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Foreword

Jim Mansell, Professor, Tizard Centre,
University of Kent, UK

For people with severe or complex disabilities, such as intellectual disabilities, redistribution of resources, for example money, housing and employment, is usually not enough to obtain equality of opportunity. The nature of people’s impairments means that they need help from others in order to realise the opportunities that life presents. Thus, the relationship between helper and helped is the most important relationship in providing services to disabled people. It is the place where money and resources are turned into the kind of life the person wants to live.

The nature of this task includes helping to identify and prioritise appropriate goals; finding, organising and allocating resources; and then using those resources to achieve the person’s goals. This is often a long-term process, and so reviewing and revising arrangements is required. These are the tasks that have come to be called ‘case management’. They differ from social work in that the case manager, at least ideally, controls resources and can use his or her own judgement to arrange them in a way best suited to help the disabled person.

Case management has been a central component of the development of social services in many western countries since the growth of community-based services in the 1970s and 1980s. Writing in the 1980s, Applebaum and Austin (1990) pointed out that ‘case management has become omnipresent, even when there is limited consensus about just what it is’. They attributed its rise to the move away from institutional care, in which all of a person’s needs were intended to be addressed in one place, to community-based services. These were, they argued, fragmented and complicated. People with substantial needs required services from different agencies and, therefore, faced a difficult task of obtaining and coordinating their access and delivery – a task that may be beyond the personal resources of the individual. Adding a coordination role addresses this need (Moxley 1989). Case management, therefore, has grown out of a recognition that effectively meeting individual needs requires a tailored, person-centred approach to planning and organising the care and support offered.

A second aspect of the rise of case management has been steadily rising expectations about the breadth and degree of what services ought to aspire to achieve. This is particularly clear in the field of intellectual disability, where a narrow focus on skill development in order to increase independence extended to other domains of life, such as personal relationships, activity, choice and social integration, until, as person-centred planning, the focus is the quality of a person’s life in every aspect. Person-centred planning – now defined as a continuous process and so in a sense the same thing as case management – has ended up embracing the widest range of outcomes, including aspirations and needs; the provision of support at a range of levels so that people with greater needs can aim for the same goals; every aspect of service delivery and design; and the organisation of the informal social network in so far as it relates to support for the individual (Mansell and Beadle-Brown 2004).

Case management, therefore, has expanded its focus to include all of a person’s life and all the potential sources of formal and informal support available to that person. It therefore has an absolutely fundamental role in service provision. As such, it deserves study.

The tasks involved are complex. Effective case management requires the assessment of individual needs and aspirations of people who may have limited ability to express themselves, limited experience of possible alternatives and low expectations. It requires that the results of assessment are weighed against human rights and people’s entitlements to service. It entails wide knowledge of the range of possible kinds of support to help people achieve their goals, the negotiating skills to acquire and organise these resources, and the skills of monitoring, reviewing and adapting the range of support provided as people’s goals change. Understanding what is involved in each of these tasks, and how they can be done well, is an important prerequisite of effective case management.

Case management also deserves study for a second reason. The tasks of case management are demanding not only because of the complex nature of individual goals and the kinds of support people require. They are demanding because these tasks are carried out against a background of pressures and influences arising elsewhere in the welfare system. Case management is the arena in which conflict between these forces is worked out at the individual level. The most obvious pressure is on resources. Part of the motivation for adopting individual case management was to improve the efficiency of services (Davies and Challis 1986), both by providing only those services needed in just the right amount to meet individual goals, and by harnessing and augmenting less expensive forms of care such as informal support from neighbours and family. So, case managers have to ration resources (or work within systems that ration resources for them), and this creates conflict between what the people served need and what the case manager can deliver. A similar example is the growth of risk assessment and management, where risks to the organisation may be given priority over those to the service user, creating conflict for the case manager.

The way in which these external pressures bear on case management differs in different jurisdictions. Rationing is much more important in liberal welfare states, which see the goal of welfare as a limited safety net for those who cannot fend for themselves, than it is in a social democracy where the goal is equal rights or a conservative system where entitlement is based on status (Esping-Andersen 1990). So, although the language of case management and the kinds of tasks carried out may be similar, the way in which case management works is likely to be different, depending on the context in which it operates.

This book brings together, for the first time, perspectives on these different aspects of case management. It focuses on aspects of the work of case managers in a detailed and critical way, addressing the tasks that they do. It also attends to the context in which case management takes place and the conflicts that are played out as the work is done. And it is comparative in approach. Thus, it avoids the trap of claiming to offer a blueprint for what case managers should do, but instead offers a set of thoughtful reflections on aspects of the task.

Case managers will find this book invaluable as a guide to thinking through how they should work. Many other people will find the arguments presented here relevant to their own practice, as professionals working alongside case managers, as teachers of professionals, as policymakers and as service users, advocates and representatives. In short, it should be read by everyone concerned with improving services for people with intellectual disabilities.
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Introduction: contexts, structures and processes of case management

Christine Bigby, Chris Fyffe and Elizabeth Ozanne

With the shift from institutional to community care in the 1980s, case management or care management became the dominant service delivery mechanism in the UK and Australia for older people and people with disabilities. The aim was to have more responsive services tailored to individualised needs and meeting the neo-liberalist agenda for more efficient and effective service systems.

Since the early experimental UK programmes that demonstrated the effectiveness of this mode of service delivery, case management has, however, lost some of its distinctive characteristics of small caseloads, devolved control over budgets and tight targeting to people with long-term complex needs. Case management now exists in many guises, from models with a more supportive or clinical orientation to those with a more organisational processing and dispositional focus (Stalker and Campbell 2002).

In this book, we have conceptualised case management very broadly as the overarching set of functions in a service system that seeks to organise comprehensive individually tailored packages of support for people with intellectual disabilities. These functions are:

•information collection, assessment, planning and prioritisation of needs

•allocation, development and negotiation of resources

•implementation, monitoring and review of support plans.

The way in which these three sets of functions are assembled, their separation or clustering together, and the locus of decision-making can differ significantly between models. New models are continuously evolving to reflect the shifting goals of policy and the nature of the service systems of which case management is one part.

Although the field of intellectual disabilities has a long tradition of planning for individuals, this usually occurs within the confines of specialist programmes or services. As Robertson and Emerson demonstrate in Chapter 18 of this book, there is a dearth of descriptive or evaluative literature about case management in this field. This is changing, however, as the focus of attention shifts from specialist disability services to planning for inclusion of people with intellectual disabilities across all aspects of their lives, using both formal and informal supports. Two publications have explored these broader issues. Cambridge and Carnaby (2005) examine the connections between person-centred planning and broader care management systems, while Concannon (2005) explores the challenges of involving people with intellectual disabilities in planning their own services. Our book adds to this growing literature seeking to understand how to plan most effectively in concert with people with intellectual disabilities and their families to work across the seams of government (Castellani 1996), to enable access to responsive person-centred support from both mainstream and disability-specific services as well as informal networks of support made up of family, friends and community organisations. Our purpose is not to get caught up in an examination of particular models of case management or tools for planning; rather, it is to contribute to the development of good case management practice by illuminating its complexities, the tensions and dilemmas practitioners must negotiate every day, and the multiple sources of knowledge on which they need to draw in order to do so.

Three key dimensions mediate the outcome of case management for people with intellectual disabilities: the context of the broader social welfare system in which a case management programme is located; the structure of the case management programme; and case management practice – the processes used by practitioners, including the skills and knowledge on which they draw that shape these processes.

Context

Contemporary neo-liberal ideology in Australia and the UK tends to restrict eligibility and conceive of welfare as residual, standing in stark contrast to the rights-based, person-centred ideology of the disability movement. People with intellectual disabilities have few enforceable rights to services that match their needs, and the process of rationing – weighing up individual needs against available resources – compromises the capacity of case managers to deliver on visions of individual choice. The constraints imposed on case management practice by context are illustrated by Mansell and Beadle-Brown (2004, p.5) ‘through the introduction of waiting lists, the use of standardised procedures for assessment (prix fixe rather than à la carte), the bureaucratisation of management processes and the reservation of funding decisions to higher-level managers removed from direct contact with service users’. The impact of the broader welfare system was evident in Robertson et al.’s (2005) evaluation of person-centred planning, which suggests the need to complement such planning with the removal of structural barriers to achieve inclusion in employment and access to mainstream housing. Green and Sykes in Chapter 3 of this book, and other writers (Beck 1992; Kemshall 2002), draw attention to the ‘risk society’ as a relatively new context of case management and suggest that increasingly the day-to-day operations of the helping professions and service providers are restricted by imperatives to avoid or manage risk. The intangible risks to the quality of life of people with disabilities are often accorded less weight than more tangible and easily measured risks or those associated with staff occupational health and safety. Practitioners need to be aware of the tensions that arise in their practice from the broader context in which they work if they are to have any chance of negotiating the impact of these at the organisational and individual levels.

Structure

It is important too that case managers have an understanding of the nature of the programme in which they work and the particular issues inherent in its structure and/or organisational base. The model of case management adopted determines the way in which work is structured and operational factors such as administrative requirements, caseloads, staff qualifications and supervision arrangements. Grant and Ramcharan in Chapter 7, for example, illustrate the way in which a purely administrative model can hamper the development of empathic relationships with families and the problems case managers encounter in having no command or control over resources. Increasingly, too, attention is drawn to the potential for case managers’ conflicting interests to undermine an individual’s self-determination. For example, Stainton in Chapter 5 suggests that if assessment, funding and provision of services are linked directly in an organisation, then a structural incentive is generated for case managers to understand need in line with available services, which leads to service- rather than user-led assessment. New models of case management that separate these functions and place control of budgets in the hands of consumers are suggested as a means to preserve a rights perspective, to avoid such conflicts and to shift power from professionals to people with intellectual disabilities and their families. Although these models, such as direct payments and consumer-directed budgets, may tackle structural tensions for case managers, the transfer of power to consumers may also be illusionary, as it does not solve the problem of demand exceeding supply and the need to ration resources. These models do attempt, however, to make the process more transparent.

Process

The values of self-determination and choice that underpin case management practice with people with intellectual disabilities are common to work with many vulnerable populations. We argue, however, that it is particularly complex to infuse these values into practice with people with intellectual disabilities, who, despite having many strengths, are likely to have complex communication needs, impaired social interaction, limited experience of choice and difficulty making informed decisions for themselves. For example, as LaVigna and Willis illustrate in Chapter 12, a more thorough and comprehensive approach to information collection, assessment and planning is required when people cannot easily articulate their own needs, express their feelings or explain the source of their distress. As Chapters 7 and 11, by Grant and Ramcharan and Spencer and Llewellyn, respectively, exemplify, significantly more time is required to both establish a relationship and devise and use an array of alternative forms of communication with people who have limited expressive or receptive skills. Efforts to obtain information from multiple sources should be a key process in case management with people with intellectual disabilities. A significant challenge is to identify those who know the person well and whose knowledge is partial. Case managers must ensure they draw on all potential sources of knowledge about the person and their social environment in order to ensure all perspectives and possibilities are taken into account in the formulation of plans. Grant and Ramcharan suggest this must include case knowledge, system knowledge, biographic knowledge, communicative knowledge and community knowledge. Important too are sensitivity to and a recognition of the impact of wider social networks in terms of socioeconomic status, ethnicity and culture. Many of the chapters in this book will assist case managers to explore these different sources of knowledge, including the differing ways of understanding the nature of intellectual disabilities, knowledge related to health, communication and the life course.


Reconciling different perspectives is part of the art of assessment and priority-setting. Maintaining a person-centred stance rather than the more expedient one of professional ascendancy is a source of constant tension for case managers who work with people who cannot easily challenge their decisions or judgements and who may have no one else to do so for them. Margaret and Peter Flynn describe in Chapter 9 the long-term and detrimental effects of decision-making that excludes those who know the person well but are located outside the service system. How and by whom decisions are made are central practice questions. For many people with intellectual disabilities, transparent informal mechanisms are required to ensure their rights are upheld and preferences acknowledged. This requires identification and recognition of those who are best able to stand in the person’s shoes to make decisions rather than professional judgements about the person’s best interests. If conflict exists, and open dialogue and negotiation around differing views fails, then case managers must have the skills to use formal legal frameworks for alternative decision-making.

Relationships with families are a core issue in case management practice with adults with intellectual disabilities and form a thread running through this book. Many adults, whether they live with their parents or elsewhere, remain important members of their families and part of a unique system of reciprocal relationships. Family members may not have legal rights to make decisions on behalf of their adult member with intellectual disabilities. They may not provide hands-on care and yet many care deeply and have a lifelong involvement as staunch allies and advocates. Few other relationships can replace the long-term commitment of parents and siblings in ensuring that the interests of the family member with a disability, rather than the service system, are uppermost in all decisions. The complex task of the case manager is to support and nurture family relationships while identifying and resolving conflicting needs and interests between adults and their families. In Chapter 7, Grant and Ramcharan provide a useful way of tackling this by thinking about the coexistence of intrapersonal, interpersonal and intergroup empowerment.

This book is intended for case management practitioners and human service professionals who, although not labelled as such, are involved in the function of case management. Its primary focus is adults with intellectual disabilities and their families, although Chapter 17 by Gavidia-Payne explores case management issues from the perspective of children and their families. The book grew out of the suggestion of a government department that a manual was required to guide practice and our realisation that the practice of case management with people with intellectual disabilities and their families is too multifaceted and complex to be captured in that way. Rather, we set out to write a book that discussed some of the diverse elements that impact on practice and the unique and complex processes that are needed to retain a person-centred approach in working with people with intellectual disabilities and their families in order to achieve inclusion, choice and participation.

We have retained the nomenclatures used by authors that stem from the context of their writing, and thus some chapters refer to ‘case management’ while others use ‘care management’. Contributors are drawn from Australia, the UK, Canada and the United States of America. The contributors are academics, parents, people with intellectual disabilities, service providers and case managers, reflecting the many different perspectives on case management.

Outline of chapters

Chapter 1 provides the background for other chapters by tracing the origins of case management and its policy context. The original defining characteristics of case management, its conflicting purposes and the way it is conceptualised in this book are set out. This chapter considers some challenges to case management practice and the various ways in which its performance might be critiqued. These issues are examined further by Emerson and Robertson in Chapter 18. The chapter concludes with some ideas about best practice in case management and questions to be resolved in evolving models.

In Chapter 2, Chris Fyffe uses the World Health Organization (WHO) framework (WHO 2001) to draw attention to the different ways in which intellectual disabilities can be understood from a medical, functional and rights perspective. Fyffe argues that although rights should provide the overarching framework, the other perspectives make an important contribution to building a picture of a person’s support needs. This chapter establishes a foundation for understanding intellectual disabilities and the subsequent chapters that individually delve further into rights and specialised supports for community living.

The focus of Chapter 3 is the increasing prominence given by both government and non-government organisations to risk management. Green and Sykes argue risk management has become dominant in case management practice and use the Australian Standards risk framework (Standards Australia 2004a,b) to illustrate the way it is impinging. The authors highlight how risk management can pose a threat to people’s quality of life by giving priority to risks associated with occupational health and safety, focusing on hazards and worst-case scenarios. They suggest the importance of articulating risk and integrating it into individual planning. Using a series of case vignettes, they illustrate the impact of ill-considered or unbalanced risk management and suggest strategies by which risk can be creatively managed and shared between organisations involved in supporting an individual. The last part of their chapter discusses the need for legal mechanisms if restriction of personal liberty or rights is necessary to manage severe risk. They provide as an example legislation from Victoria, Australia, that provides a legal framework for compulsory detention and treatment for those judged to be a severe risk to themselves or others.

Chapter 4 is a short chapter about the experiences of the contributor, Lesley Gough, as a case manager. Gough illustrates vividly the impact of the broader context of unmet needs and the shortage of long-term accommodation on the adequacy of her case management practice and the trauma this causes to the lives of the children and families with whom she works. She describes how dealing with crisis and finding short-term stopgap measures diverts attention from more proactive preventive work with families and children.

Chapter 5 begins by explaining the fundamental importance of a rights perspective and the impact of programme and organisational structures in upholding rights. Tim Stainton argues that many of the tensions inherent in case management can be dealt with by organisational change, and he provides two examples – one from the UK and the other from Canada – where attempts have been made to implement such reforms.

In Chapter 6, Estelle Fyffe, the chief executive officer of a non-government organisation, explores the importance of organisational relationships for the case manager both within the employing organisation and within external organisations. Fyffe illustrates how organisational culture and practices can support or undermine good practice, and she highlights the challenges of working across organisations and sectors where organisations and case managers may hold very different values and understanding of intellectual disabilities.

In Chapter 7, Gordon Grant and Paul Ramcharan draw on research that examines case managers’ experience in putting into practice person-centred practice with families of adults with intellectual disabilities. The authors highlight the interdependence between adults and their families and the invisibility of much care and the difficulties experienced by case managers in understanding family coping mechanisms. They reframe tensions between adults and their families by setting out a model of family empowerment that pays attention to the empowerment of self as well as acknowledging interdependence among family members and the need to empower the family as a group to address wider social change. They conclude by noting the need for practice research and the absence of hard evidence as to how empowerment practice can work effectively, for whom and in what circumstances.

In Chapter 8, Marie Knox, who is both an academic and a parent of a young man with high support needs, describes a common case management model where a worker in an accommodation service doubles as a case manager. Knox demonstrates the role of parents as advocates in case management processes while also illustrating the care required to ensure it is the voice of her son and his views, rather than her own, that dominate. She traces the fine line parents and case managers must tread between upholding a person’s right to autonomy by ensuring their wishes and needs are met and that of protecting the individual from poor choices and harm. Importantly, too, she draws attention to the fear of retribution confronted by parents and other allies when they challenge or push a service system that potentially wields much power over the life of the person they seek to represent.

The importance of including families in case management processes is illustrated vividly in Chapter 9, written by Margaret Flynn with her brother Peter. This chapter poignantly describes how failure to recognise the long-term relationships within families that are not defined by daily contact led to disastrous changes for Peter. The assumption that the ‘system knows best’ pervades the chapter and demonstrates the ease with which biographical knowledge can be lost and the person simply becomes a ‘case’. The chapter conveys powerfully the disempowerment and frustration that result for family members when this occurs. It highlights the importance of responsive, accessible checks on professional power and the failure of professionals to challenge poor practice and poor services or remedy errors once made.

Chapter 10 is written by Colin Hiscoe, with Kelley Johnson. The life events that Colin recalls illustrates the lack of power many people with intellectual disabilities have over their lives. Colin tells of his expectations of case managers – that he is respected and listened to and is the priority for a case manager, regardless of what ‘the system says’.

Chapter 11 by Margaret Spencer and Gwynnyth Llewellyn proposes a collaborative approach to working with adults with intellectual disabilities, drawn from mainstream theories of family systems, critical reflection and a strengths-based approach. The chapter illustrates the application of this approach to long-term work with a young mother with intellectual disabilities and the iterative dynamic nature of case management practice. The example, drawn from the experience of Spencer, uses discussions between a parent and a case manager to demonstrate the importance of respect and skilled, carefully adapted means of communication to understand the priorities and assumptions of each individual. The chapter also illustrates the role of a case manager in interpreting intellectual disabilities and resourcing mainstream services to foster attitude change and enable them to provide more appropriate adapted support to people with intellectual disabilities.

Chapter 12, by Gary LaVigna and Thomas Willis, although focused on people with mental illness and problematic behaviour, illustrates a comprehensive model of biopsychosocial assessment that covers all possible dimensions of a person’s life, sources of knowledge and perspectives. It demonstrates too the development of a plan that seeks to tackle underlying causes of an individual’s problems rather than short-term manifestations. The authors elegantly describe the role of positive behaviour support in furthering the participation of people with complex behaviours and mental health issues in community living. Without such assistance, the promise of community living can be unavailable to some people. Some readers may be critical of the professional stance taken by the writers, but careful reading demonstrates clearly the value of such an approach to informing and organising practice to ensure multiple perspectives and sources of information about a person are taken into account. The chapter highlights the value of monitoring and review, functions that are often neglected.

Chapter 13 by Brenda Burgen and Christine Bigby focuses on the non-practical issue of friendships, which are too often neglected in work with young adults and yet are crucial to their self-worth, growth and emotional development. The chapter draws on Burgen’s research, which demonstrates that experience of friendships can build skills and highlights the importance of structured activities and segregated environments in creating opportunities for the formation of friendships between young people.

Chapter 14 by Christine Bigby considers a range of issues that stem from the increased life expectancy of people with intellectual disabilities. Issues include making the transition from living with parents, differentiating between middle and old age and dealing with age-associated expectations and stereotypes. The chapter highlights the continuing importance of families as people age and the importance of including siblings, parents and the person themselves in planning for the future. It stresses the importance of an understanding by case managers of likely age-associated change to enable planned adaptations in support and to raise questions about potentially discriminatory service practices regarding retirement and ‘ageing in place’.

In Chapter 15, Susan Balandin explains the importance of communication in expressing needs and choices and highlights the high proportion of people with intellectual disabilities whose communication is difficult to understand and who have difficulty understanding verbal and print communication. She demonstrates the extent to which professionals frequently overestimate the capacity of people with intellectual disabilities to understand verbal communication and the potential this has to exclude people from decisions about their lives. The chapter discusses strategies to simplify verbal communication and other options that require alternative or augmentative communication and the importance of committed communication partners. The use of Talking Mats™ is presented as one relatively simple tool to enable the expression of feelings and preferences, although to maximise its potential considerable biographical knowledge of the person is required.

Chapter 16 is written by Philip Graves, a medical practitioner, who sets out the case for the importance of high-quality healthcare for people with intellectual disabilities and argues they must have rights to the same quality of care as the general community, delivered in the same contexts and using the same clinical rules and levels of urgency. The chapter details the reasons why an understanding of the causes of disability is important for people with intellectual disabilities and their families and explains the key medical conditions associated with intellectual disabilities. The final part of the chapter uses four case studies to illustrate the importance of diagnosis, equal access to treatment and the obstacles that can be encountered.

Chapter 17 by Susana Gavidia-Payne is one of the two chapters with a focus on children rather than adults. The author attempts to explain the dominance of a family support versus a case management orientation. The chapter provides a comprehensive critique of case management from the perspective of a family with young children.

Chapter 18, by Janet Robertson and Eric Emerson, discusses the dearth of evaluative literature on case management with people with intellectual disabilities and approaches the analysis by identifying the core functions that come under the rubric of both case management and individualised planning. In presenting a succinct summary of research that has evaluated individualised planning, the authors point to the vital connection required between preparation and implementation and suggest that the real test of the planning process is the impact on an individual’s lifestyle and quality of life. The chapter provides a blueprint for the development of quality plans and highlights how few actual plans reflect best practice. The last part of the chapter discusses the authors’ evaluation of the person-centred planning initiative in the UK, suggesting that the results indicate that person-centred planning builds on the existing capacity of services rather than representing a radical departure from previous practices. They conclude that person-centred planning has had a positive impact on the life experiences of the 70 per cent of people with intellectual disabilities in the study who had a plan prepared during a 12-month period, noting 30 per cent of people in their study did not have a plan prepared. Positive outcomes were increases in the size of social networks, greater chance of having active contact with family and a member of family in their social network, a higher level of contact with friends, more community-based activities, and increased hours per week of scheduled daily activities. The authors found no apparent impact on some of the stronger measures of social inclusion, however, such as more inclusive social networks and employment.

Significantly, the case managers interviewed for Robertson et al.’s study cited tensions stemming from the competing purposes of their work and organisational structures as obstacles to person-centred practice and attempts to find innovative solutions to the problems thrown up by person-centred planning. It is these very tensions, together with the multiple sources of knowledge that can inform practice, that this book seeks to illuminate in order to support case managers to negotiate the complexities of person-centred case management practice.
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Case management with people with intellectual disabilities: purpose, tensions and challenges

Christine Bigby

This chapter provides a background to the later chapters by setting out our understanding of case management. The chapter identifies the origins of case management and its competing purposes. It considers various critiques of case management and suggests that the apparent inability to deliver envisioned outcomes for people with intellectual disabilities may be due to some of case management’s inherent tensions, the social context in which it operates and the complexities involved in working with this disadvantaged, socially excluded group. Finally, the chapter highlights some of the key issues that confront case management practitioners that make case management practice with people with intellectual disabilities so complex and demanding. The focus is case management with people with intellectual disabilities and their families, although the chapter draws on both the extensive generic case management and community care literature and the more limited research in this area that focuses specifically on people with intellectual disabilities.

Origins of case management

Many factors influenced the development of case management as a model of service provision, including growth in complexity of services systems, ideological shifts in approaches to welfare, growth of a rights perspective and traditions of individualised planning in intellectual disabilities. These factors are diverse, reflecting different and often contradictory value positions, and they provide some insights into the inherent tensions within case management.

Growth of complexity and ideological shifts in welfare

At the simplest level, the need for case management emerged from the evolving nature of service systems and a growth in size, complexity and fragmentation that made it difficult for people with long-term care needs and multiple disabilities to negotiate access (Austin 1990; Intagliata 1992). Changes to the organisation and delivery of welfare that led to this variable, fragmented approach to service provision and created the need for coordination stemmed from the ideological shifts in the role of government and welfare in Europe and Australia that occurred in the last two decades of the twentieth century, although these shifts were largely presaged by the rapid development of case management systems in the USA in the mid and late 1970s. These shifts also brought to the fore the tension between meeting individual needs and the economic costs involved in doing so. Neoliberalism aimed to reduce the role of government in welfare, to integrate economic and social criteria and contain costs. Collective commitments to vulnerable populations were reduced and greater emphasis placed on private and community responsibilities, mainly those of individuals and families. Emphasis was placed on choice, individual risk and responsibility and explicit recognition of informal support. The delivery of welfare services was shifted to reflect business principles of efficiency and effectiveness, greater accountability and control of budgets. Mechanisms such as quasi-markets were introduced to separate purchasers from providers, and services were competitively tendered and contracted out to the non-government and private sectors. A managerial approach to the delivery of community services replaced the control and dominance of social work and other human service professions in service delivery (Baldock and Evers 1991; Ife 1997).

Deinstitutionalisation

Allied to neo-liberal reforms in welfare delivery was a shift in the balance of care from institutions to the community. Although it can be argued that deinstitutionalisation was driven by economic imperatives of shifting the cost of care from the state to families, it was also driven by the ideology of normalisation that sought to close inhumane, abusive institutions and achieve a more valued life for people with intellectual disabilities in the least restrictive environment. Institutions were essentially a group-based approach to support for people with intellectual disabilities, across the whole of their lives. Closure of institutions and the values associated with normalisation required that support be provided not only to those affected by closure but also to the larger proportion of people with intellectual disabilities who had always lived in the community. This brought with it greater attention to family support and the coordination of formal and informal sources of support. Like neo-liberalism, but for different reasons, deinstitutionalisation fostered more individualised approaches to people who needed long-term support across different phases of their lives.

A rights perspective

The disability and human rights movements that gained strength in the 1980s emphasised the rights of people with disabilities as citizens, while neo-liberalism focused on their rights as consumers of services. Both, however, emphasised individual choice, autonomy and control over services, although the rights movement also continued to be concerned with collective interests of vulnerable and disadvantaged groups. Although for different reasons, both perspectives contributed towards shifting the balance from professionally defined or mediated needs towards self-defined wants and aspirations, and influenced the development of consumer-driven models adopted by the independent living movement for people with physical disabilities. The rights perspective also emphasised a support model derived from the social model of disability that focused on external support and environmental change to enable participation rather than more traditional individual skills training and preparation based on medical and functional models of disability that previously had dominated the field of intellectual disabilities.

Traditions of individualised planning

The origins of case management are also found in the strong tradition of individualised planning at the micro-service level for children and adults with intellectual disabilities. This type of approach was seen as a key way to meet individual needs in group-based services, such as schools, day centres and institutions. Many schemes were founded on the principles that people with intellectual disabilities and their families should be involved in decisions about their own lives and have a say in setting goals and strategies. For example, Greasely (1995) refers to the gradual shift in the nature of individual planning from service- to user-led, and from a deficit to strengths-based approach. He cites Brechin and Swain’s (1987) model of ‘shared action planning’, which conceptualised planning as a continuous process of discussion, shared experiences, observations and negotiations between individuals, family members and professionals. The model was underpinned by a


commitment to those people who usually have least opportunity to develop and express their views about what should happen next; people such as parents or unqualified staff, who may be closely involved but lack the power or information to make key decisions; and people with learning difficulties themselves, who may these days be ‘consulted’ but lack the time or opportunity to develop their ideas properly. (Brechin and Swain 1987, p.viii)



Community care policy reforms

In the UK, case management has been a key part of policy reform and the development of community care for vulnerable populations since the late 1980s. The early experimental programmes in the UK that targeted elderly people demonstrated the viability of case management, both for individuals and the service system, not only facilitating continued community living for older people but also accomplishing this at a lower cost than institutional care, and increasing the efficiency of social care provision (Challis and Davies 1986). The early pilot programmes became part of a huge national experiment after the 1989 White Paper ‘Caring for People’ mandated the development of case management systems by local authorities delivering community care services (Department of Health 1989). Although termed ‘individual planning’, the core functions of case management were embedded in the All Wales Strategy for the Development of Services for Mentally Handicapped People in 1983 (Felce et al. 1998). Similarly, in Australia, at the federal level, case management programmes such as Linkages and Community Options formed the backbone of community care reform for people with disabilities and elderly people that grew out of the Home and Community Care Act 1985 (Ozanne et al. 1990). At a state level, case management programmes were central to the implementation of the common state-based Disability Services Acts in the form of programmes such as Options in South Australia and Making a Difference in Victoria.


Distinguishing characteristics of case management

In the early UK experimental models, case management was clearly distinguished from other human service work intervention in several ways. The organisation of support was separated from its provision, and performance of tasks such as assessment and planning were cast as being needs-led and expected to involve both users and carers, rather than service-led and dependent on the availability of formal services. Organisationally, budgets were devolved and case managers had control or at least decision-making authority over available resources, whether funding or access to services. Case managers had small caseloads, freedom to spot purchase resources, highly tuned assessment skills, and good information about local resources. Case managers were expected to span the boundaries of service systems, and programmes were highly targeted and differentiated by a commitment to durable intensive but variable support aimed tightly at people with long-term complex needs that crossed diverse life areas (Challis 1999). Outcomes of these early case management experiments in the UK were better quality of life for older people, prolonged residence at home, reduced dependency on congregate care and lower per-capita costs. But as Stainton points out in Chapter 5 of this book, individuals did not always feel they had a greater degree of control over their own lives (Challis and Davies 1986).

The growth of case management, however, has been characterised by diverse organisational and operational arrangements that has meant many of the key features of earlier models are not always present. The diversity has become so great that Challis (1999) suggests little evidence now exists of a shared definition of case management. There can be little doubt that, at times, case management is used simply as a blanket term for the way in which any individual is processed through a care agency (Rubin 1985; Stalker and Campbell 2002). Various dimensions are used to characterise different types and models of case management (Weiner et al. 1992). Challis (1999), for example, distinguishes between generic and intensive models of case management, arguing that the centrality of a differentiated response has been lost, such that in some systems case management has become a generalist response to all potential clients. Generic models are not targeted tightly and tend to be concerned more with service coordination. In contrast, intensive models remain targeted more tightly at individuals with complex needs and take a broader, longer-term, more intensive approach that seeks creatively to build support and to gain access to services. Challis (1999) suggests that the more differentiated models of care management typically are found to be more effective. Using another dimension, the distinction is made between professional/clinical and managerial/administrative models. The former recognises the importance of professional knowledge and judgement, the individual and their unique issues, and the importance of a supportive relationship between the client and case manager; the latter model, on the other hand, is more task-oriented, focusing on the implementation of formal procedures and processes (Challis 1994). Processes for allocating resources and the pattern of clustering case management tasks are also used to distinguish models of case management. Stainton (see Chapter 5), for example, suggests that models that allocate funds directly to individuals and separate planning from resource allocation are more likely to enhance the power of people with intellectual disabilities and their families.

In the field of intellectual disabilities, more attention has been paid to models of individualised planning, such as individual program and educational plans and, more recently, person-centred planning, than to ideas about case management. Cambridge et al. (2005), however, use the locus of responsibility for case management to distinguish four types of case management available to people with intellectual disabilities relocated to the community from an institution: (i) provider marginalised, (ii) consolidated mainstream, (iii) diluted mainstream and (iv) fragmented. Although they are specific to the UK context, these models resonate with the situation of people with intellectual disabilities in Australia. The provider-marginalised model excludes residents of group homes from the case management services available to older people and people with disabilities living with their families in the community, and leaves both programme-specific and broader lifestyle planning to their main (usually accommodation) service provider. This model is very common in Australia for residents of shared supported accommodation services provided by government and large multi-programme non-government agencies (see Chapter 8). In consolidated and diluted models, residents are integrated into case management services available to others living in the community, which are hugely variable in organisation and operation and have often lost a professional focus. In the fragmented model, individuals are caught between the community care and health systems, with a lack of any real clarity as to which system takes responsibility for case management functions (Cambridge et al. 2005).

Common functions of case management

The purpose of this chapter is not to get caught up in an examination of particular models of case management, as these will vary by jurisdiction and the nature of the system of which they are a part. Rather, the aim of the chapter is to illuminate the challenges that confront frontline practitioners of case management with people with intellectual disabilities and their families. Therefore, case management is conceptualised very broadly as the overarching set of functions undertaken in a service system that seeks to organise comprehensive individually tailored packages of support for people with intellectual disabilities. In the current systems of mixed economies of welfare in the UK and Australia, these functions are:

•information collection, assessment, planning and prioritisation of needs

•allocation, development and negotiation of resources

•implementation, monitoring and review of support plans.

How these three sets of functions are put together depends a great deal on service histories, interagency working and linkages with local communities. Even nomenclatures can vary; for example, a service might be named ‘case management’, ‘service coordination’, ‘care management’, ‘support and choice’, ‘local-area coordination’, ‘linkages’ or ‘community options’. Points of difference concern the locus of responsibility for resource allocation, plan implementation and review. For example, in some systems, all functions rest primarily with the case manager, while in others, assessment and planning occur separately from the allocation of resources and plan implementation. The separation or clustering of functions, and the locus of decision-making, affects the balance of power between professionals, the individual and their informal network.

This approach proposes that the varied ways of organising case management functions form a continuum rather than being distinct types of service provision. At one end of the continuum is the traditional professional model, where all the functions are vested in a professional case manager, who, in conjunction with clients and families, formulates and implements plans for support. At the other end of the continuum is a self-directed individualised funding model, whereby the person with intellectual disabilities is allocated a budget based on assessed needs or other formulae. The person and/or their family formulates, implements and manages the plan by purchasing support and services from their individual budget. This continuum is evolving continuously as models of case management are refined and new models adopted. In both the UK and Australia, current developments indicate a shift towards the individualised and self-managed end of the continuum.


Outcomes for individuals

Case management is a service-delivery mechanism and is a means to an end rather than an end in itself (Austin 1990). At its simplest, case management is a process to enable an individual to get the support and services they need in a coordinated, responsive, effective and efficient manner (Intagliata 1992). It is generally part of a broader system of state welfare provision, the capacity of which determines what can be achieved for individuals and their families. From the perspective of the individual, the purpose of case management is ‘tailoring services to individual need’ (Department of Health 1991), and its functions are the assessment and prioritisation of needs and wants;1 allocation, development and negotiation of resources from informal and formal support systems; and implementing, monitoring and reviewing support plans over time. Ideally, it is an iterative rather than a linear process and is responsive to changing needs and wants.

Functions may involve tasks such as challenging poor-quality services, developing the capacity of informal support networks, blending formal and informal sources of support, taking proactive and preventive action in order to avoid crises, responding to changing life circumstances and aspirations, building on individual strengths, undertaking advocacy and system change, coordinating support across service areas and different phases of life, and providing a point of access to a complex system of support.

Expectation of what case management will deliver for people with intellectual disabilities is often seen as far-reaching and sometimes confused with broader policy visions. Outcomes can be protecting the rights of people with intellectual disabilities, enabling them to achieve a quality of life in the community that reflects their choices and meets their needs and aspirations. Mansell (personal communication, 2006) sums up the benefits to individuals as individualisation, responsiveness and control over the services they receive. Outcomes for families and/or carers are support to continue caring with increased satisfaction and reduced stress and to enjoy a full and rewarding life outside caregiving.

Case management is one formal mechanism for ensuring people with intellectual disabilities have the long-term support they need to live in the community.
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