there was, the minute you start thinking about the rights, you’re suggesting a wrong, and we’ve struggled sometimes to get that message across. The down side of it was that it allowed people off the hook sometimes…
This quote reveals a subtle shortfall in the understanding and use of rights in comparing them to rights and wrongs.  It shows an underlying failure to understand the core message of rights as espoused by the CRPD, to ‘support living and inclusion in the community’.

Despite these failings in embedding a rights focus, the service provider is still persisting with ways of translating a rights focus into everyday working practices, through a rights review committee and training programme.  Nonetheless, it remains a significant leadership challenge in ensuring that practices always remain consistent with the values system:
We are increasingly moving to talk about rights.  And doing that in a few ways.  One is that strengthening our rights review committee and getting them involved in people’s situation and they absolutely take the rights approach to stuff.  Next week, we’re launching a rights based training programme for all staff   which we hope to complete by the end of the year.  And it will talk about the Convention and all those things and we’ll be clear when we say the supports that we provide to people have to be aligned with people’s rights.  And there are no ambiguities, let there be no uncertainties. And as a leadership, we have to back that up.  We have to act on it ourselves, we have to demonstrate it, we have to require it as well. 

This illustrates a number of ways used by the provider to translate rights into tangible changes in working practices.  As shown, however, there exists on-going negotiation, and in some cases a dilution of the core values inscribed in rights, particularly for staff who have worked in disability services for some time.  
Story 2.
‘Becca’
Becca is a young woman with physical disabilities and a mild learning disability who had become very unhappy with her residential service – a group home in a rural area with little access to her local community.  Her family had also become angry with what was available from the service provider with no other alternatives in the area. The family took Becca back home to see if they could provide the support she needed.  However, this process ended after some time, as Becca began to exhibit challenging behaviour to her family members and ultimately required a lot of intensive support, which the family struggled with. 
A steering group was set up to look at options and models which might work to enable Becca to live more independently.  ‘Being part of the community’ was part of Becca’s vision, which emerged from person centred planning.  The organisation began to examine the option of a home share living arrangement for Becca.  This would involve her living with a host individual or family, who would be paid a fixed grant for the contract.

After consultations with Becca’s family, her parents were willing to try this initiative.  Becca’s resources were tied up with the group home so the provider needed to carve out a portion of this budget to pay a host family.  While they began to develop the plan for recruiting individuals or families, a staff member came forward from within the service, saying she was building a house and was willing to let Becca live with her and her family. 

The organisation was very interested and keen to show that they were able to make Becca’s life more individualised; “We jumped at the option, it was too good to pass up!” The management identified the terms of agreement with the support worker.  They also had to resolve issues related to the risk assessment, like agreeing to allow the support worker to use her personal car when transporting Becca, calculating insurance risks, and checking whether they needed to carry out criminal background checks with the support worker’s other children, her husband, and neighbours and so on.  A lot of complex problems had to be worked through in moving from a conventional group home placement to a more individualised living arrangement.  The final decision to sign off on this initiative was an important step for the provider:
We paid a grant to the support worker, set approximately at care assistant rates, but built in flexibility in her hours and built in respite options.  We put a package together of €30,000 to be paid to the family, which we took out of her group home budget.  So we made a contract with the family over monitoring visits and it was decided that the whole family would need to get police background clearance.  However, we decided that neighbours weren’t to be included in the risk assessment. 

Becca initially seemed happy with her new living arrangement and demonstrated increased ability at living more independently.  However, after some time, the living arrangement began to break down as Becca became quite unhappy living with the family.  She expressed frustration in her new home and unhappiness with her host family.  Unfortunately, Becca had to move back to her previous group home until a more suitable arrangement could be organised.  

After reviewing the home share initiative, the organisation acknowledged that important lessons had to be learned.  Firstly, and most importantly, the failure of the initiative demonstrated that in negotiating any capacity issues, the importance of really tuning into the person’s wishes, goals and requirements was essential and finding the right match between them and a potential host person would have to be more carefully matched.  Ultimately, Becca had not been consulted enough over whether she actually wanted, or would choose this arrangement with the family in question.  It was apparent that the family were too quiet and not networked enough, thus it became quite isolating for Becca.  Enthusiasm for a solution was also a factor, in not seeing things like if the support worker and her family were the right people for Becca. 

In addition, monitoring visits were deemed too invasive for the home share programme participants.  The manager felt that they had adopted a ‘heavy handed’ approach which affected the organic development of friendships amongst family members and neighbours.  This disrupted Becca’s experiences of living naturally in the community – and outside of a ‘service’.  Here, it was evident that finding the right balance was important between the detailed planning work needed at the outset and allowing the support arrangement to grow naturally.  This was a complex aspect of their work. 
Ultimately, it was felt that the process was crudely misaligned.  It was clear that a well managed support arrangement would only be sustained if these complex arrangements were negotiated rather than jumping to ‘quick fix’ solutions.  Given the subtleties involved, the provider felt he had to use the rights focus delicately, particularly with having meetings with the support worker:
So I think overall there is a shift certainly within our own organisation in relation to [rights].  But my only caution around it is that, ok, we’ve a lot of people doing really good work and are really pursuing the right thing.  And they’re doing it because it’s the right thing and if they get the message of…, if we convey the message in the wrong way, we may stymie them in some way. I am conscious of it, of balancing rights and wrongs, and how do you say about what’s rights, without saying ‘you’re wrong’, but recognising sometimes we have to hear, ‘we’re wrong’, there is a balance there.

Again, it is apparent that rights sometimes become diluted in practice, particularly around concerns for disrupting workers routine practices or challenging their esteem. The organisation was aware of the importance of learning from the mistakes with Becca and to harness this learning for future support arrangements.  Using information better and tracking person centred outcomes more closely was prioritised by the service manager. Once again however, the manager was conscious of having to take a delicate approach to the use of rights:
It is delicate.  It is. And people don’t, I suppose get it right.  Sometimes it’s about getting it wrong that we learn a bit about how we might do it differently. Especially if there are arrangements where there’s paid supports […]. To do those in areas that are…that work well for the family, for the person being supported , that meets our need […]. And we have had difficulties around, for example, I know that there was a meeting last night between parents and a manager and a support staff around the support staff’s performance. A very different type of conversation than would normally happen. It’s difficult for the staff. It’s difficult for us, not to say, well look ‘we’re the only one’s who can do that’, it’s difficult for the family because this is new for them. And they had to work really hard to say ‘yeah ok’, so how can we encourage them to say that? how will we say it?, what are the demarcations behind it? – there are some. And trying to work those out…so it is difficult. 

Here it is possible to see the multiple complex negotiations involved between families and support staff in facilitating IL, which require careful leadership.
Story 3.
‘John’

John is a deaf older adult with learning disabilities and virtually no speech.  John was also considered a ‘typical’ group home client by the social workers and staff within his local service.  The service began to pilot a ‘host family’ initiative with targeted support hours.  To enable this scheme to take place, the service provider established a steering committee and a dedicated host family coordinator.  The coordinator’s role is to recruit, screen and hire host persons; manage administration, service development, facilitation and co-ordination of activities; work with the individual to design a personalised living preference plan; and liaise with the multidisciplinary team to ensure the individual’s support needs are met.    

In the early stages, the organisation contacted John’s elderly mother ‘Jackie’ about the possibility of setting up a host family arrangement for John.  Building up trust was a key issue and bringing families along throughout the process: 

Very difficult, very difficult.  Some of the individuals that we’re supporting differently, because they’ve come from a context of driving the change because things were so bad for them and they were so unhappy, there’s a lot of trust that has been damaged over the years so it’s not like we’re all sitting around a circle of support and its all happy-clappy.  It’s very tense. And it can be very difficult at times. And it can take many years of working together to try and rebuild the trust.  And the only way we can do it is not to keep reminding families how nice we are. They want to see real evidence that we’re doing what we said on the team, that we’re giving them the control, that we’re giving them the money or doing things differently.  Whatever it might be.

Jackie remained very hesitant and was concerned that the organisation wanted to withdraw John’s service placement from the group home.  A lot of emotional bargaining work and reassurances were needed to bridge the gap in trust.  Dealing with rights with families proved particularly difficult for the organisation in these situations and required delicate negotiations over the right of the individual vis-à-vis the rights of the family: 
So it can be very difficult with families.  And not intruding then on [their wishes]… I’m just trying to think of an example; we have a situation where a decision made by a family that, em you might disagree with. And to be able to find a way that you disagree but not exert a power over a decision that’s wrong.  You know, and that can be difficult.  But it’s to try and find a way of [discovering] what is it that family needed from us […].  So we’re having to get cleverer around that.  Involving families and recruitment for example, and all the bureaucracy that can go with that - and some of it necessary.  You can do all of that but it’s then to explain to families that some of it has to be done. Whether it’s you or us there are safeguards here that are important.

The organisation schedules family volunteer events to find suitable people willing to participate as host families.  A lengthy person-centred planning consultation was carried out with John.  After recruiting and screening potential host family volunteers, the organisation found a middle-aged woman ‘Nicola’ who was deeply interested in volunteering and offering her time to assist disabled people.  She shared a similar background coming from a rural town in the same county as John and knew some of John’s old childhood neighbours and friends of Jackie’s.

After meeting a number of times, John and Nicola both went to sign-language classes and through this process began communicating more with each other; “It was a great success, they became great friends, so much so that John now lives with Nicola’s family!”  

Since John’s ‘story’ began to develop within the organisation, over the last 12 to 18 month period, a lot of changes have begun taking place within the service, in particular the closure of a group home.  However, despite these successes, the careful, delicate approach by managers to using rights is leading to an erosion of some of the core tenants of independent living – namely the equal right of all disabled people to live in the community and access to personal assistance necessary to support living and inclusion in the community.  The duty of care to staff is still very important for many organisations, demonstrating the continuing extent of service and professional-led support, and weakening of values associated with user-led support. Ultimately, the manager said that rights will increasingly be used but still feels it has to be managed carefully: ‘So that shift is certainly coming.  It isn’t a straightforward one’. 

Conclusions
As stated at the outset, abstract calls for civil rights to IL serve to make national level shifts in setting norms and changing mindsets.  These should continue to drive strategies – and future policies need to be closely linked to the values and rights being called for.  However, this paper was interested in exploring how IL rights get distilled into everyday practice.
The findings have served to identify the many ways support organisations have grappled with facilitating a right to IL, including handling institutional, administrative and personal challenges, such as emotional bargaining and trust building.  While such work demonstrates the commitment of organisations to enable IL, ultimately, this paper has shown that many providers still fail to comprehensively use rights as a method for driving change.  While this paper does not claim that these ‘stories’ are representative of all adults with disabilities, they nonetheless offer a deeper and more substantive articulation of the subtle misconceptions and underplaying of rights in trying to accomplish IL.

It is clear from the findings that organisations are increasingly moving to talk about rights.  However, while there are some positive developments identified in the findings, such as the rights review committees and rights based training programmes for staff, these ultimately remain ring-fenced within a ‘safe’ space inside the organisation.  In practice, rights are often being diluted and misinterpreted in the negotiations involving people’s support arrangements.  In particular, rights are being eroded in everyday conversations with staff around issues of risk and capacity.  This latter point is where a rights focus is particularly needed.  Otherwise, despite best intentions, according to one service manager, “we’re always only as good as the last mistake we’ve made”.  

As previously mentioned, CIL’s demonstrate a model which has accomplished the implementation of the core tenants of IL in practice through user-led and peer support (Barnes and Mercer, 2006).  However, for a significant proportion of support providers, there remains a vast service-led infrastructure which is often resistant to change.  Managers have to tackle the reconfiguration of roles and tasks to become more responsive to individuals as well as facilitate meetings with families and volunteers based on clear understandings of rights.  Barriers to IL will likely continue to emerge from issues which arise from a lack of trust, negotiations over safety and risk, and fear of new responsibilities.  Facilitating the right to IL will therefore require strong leadership roles and realistic action plans to help translate aspirations into working practices.  While this remains a challenge, if time is not taken to closely involve and empower disabled people and to develop appropriate, flexible and sustainable support arrangements, these tend to be crudely misaligned.  

Taking on board the findings from this paper, rights to independent living, as exhorted by the CRPD, will continue to play a significant role in helping to drive the process of change.  However, unless service managers master the leadership challenges inherent in taking a rights-based approach in their everyday practice, the articulation of how IL arrangements are governed, managed and experienced will remain tempered by support staff, multi-disciplinary teams, families and other stakeholders.  If the disabled people’s movement is to provide an effective force for change, it is essential that they contribute to the shared learning required and empower the relevant leaders involved to generate the changes needed in advancing a rights approach on the ground.
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� Additional fieldwork involving research in the UK, the US, and Canada was also carried out.  However, given the theme of the paper, the interpretation and presentation of findings is focused on service providers’ experiences of arranging support and thus derives primarily from interviews with service managers in Ireland.  


� In Ireland, the commissioning of services is through the Health Service Executive (HSE) areas.  These fulfil a similar role to local authorities with social service responsibilities in the UK. 
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