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                                              INTRODUCTION

The jungle analogy

For many families of children with disabilities, engaging in the present social service system is like being flung into a survival strategy game, in the midst of a dangerous jungle. You don’t know where you are to start with, and the only instruction you are given is that your family must get through this, using only your wits. 

You are however given a rock, and told that you should be thankful - because there are other families in the game, and only a limited number of rocks. In fact there are even families waiting for the other families to make it through, so they can start. Some family teams are smaller in number than others, and clearly have never been in a jungle; others are larger - with jungle experience, extra rocks from home, and even a pocket knife. The aim for everyone is the same – to get through alive. Although there are jungle monitors (people hired by the company to record your efforts) they can only keep notes of your progress and smile sympathetically. You’re worried they will take your rock away. The jungle monitors suggest families take the trail to the left - but it doesn’t make sense because it crosses an alligator-filled river, your family can’t swim, and it would put you miles out of your way. You start off that way anyway (because at least there is a trail). 

Although you meet other family teams (who warn you about the quicksand and give you tips on how to conserve water) you realize quickly you and your family are completely on your own in a very dangerous place. You pray you’ll get through alive.

In the midst of this, you hear the game’s rules are changing. Families who struggled through ahead of you have suggested this game could be done much differently for less money - with less fear and desperation, and instead with a sense of control and choice. The company is keen to save money, so they accepted.

Each family now has access to a guide who knows the jungle – if they want one. The guide can sit down with your family and assist you to choose the trail you want to take. He/she can help you draw a map of your chosen route, can tell you the pitfalls or benefits of each direction, can advise you about the equipment needed, and can assist you in asking the company for appropriate and necessary tools needed to get through.

You notice some jungle monitors have become guides, others are trimming back the bush, and still others are doing specific jobs for the company. The jungle seems more manageable – even the alligators appear friendly. Although you and your family are still on your own, you now have a cell phone and can call your guide, if you need to. You think – “It’s still a jungle, but we have a plan and the appropriate support to make it through. We could even choose to build a hut and stay here!”
An introduction to the topic of individualized funding

While far from a perfect analogy, the jungle scenario contrasts the present situation for families with one under individualized funding – albeit in a rather offbeat way. Individualized funding is about to be rekindled in B.C. It was developed here in the late 1970’s, by a group of family members who came to be called the Woodlands Parent Group (Salisbury & Collins: 1999, p. 1). They proposed money go directly from government to the individual, based on a personal plan created by the individual and family, and with the aid of a service broker. 

The Woodlands Parents group realized there was a window of opportunity for change, they knew what their children needed, and they came up with a proposal for government. A pilot project was set up, brokers were hired, and despite problems - individuals with disabilities and their families were very happy with it. The government of the day shut it down soon after, but not before their idea had caught on and spread to parts of the United States, Britain, Australia, New Zealand and Europe (Bach quoted in Dowson & Salisbury: 2001, p. 36-37). 

Now, twenty-five years later, some of the original parents from the Woodlands Parent Group are leading the movement for Individualized Funding here again. A newly elected government willing to look at system change has provided another window of opportunity. Individuals with disabilities and their families have joined with service providers and advocacy organizations to form the Community Living Coalition to assist with proposed system change and budget cuts in a way that could benefit or (at least) prevent harm to people with disabilities and families. The Liberal government has accepted their challenge and their proposal for community living.

Rationale for the choice of topic

The topic of individualized funding is not only timely, but also important to address for several reasons. Firstly, the numbers of people with a disability in B.C., and elsewhere in Canada is on the rise (MCFD: Feb 2002, p2; Roeher Institute: 2000c, p. 1). Technological advances have dramatically improved survival rates for infants born with disabilities and the Canadian population is aging (increasing the probability people will develop a disability later in life). Secondly, because of the elimination of Canadian Assistance Plan, the amount of money in B.C. and elsewhere for social services has declined substantially over the past decade (Torjman: 1996, p 2). With more people needing assistance (and less money available) it is essential to spend every penny efficiently. Individualized funding also has tremendous potential to assist older Canadians as well, minimizing expensive and potentially isolating long-term care placements. Thirdly, people with disabilities are now living in communities, either on their own or with their families, and are increasingly demanding a voice in this process. 

Fourthly, the current system of child and family services is not working, and often results in “family breakdown, parental ill-health, overrepresentation in child welfare systems, neglect, abuse, and even murder of children with disabilities” (Roeher Institute: 2000c, p. 4-5). For adults with disabilities it can mean isolation, segregation, poverty, and lack of opportunity of even the most basic rights of citizenship (Wehmeyer: 1996, p. 33). There is tremendous frustration with “agencies that did not listen” or were “unwilling to provide supports,” as well as a desire by individuals and families “to have more control over their lives” (Uditsky: 1998, p. 2). 

Increasingly, families are encouraged to dream of a meaningful life for their children and not settle for less (Snow: 2001, p. 233). Many young adults with disabilities have been included in regular classrooms in their local schools as children, and they expect to be included as adults in their own homes in their communities (Ontario Federation for Cerebral Palsy: 2000, p. 8). The current program and service system does not currently have the flexibility, choice, and individualization of need to accommodate this.

Over the past few decades there has been a shift from the medical model of disability care, increasingly to a human rights and citizenship perspective. In this view “disability – first and foremost – is a matter of citizenship and human rights” (Roeher Institute, Agenda for Action: 2000, p. 2). These rights suggest an entitlement to services  (Ontario Federation of Cerebral palsy: 2000, p. 28). ). In Canada, the rights of people with disabilities are legislatively acknowledged in the Charter of Rights and Freedoms  (Salisbury & Collins: 1999, p. 1). 

Where it was once believed people with disabilities are significantly different as to need special programs and services (Snow: 2001, p. 220), it is now beginning to be understood they are citizens, with the rights and responsibilities of citizenship (Etmanski, UBC lecture, March 2001), and just need supports to enable them to be part of their community. The shift to a new paradigm of individual supports, rather than the present ‘special’ programs and service paradigm has begun (Hagner: 2000, p. 25) and the implementation of individualized funding will play a key role in this. 

B.C. was the home of the first and more comprehensive pilot project of individualized funding ever (Salisbury: 1997, p 17). Some of the parents from the Woodlands Parent Group who created the concept originally, as well as two of the brokers who assisted in its original implementation are again re-designing individualized funding for this province. They have worked ceaselessly for many years to bring it back, and have carefully and cautiously studied lessons learned from other parts of the world. In short, there is tremendous expertise on this topic here, and with government and community support, they can develop a well-crafted option for individuals and families.  

Finally, this topic is important because people with disabilities and families are themselves leading it. It is a grassroots movement “led by consumers” (Duckmanton: 1997, p. 21). Furthermore, the Liberal Government has accepted the Community Living Coalition’s principle that ‘fifty percent plus one’ of any provincial board for community living must be composed of self-advocates or family members of a person with a disability (Community Living Coalition: 2001, Appendix 1). This marks the first time anywhere that consumers of disability services will have a majority vote at the policy table.

Personal connection to this topic 

My own connection with the topic of individualized funding, and in fact my shift from nursing into the field of social work, has much to do with my experience as the mother of a child with a disability. I learned to advocate for my daughter’s right to attend her neighbourhood school, her local daycare, and to have the therapy support needed to assist her to walk. I quickly realized that her rights – because of having a disability –are in no way assured as they are for other children. I learned about the political system, how to network and write compelling letters to politicians, how to speak publicly about disability, and what to say (and not say) to the media. This led me to social work, with my areas of interest being both aging and disability. I began to realize the system I experienced as a consumer and later saw as a social worker really was illogical, but saw no way out of it.

Then I discovered Individualized Funding– first as a member of the Family Summit, and later as a family member of the Community Living Coalition. I was skeptical and suspicious at first, but both the need to transform the current system, and the potential of individualized funding to effectively to allow people with disabilities and their families to lead ‘ordinary’ lives, has profoundly inspired me.

Map of this paper

This study will look at the emerging issue of individualized funding in British Columbia, the implications of this for families who have children with disabilities, and what it will mean for social workers. The paper is divided into seven chapters including the introduction. The context of the issue including the current situation in Canada and international trends and directions, is discussed in chapter two. Chapter three briefly summarizes the history of individualized funding. Chapter four is a literature review of the topics of disability and family, community governance, self-determination, brokerage/ independent planning, and community engagement. Chapter five describes the emergence of individualized funding in B.C. Chapter six analyzes this issue and discusses the implications for both families and social workers Chapter seven looks at what we need to watch for and contains the conclusion.

                                                    CHAPTER TWO

                                              CONTEXT OF THE ISSUE

Structure of the social service system 

Service delivery generally falls under a block funded or managed care style, wherein the state fund-holder funds the service provider agencies, and they then deliver services or programs to the individual (Dowson & Salisbury: 2001, p. 36). Block funded services are set up “for a predetermined general need” and not “to meet the needs of a specific individual” (Stainton: 1998, p. 141). This leads in segregated services and programs that may have very little meaning for participants and are far from their communities - but from which there are few other options (Ontario Federation for Cerebral Palsy: 2000, p. 7). Examples of this would be after-school childcare programs for teens, children and adult group homes, and day programs for adults. 

Presently, it is the service provider, rather than the individual or family, who defines what those needs are (Stainton: 1998, p. 137). Families constantly live under the threat that the services or funds they do have will be taken away - particularly if they are either managing very well (Kennedy: 1996, p. 46), or not well enough. They have little or no say in the situation, and only the choice of refusing the service offered. It is what Stainton (1998) calls “structural paternalism” whereby there is “no specific person is dictating what is in one’s best interest but rather it is the structure which inherently makes this determination” (p. 137-138).

The present situation for B.C. families
Families are “frustrated by the lack of services, inappropriate services, and a system that breeds frustration, confusion, and dependence” (Snow: 2001, p. 170)

In the early 1990’s the Canadian government began to follow the United States and Britain’s focus on  “deficit reduction” (Pedlar & Hutchinson: 2000, 638). This led to the elimination of federal cost sharing through the Canadian Assistance Plan in 1995 and has meant millions of dollars for respite services, equipment, and supports for people with disabilities was no longer available to the provinces (Torjmann: 1996, p. 2). The requirement “that national standards for social services be met as a condition of reimbursement” disappeared with the money as well, as provinces and municipalities scrambled to make do with what they had (Pedlar & Hutchinson: 2000, p. 638). 

Substantial cuts to all services, programs, equipment, and supports followed - in B.C. and elsewhere. Soon after, the Monroe Accord was reached in this province, increasing wages for union employees (MCFD: Feb. 2002, p. 3), but unfortunately resulting in the loss of personal assistant hours and diminishing the rights of service users and families. 

In British Columbia as in other provinces, there are now lengthy waitlists for scarce services, limited or no portability, and many programs remain segregated far from the child or adult’s community. Often families are not informed about the range of services available, and are given only the choice to either accept a program or service that does not meet their child’s needs or do without. There is little accountability for the few inadequate services there are, no reason for service providers to be responsive to the needs of the individual or family, and many families continue to hang by a thread until they break down. Then crisis services may be provided – often too late for the individual, as well as the health and well-being of the family.

As the situation continues to worsen (and individuals and families are backed into corners), they have reacted in various ways. In late December 2001 Maurice and Belva Baule committed suicide and took the life of their son Reece in B.C. after the Ministry of Child and Family Development denied them $500 a month for direct funding to assist with Reece’s needs (“Vigil held,” B3). In Ontario, “dozens of people who have relinquished disabled children – or were forced into other extreme measures, such as quitting jobs, selling houses and going on welfare to care for them – have launched a $700-million class-action suit against the Ontario government” (Globe & Mail: Feb. 16th, 2002, F5). In Canada, Britain and the United States individuals with disabilities, their families, and their friends are trying to “respond proactively to the threats of mechanistic cost cutting or cost management by working to reform systems in ways that increase the responsibility and discretion of service recipients” (O’Brien: 1999, p. 2)

Present situation for social workers
Today, more energy, time and funds are now expended managing the human service system and managing adults with developmental disabilities than in facilitating community inclusion, facilitating the development of relationships, or learning the art of inclusion (Uditsky: 1998, p. 6).

I wish I could be more positive about the present situation for social workers, but Bruce Uditsky’s quote sums up where we are now. Besides, the lack of a positive vision for practice - the priority of fiscal and resource management, an environment of fear where one does not know from one day to the next whether one’s job is redundant, and continuous cuts to services for people who need and deserve support makes it very difficult for social workers.

The role of social worker is that of the case manager providing “a variety of planning, assessment and service coordination functions” and it “is essentially a model for more efficient management and coordination of existing resources (Stainton: 1998, p. 139). Since social workers are employed by the state - when there is a conflict between what the consumer may need and what the state wants to spend – their accountability to their employers generally wins out (Dowson & Salisbury: 1999, p. 12). Social workers function as the gatekeepers to services, and very often their job entails “’planning’ people into what slots or vacancies exist within the service system” (Ibid). 

Currently, ministry social workers determine what programs (in what agencies) they will fund, and then the money goes directly to the agencies. The agencies develop services they think people need, with little to no real input from the consumers of the service (Sands & Wehmeyer: 1996, p. 46). The effect or benefit of the program is similarly not recorded (Ibid). After they fill the ‘spots’ in programs, names are placed on waitlists. This justifies funding it – the fact that there are no other options (and no money to develop any because all the money is used in the funded program) is rarely addressed. Even if a service remains half empty - in this time of fiscal restraint - social workers are afraid to try anything differently. 

What needs to change?

“If you want something different to happen, you must do something different” Sharon Di Santo

People with disabilities are insisting on “a more rights based approach” (Stainton: 1998, p. 139). They want to be acknowledged as citizens, involved in their communities, and supported to do so (Ontario Federation for Cerebral Palsy: 2000, p. 27). Quality of life is becoming increasingly important, along with the recognition that both formal and informal supports are necessary for this (Ibid). If children and adults stay in their communities and increasingly participate in local activities, informal supports can develop. At the same time, children and adults with disabilities are limited in their ability to get out in community because current “disability supports are inadequate, inappropriate, or unavailable” (Ibid, p. 8). It becomes a chicken and egg situation, and the only way it will ever change is if people with disabilities take control of the situation. This is beginning to happen.

International shift to individualized funding 

Both nationally and internationally there is “a growing recognition of the need to create services that are more focused on the needs of individuals and more responsive to consumer demand” (Steering Committee for the Review of Commonwealth/State Provision: 1998, p. 89). Here is a sampling of what is happening in other areas of the country and the world.

United States

There are now more than thirty self-determination Projects in the United States (Salisbury & Collins: May 1999, p. 1) including projects in Michigan, Wisconsin, New Hampshire, Vermont and California. Some states have “‘fiscal intermediaries,’ to provide technical and financial supports” and some “have ‘support brokers’ to work with individuals and families in developing their networks, goals, and plans. In some projects, the planning and network functions are separated from the financial supports” and others it is not (Ontario Federation for Cerebral Palsy: 2000, p. 44-45). 
Western Australia

In 1988 the Disability Services Commission in Western Australia introduced Local Area Coordination (LAC) that “provided limited case management” and “individualized and direct funding” (Steering Committee for the Review of Commonwealth/State Provision: 1998, p. 89-90). The original intention of LAC was to assist people with disabilities living in rural areas remain there (Ibid, p. 90), and therefore marked a shift from institutional care to community support (Ibid. p. 92). The aim was “to improve consumer choice” (Ibid, p. 91), and although the mission of the LAC was originally to achieve “self-sufficiency,” this was not necessarily the wish of all people with disabilities, and so in1996 “the new LAC charter” moved the emphasis to assisting:

 people with disabilities and their families to identify their own needs, determine their preferred services and control the required resources, to the extent they desire, so that they can pursue their chosen lifestyle (DSC 1997c, p. 1001).

They felt the services improved but also became more complicated (Steering Committee: 1998, p. 95), and increasingly funding is tied “to achieved outputs” (Ibid, p. 110). They found funding consumers directly improved the calibre of service by motivating them to seek out the best service for the dollar, and “programs became more flexible and responsive”  (Ibid, p. 113). 
British Columbia

Between 1991 and 1996 an individualized funding/ brokerage pilot project took place for adults with developmental disabilities (Salisbury & Collins: 1999, p. 1). A Ministry of Health project called Choices in Supports for Independent Living (CSIL) gives people with physical disabilities $3,000 per month to purchase attendant services (Ibid). The At Home Project for children with significant disabilities funds families for most equipment and medical costs as well as $2,700 annually towards respite costs. Both CSIL and the At Home Program are not truly individualized programs however – because everyone receives the same dollar amount - regardless of need. At this point in B.C. a microboard (a small non-profit society) is the closest thing to individualized funding here, and there are “approximately 120 active microboards” (Vela: 2002, p.1). 

Alberta

Advocacy organizations and people with disabilities lobbied the Alberta Government for the establishment of IF in the early eighties because of drawbacks in “both the institutional approach to supporting people with disabilities and the block funding to service agencies” (Ontario Federation for Cerebral Palsy: 2000, p. 123). They felt that it was the “demand of the service providers rather than the needs of the person drove both these models with a disability”(Ibid). Individualized funding was introduced in Alberta in the mid 1980’s and by “1990, it had become the official way for service delivery” (Ibid, p. 10). 

Individualized funding in Alberta is significantly more comprehensive than the former block funded system, linking “resources directly to an individual’s requirements across a wide range of needs” in a flexible manner (Ibid, p.133-134). The role of parents and self-advocates has become more respected (Ibid, p.134). It has helped eliminate waitlists, enable individuals to move from their parents houses, group homes or institutions into their own homes, improve access to service, and broaden the array and creative responsiveness of services to meet individuals and families needs (Uditsky: 1998, p. 1-2).  An evaluation of IF in Alberta showed:

 “participants had an increased sense of control over their lives. Others reported reduced stress and increased feelings of relaxation. Providers also reported feeling more relaxed and more comfortable with their employment situations. Case coordinators reported a greater awareness of their clients’ needs” (Ontario Federation for Cerebral Palsy: 2000, p.133).

There are also problems in Alberta that B.C. can draw knowledge from. There is little “infrastructure support for families and individuals, and unencumbered planning is rare” (Ibid, p. 36). Generally, the planning was not separated from the funding, and many of the people drawing up the plans were former government case managers. Because Alberta’s Assured Income for the Severely Disabled program has a limit of $3,000 per month,  “people tend to design budgets to fit the amount, so it is not truly individualized” (Salisbury: 1997, p. 17). Individualized Funding is limited to adult citizens of Alberta who have either a developmental or a physical disability, and it is means tested (Ontario Federation for Cerebral Palsy: 2000, p. 127). Children’s services have been swallowed up under child protection (Uditsky, 2001 conference with BCACL). Also, a large bureaucracy has grown around Individualized funding – making it difficult to access (Uditsky: 1998, p. 3). Tighter controls on what the money could be spent on, and an insistence on paying low wages has resulted in high staff turnover (Ibid). As the complexity of IF increased, and agencies “became more responsive,” individuals and families turned to them for services (Ibid). Subsequently, many service providers maintain individualized funding is not required (Ibid). There were also “inequities in terms of regional differences and in terms of the nature of information that parents received” (Ontario Federation for Cerebral Palsy: 2000, p.136).
Ontario

While there have been many pilot projects (for example in Mississauga, Thunder Bay, and Windsor) and phasing in of direct funding in Ontario, there has been no overall policy framework, and the number of people with disabilities receiving support are limited to only those who can direct their own care.

The Individualized Quality of Life Project in Toronto was successful, and the MCSS Durham Region has set up “over sixty individualized funding and support arrangements” (Ontario Federation for Cerebral Palsy: 2000, p. 12). However this highlights regional inequities, and the fact that “most funding from the MCSS and Ministry of Health continues to be block funding and goes to agencies, such as associations for community living (for people with developmental disabilities) or support service living units (SSLU’s) for people with physical disabilities” (Ibid). Under the “1994 regulations of the Ministry of Community and Social Service Act, grants can be provided directly to persons with disabilities for attendant services” (Ibid, p. 35). However, generally these grants have been given to “agencies that provide attendant services or personal support” (Ibid). Regional inequities in Ontario are a problem, since “there is policy support for a small number of citizens with disabilities to receive individualized funding, but no provincial policy support for most people who want an individualized approach” (Ontario Federation for Cerebral Palsy: 2000, p. 33).

Great Britain

The 1996 Community Care (Direct Payments) Act enables people with disabilities (between 18 and 65 years of age) to receive direct funding from local social service authorities in order to hire their own support workers or services (Ontario Federation for Cerebral Palsy: 2000, p. 34). This Act “is geared primarily to people with physical disabilities. People with developmental disabilities must show “mental competence” for decision making in order to be eligible” and “there is still a ‘case management’ person or social worker who does the planning” (Salisbury, IF Conference Report: June 8/9, 1997, p. 16).

                                             CHAPTER THREE

                       HISTORY OF INDIVIDUALIZED FUNDING

Individualized funding originated from two sources in the late 1970’s. - in B.C. by a group of families whose relatives with intellectual disabilities were in Woodlands School (an institutional setting for children and adults in New Westminster) - and by people with physical disabilities in California, who began what has since become known as Personal Assistant Services or PAS (Dowson & Salisbury: 2001, p. 36).

 The Woodlands Parent Group initially tried to bring about improvements to the institution, but came to believe the institution itself was the problem (Roeher Institute: 1991, p. 159). They then began to advocate for closure of the facility, and the community integration of their children. They understood “that the power to shape support services rested with control of funding”, so they argued that the funds be directly given their family members, “based on their unique strengths and needs” (Dowson & Salisbury: 1999, p.2). The Woodland Parents Group developed a proposal called Development of a Comprehensive Community-Based System of Service and submitted it to the then Minister of Human Resources – Bill Vanderzalm (Roeher Institute:1991, p. 159). Within it were the key concepts of – a community living board, service brokerage, and individualized funding (Ibid).

A pilot project based on this called Project LIFE (Living Independently for Equality) and a Community Living Board (the Community Living Society) was established with the mandate to “ensure integrated and appropriate placement and to ensure that persons placed in the program are not dumped without adequate support” (Ibid, p. 160). They were to redirect institutional funds into community services, and act as a service broker (Ibid, p. 161).

Community Brokerage Services Society was a pilot project on IF and Brokerage – from 1991 to 1996. Planners were independent, and money went directly to the individuals and their families.  It “was the most comprehensive and sophisticated project developed anywhere, and B.C. should be proud of it” (Salisbury: 1997, p. 17). Although the individuals with disabilities and families who participated in the pilot project were happy with it, it was shut down by the government (Bach, IF conference, July 30, 2000). 

Subsequently, the B.C. Coalition of People with Disabilities sponsored a four-year Individualized Funding project with the families who wanted “to keep individualized funding alive after the closure of the Community Brokerage Services Society” (Gordon, IF Information Sharing Meeting Notes, August 13, 2001). The goal of the project was to “enable a ground-up approach to individualized funding so that people with disabilities and family and personal supporters play the lead role” (Ibid). The Family Summit was set up involving families from across the province meeting regularly in Vancouver to discuss individualized funding and to bring it back to their communities. 

                                        CHAPTER FOUR

                                  LITERATURE REVIEW

Disability and the family 

 In 1991 there were an estimated 534,430 children and youth, aged 0-19 living in Canada who were disabled in some way” and the numbers have been increasing (Roeher Institute, Beyond the Limits: 2000, p.5). 

The shift of children with disabilities from an institutional care focus to a family centred one has taken close to three decades, and there is yet much work to be done (Yuan, Baker-McCue, & Witkin: 1996, p. 358). While most children with disabilities live with their families, and parents are now recognized to be important in their lives, the supports available to them do not reflect this acknowledgement. Parents of children with disabilities continue to have difficulty obtaining respite and other essential supports, are more likely to live in poverty, and “are much more likely to break down than other families” (Roeher Institute: Agenda for Action, 2000, p. 7). While it is often assumed that care of the child is a burden, research suggests the burden often lies in the “continual struggles they (families) face in order to get the supports they require to appropriately care for their children” (Knoll, 1993 as quoted in Yuan, Baker-McCue, & Witkin: 1996, p. 358).

Families assume “a great deal of responsibility” in taking care of children with disabilities, at substantially less cost than institutionalization, (Yuan, Baker-McCue, & Witkin: 1996, p. 358), and generally provide a loving, nurturing family environment as they do for their other children. And conversely, children with disabilities have many positive gifts to bring to their families, and parents “report numerous benefits and positive outcomes for their families associated with raising a child with disabilities” (Ferguson, Gartner, & Lipsky: 2000, p. 85). There is the growing conviction that “every child has the right to be raised within and be an integral part of a family unit” and that “government and the community have the complementary obligation to support that right” (Yuan, Baker-McCue, & Witkin: 1996, p. 358). 

Families state they want flexible and portable supports that meet the unique and ever changing needs of their children with disabilities, as well as support options that are responsive to the cultural diversity of families (Ibid, p. 359). To have this, “funds need to be attached to the individual instead of/or as well as the delivery agency” (Roeher Institute: 2000b, p. 33).

Community governance

‘Community’ here will refer to people with disabilities, their families and their friends “with assistance from service providers” and ‘Governance’ will mean “to manage or direct in an ethical manner” (Community Living Coalition: 2002, Glossary p.1).

 As individualized funding moves closer and more directly to meet the needs of the individual and family, community governance moves “the policy-making and the management of the outcomes of that process to the level of local communities” (Wharf & MacKenzie: 1998, p. 116). Examples of community governance include school boards and community health centres, as well as voluntary organizations such as the United Way, Associations for Community Living, and Social Planning Councils (Ibid, p. 122-123). 

Governance enables more people to participate at the local level through their input to the system (Wharf & McKenzie: 1998, p. 120). Because people participating in this process include service recipients (in contrast to just policy makers who are far from the direct experience), it is hoped “to avoid mistakes in implementation” (Ibid, p. 125). Community governance potentially redistributes the power to more citizens, and theoretically “contributes to the development of a more informed and responsive citizenry” (Ibid)

There are however, potential risks to governance as well. Wharf & MacKenzie (1998) suggest “senior levels of governments, particularly those of neo-conservative bent”, can use community governance as a way of downloading “responsibilities and reducing the resources . . . “ (p. 121). It can also potentially result in “closed and intolerant” communities or simply “represent another layer of government” (Ibid, p. 121-122). Furthermore, participants in community governance tend to be affluent, have the time to get involved, and the confidence to speak up on issues (Ibid, p. 123). Ethnic minorities, single parent families, and other people who feel they generally have little power in community may not be heard from. In particular, families who are having the most trouble struggling with support issues for their child may not have a voice here.

The Alberta Association for Community Living believes (based on their experience of governance in Alberta) that to succeed community boards must truly represent people with disabilities and have “vision and values”, rather than “being the simple bureaucratic intermediary of a Minister or government” (AACL: 2000, p. 3). They further argue that Boards should be not be appointed by the Minister, and instead be elected by the developmental disability community, (Ibid, p. 5).

Individualized Funding

                   “There is nothing more powerful as an idea whose time has come”. Victor Hugo 
Individualized funding shifts the power to people with disabilities and their families, and in doing so, it has the potential to bring responsiveness and accountability into a system sadly lacking it. By giving individuals and families funds directly, they can determine where they want to spend it, and how they need to spend it (based on their accepted plan). They may either hire their own staff (directly with advertisement or indirectly through an agency) and manage their books, or turn those tasks - but not the ultimate control - over to someone of their choosing (Brandon: 1995, p. 2). They may also choose not to have individualized funding at all, and instead rely on block-funded services.

Individualized funding is “public funding that is allotted to the individual, based on his/her unique strengths and needs, and placed under the control of the individual to enable them to live in community as a full citizen” (Dowson & Salisbury: 1999, p. 3-4)
With individualized funding, consumers needs drive the system, rather than the criteria of the social service agency or government workers (as now). The individual’s plan will (optimistically) determine how much money is needed, in contrast to the current system, when the funds available determine the services the individual can access. Individualized funding has the potential to turn people presently dependent on agencies and social workers for handouts - into paying customers. Other regions (such as Western Australia and Alberta) that have utilized individualized funding have found services develop to meet individuals and families needs, and consumers are much better informed as to the availability of services and programs than they were under a block funded and case managed system. In Alberta, “individualized funding has helped to broaden the array of service choices across the province and improve the capacity of many services to respond individually to families and adults with developmental disabilities” (Uditsky: 1998, p. 1).

People with disabilities will be able to move from one region to another without losing their funding and having to struggle to get any support as they do now. Individuals with disabilities will have greater community access with individualized funding, because their dollars will not be tied up in segregated programs and services that are often far from their communities. Individualized funding will give individuals and their families a chance to dream of a future, instead of live in fear of one (as now).

Individualized funding differs from a voucher system in that it “is based upon the individual’s needs and is driven by an individual support plan” (Gordon, IF Information Sharing Meeting, August 13th 2001, p. 4). It empowers and builds “on the capacity of individuals, families, and communities” and shifts the power and decision making related to disability supports from the service system to the individual or family. (Ontario Federation for Cerebral Palsy: 2000, p. 181-182).

Self Determination

 “The test of successful implementation of Individualized Funding is surely not simply the fact of its implementation – but whether it delivers on its promise – the promise of self-determination” (Bach, IF Conference, July 30, 2000).

Self Determination is a very broad term that includes the “ideas of citizenship, and the rights which come with the status of citizen; the idea of inclusion in the community; of control, choice, freedom, and opportunity” (Dowson & Salisbury: 2001, p. 1). In “free and democratic societies, it is taken for granted that people who have the status of citizens also have the right to self-determination” (Ibid, p. 20). 

“People with disabilities have made it clear that self-determination is an outcome that is important to them” (Wehmeyer: 1996, p. 28). This term has become the chief rallying cry for people with disabilities, primarily in the United States (Ibid, p. 2), and it “means being able to decide where and how you want to live; who – if anyone – you want to live with; and how to spend your time”(Dowson & Salisbury: 2001, p. 18). It will necessarily be different for different people, and what it means for an individual will also change over time for the same person (Kennedy: 2002, p. 1). Self-determination “is achieved and expressed not only through changes in the material qualities of life, but also through relationships” ”(Dowson & Salisbury: 2001, p. 18). And (as it does for people without disabilities) it necessarily involves some risk: 

“Self-determination is not having everything done for you because then you’re not learning to do it for yourself. We have to be allowed to learn about life, make mistakes, and fall on our faces if need be” (Kennedy: 2002, p. 1).

Service Brokerage/Independent Planning

Service brokerage or independent planning (as it is sometimes called) must be an option, and the broker must “be community based and autonomous from both government” and from possible service providers (Dowson & Salisbury: 1999, p. 12).  “Service brokerage can only exist if individualized funds are put under the control of the service users and/or those who care for or support them” (Brandon: 1995, p. 1).

There are several advantages of independent planning for people with disabilities and families. These include the ability to “take control and make the important decisions about their own lives with independent professional help” and decreasing powerlessness and dependency on professionals (Ibid). This will result in beginning to ‘de-client’ the system (Ibid). 

With individualized funding, independent planners work directly for people with disabilities and families and are paid by an independent government organization (Ibid, p. 2). An independent planning board oversees their work, and would replace the planner if the service user requested it (Ibid). “Contracts could be three way: between broker and service user, user and service providers and government and service user” (Ibid). 

Independent planning “looks at a person’s place in the community, and at people’s strengths and capacities” (Ontario Federation for Cerebral Palsy: 2000, p. 47). It is ongoing and this ongoing aspect  “is central to the facilitator’s role” (Ibid, p. 48). Service brokerage differs from case management in that:

In service brokerage the degree of involvement is user-led and not prescribed. The presenting problem may be the only one that the service broker is concerned with, not a whole assessment as in care management; individualized funding and the independence of the broker is vital to service brokerage. Finally service brokerage avoids any kind of service provision like therapy. (Brandon: 1995, p. 4)

The role of the independent planner is “to negotiate with the individual on what needs are legitimate claims against the state and to support the person in meeting those needs deemed legitimate in ways which are acceptable to them” (Stainton: 1998, p. 138). A need is considered legitimate when “it is required to protect or promote the person’s autonomy and” when it “is consistent with ensuring that the individual has an equal capacity for autonomy as any other citizen” (Ibid).

In its evaluation research on independent planning, the Roeher Institute found there was an increasing sense of family empowerment and the “development of planning capacity through multiple roles played by brokerage facilitator” (Ontario Federation for Cerebral Palsy: 2000, p. 94)

Community Engagement

“Fear is the root of all exclusion. Trust is the root of all inclusion” Jean Vanier

John O’Brien (1999) suggests two very different strategies are needed to bring about change for people with disabilities (p. 2). One is “political action to entrench a policy of adequate individualized funding” (Ibid). The other is “a long-term process of culture change through community engagement” (Ibid). Just as one needs two arms to climb a cliff  (generally), both adequate individualized funding and community engagement are important to transform the system. Community engagement means “the slow and ambiguous work of building wider and deeper relationships with and around people with disabilities and their families” (Ibid, p. 3). 

Adults and children with disabilities may live in the community, but at this point in time they are rarely equally valued members of it. (Dowson & Salisbury: 1999, p. 2). As John O’Brien says:

Community members can remain separated from the lives and contributions of people with disabilities, simply assuming that the government and service workers adequately “take care of people like that.” Without deep changes in relationships, assumptions, and beliefs, and structures – without shaping a different culture – reforms fall short of their promise ( p. 9-10).

Individualized funding will not necessarily ensure community inclusion (Ibid). But it will assist with structural change so that people with disabilities begin to be “viewed as valued assets” to their communities (Kennedy: 1996, p. 46). 

Community inclusion “happens when communities shift their boundaries and practices to make room for and support people with disabilities” (O’Brien: 2000, p. xii). People with disabilities and families have a key role to play in this, however efforts must also be made to work with broad community groups like “the business, faith or recreation communities” (Uditsky: 1998, p. 6). The Association of Community Living paper (2000) argues that adequate resources to the community are also necessary for community inclusion to be achieved otherwise “they simply maintain people with developmental disabilities on the margins of society” (p. 5). If community engagement is successful, then the whole community, and not just the community living members, will stand up for the rights of people with disabilities (O’Brien: 1999, p. 13).

                                           CHAPTER FIVE

                             INDIVIDUALIZED FUNDING IN B.C.

On November 30th 2001, members of the Community Living Coalition presented the Minister of Child and Family Development, the Honourable Gordon Hogg with The Governance Proposal. This proposal outlined changes to community living establishing “a single provincial governance body for community living”, giving a meaningful and “permanent voice for individuals and families at the policy government table”, proposed to “dramatically reform the system with efficiencies that would not impact services to individuals and families”, and finally to provide “Individualized Funding and Direct Funding to Families as an option for all who wish it” (Salisbury: 2002, p. 1). Cabinet accepted The Governance Proposal on December 12th 2001. 

There have been and continue to be points of divergence with the governments positions. The CLC proposal suggested any savings made through cost efficiencies be put back to the community to relieve the wait lists – but there was not government agreement with this.  While Minister Hogg stated there would be no congregate care - the issues of means testing and families paying part of the costs of their adult children were not dismissed either. Finally the issue of where services for children will fall has been an area of great concern. There has been a compromise – with some programs falling under child & family, some under community living, some under both, and special care agreements to be looked at on a case-by-case basis.

The Community Living Coalition proposed setting up a Transition Steering Group to develop a transition plan to a new provincial authority for community living. After a few key issues were sorted out with government, fourteen representatives were chosen from within the Coalition and the Minister appointed another eleven representatives from the community. The composition of the TSG is as follows: three self-advocates, ten family members, one BCACL representative, seven service provider representatives, and four Ministry staff. The majority of appointees are parents and self-advocates. It represents people from around the province. Two co-chairs were chosen – Assistant Deputy Minister Elaine Murray and David Driscoll from the VanCity Foundation.

Their mandate is to “make recommendations to the Minister defining the terms of the transition plan including determination of all financial, staff and other resources and all assets consistent with the Ministry’s budget plan and incorporating all necessary elements and processes to successfully transfer the delivery of community living services to a new provincial authority” (MCFD: Mar. 14, 2002, p.1).

However, Minister Hogg told Province reporters the committee members will not be able to “get more money for programs or reduce the (17%) cuts that have to be made as part of the government’s overall cutbacks” (Province: Apr. 19, 2002, A14). The Transition Steering Group will otherwise transform community living, including the development “of enabling legislation including the regulatory capacity to provide the choice of individualized funding and direct funding to families” (MCFD: Mar 14, 2002, p. 2).

The TSG has formed into six work groups to address governance structure, human resources and finance, individualized funding and planning options, accountability and information transfer, children and families, and communications (CLTSC Bulletin #2: July 12, 2002). Their recommendations will be contained in a report submitted to the Minister Hogg on September 30th 2002 (Ibid).

                                             CHAPTER SIX

                                     ANALYSIS OF THE ISSUE 

Advantages

There are several advantages of individualized funding including “choice and control” over what children with disabilities and their families want (Brandon: 1995, p. 4). Individualized funding also has the potential to address the culturally diversity of families far better than a block funded system. People with disabilities could have increased access to cultural events and celebrations, or learn how to cook the food of one’s country.  Families are more likely to become informed as to available services and programs. Parent and past president of the Alberta Association of Community Living Barb Nish (2001) stated that when individualized funding came to Alberta several new options arose for individuals and families, and overnight individuals and families became informed about available services and programs (BCACL meeting, Nov 2001). Knowledgeable independent planners - who can assist a family to properly plan, and then negotiate with government - will reduce the isolation and fear of families, and ensure that the needs of the child (and not simply short term fiscal management) is the primary objective. Fifthly, “Dignity and privacy” can begin to be restored (Brandon: 1995, p. 4). Telling one’s story (again and again) and begging for a few more hours of service after school or over the summer will (hopefully) be a thing of the past. Many families have found that ongoing contact with multiple professionals has significantly increased their stress levels (Ferguson, Gartner, and Lipsky: 2000, p. 83). Perhaps families can begin to live ordinary lives.

With individualized funding, creative forms of support can begin to happen (Brandon: 1995, p. 4). More community-based supports will probably be developed and utilized (Ibid). Seeing children with disabilities, as kids in the neighbourhood living with their families will help reduce discriminatory attitudes. 

Cost effectiveness will increase (Ibid). As the Ontario Federation for Cerebral Palsy: (2000) notes,“ although costs were similar to traditional programs, the outcomes were much more positive, indicating that the cost-effectiveness of individualized funding is very high” (p. 61).

Disadvantages

There are also disadvantages of individualized funding including “complexity of administration” and “problems of eligibility and accountability” (Ibid). There is a risk of “higher expenditure” because of increased demand and of “difficulties on keeping the lid on expenditure.” (Ibid). Unless independent planning is well regulated, there may be some who fraudulently declare they are planners and take advantage of people. 

The possibility also exists “that competition for scarce resources leads to competition for ‘clients’ who are seen as easy to service . . . ” leaving those with very significant needs still isolated with few options (Pedlar & Hutchinson: 2000, p. 645). 

There is concern too that some children and adults will be referred to and placed in block funded programs based on their race and class, as is the case in special education (Ferguson, Gartner, &Lipsky: 2000, p. 76). It is extremely important to reach out to the various multicultural communities about individualized funding – so that it does not become simply a white middle class option.

Risks and Benefits

IF clearly represents “a shift of power away from the state funding agencies and service providers towards the people who require support” (Dowson & Salisbury: 2001, p. 3). For many social workers, agency workers and others who support people with disabilities and their families this represents a welcome change to a more responsive system with the potential to truly empower people with disabilities and their families. At the same time individualized funding represents a threat to the status quo of certain agencies, unions, and government employees. Already this is evident in the amount of misinformation circulating about individualized funding, and the resistance from some agencies and government workers about it. 

For agencies it means they may no longer automatically receive a constant block of money for a specific service – staying under budget is no longer enough. They will be faced with the choice of either increasing the responsiveness of their services to meet individual’s or families needs, or convincing them block funded services are inherently better and safer. Agencies will need support and funding to develop more responsive individualized options. It has been suggested that up to 15% of agencies “anticipated yearly operating costs could be funded to certain community agencies identified as “preferred providers” to help them maintain some stability in the changing structure (Dowson & Salisbury: 1999, p. 9).

For unions individualized funding threatens the work place conditions and salary benefits they have fought hard to obtain (unfortunately at some cost to people with disabilities and their families). There is a risk that individualized funding will lead “to privatization, uncertainty, and a low wage sector” (Ontario Federation for Cerebral Palsy: 2000, p. 55). I believe however, that unions are inherently adaptable, and must begin to listen to the needs of individuals with disabilities and their families. Good work conditions are a priority for everyone, and unions must move beyond their workers rights to embrace a broader view of the worker in community.

David Hanger’s (2000) theory is that “an organization whose culture is embedded in the programs paradigm will resist change to a supports paradigm” and that this resistance can range from “outright hostility” . . . to “co-opting, so to speak, the language of the new paradigm” (Ibid). There was considerable resistance to the closure of the institutions (according to parents who were involved with this issue), and we can expect it to happen here again. However, as David Hagner suggests - “in paradigm shifts, outmanoeuvring and outlasting the resistance is part of the game” (Ibid, p. 39). 

There is a risk of individualized funding becoming “individualized support” wherein the paternalistic attitude of ‘caring’ for people with disabilities remains entrenched in the system. Another possibility is that individualized funding becomes just another program. However, because the Transition Steering Group is working to transform the entire system and because there is an abundant level of expertise on the IF planning group, I do not see this as an enormous threat. Transforming the entire system has its downside however. There is much more that could go wrong, and the resistance to it is considerably higher (Ontario Federation for Cerebral Palsy: 2000, p. 39).

Becoming employers may be yet another challenging role for people with disabilities and families - and many will understandably need help (Brandon: 1995, p. 4). It is important that the necessary infrastructure support be provided. There is also a substantial risk that government will believe it is easier to chip away at families funding amounts than at agency programs and services. Therefore it is important to maintain strong links among families (such as the Coalition for Community Living) and support local and provincial advocacy organizations.

Finally there is a risk that competent specialized staff will be lost. However there is also the possibility that new competent staff willing to develop the expertise in this field will be interested – since the system will be different. Some of those may be parents.

Independent Planner – Parent or Professional?

“People with disabilities speak from personal experience, and so with authority and expertise. Their views should be valued, and not regarded as having less importance than those of professionals” (Dowson & Salisbury: 2001, p. 34).
As the parent of a child with a disability I am biased in my belief that parents really are the experts, and do have an unparallel knowledge of their situation. Too often parents have given up their jobs or careers to care for their child with a disability, only to find they are surrounded by fifteen professionals – who all make a living assessing, documenting, and determining life choices for the family. Just as the Aboriginal community have found First Nation workers less oppressive and understand the issues more deeply, I believe there must be increased job opportunities for parents of children with disabilities. However, job training and constant self-awareness – so that ones own assumptions are not placed over another family’s situation – are essential. 

It is important to leave the personal at home and realize each child and family is unique. What may be truly challenging for a parent employed as an independent planner will be not reacting to occasional insensitive comments about families - and not taking it personally. While advocacy is important, it is not in the job description of an independent planner. A planner often will negotiate with the same people on behalf of different families – strong advocacy for one family may create a resistance to that planner (and consequently to other families he/she is working for in future negotiations. 

Many parents have become tireless advocates for children with disabilities, board members who have skilfully brought significant changes that benefit all children, and effective professionals in all areas of the disability field. I have noticed these parents have rarely brought up their own child’s specific needs, but instead have looked at the situation more generally and used their own and other families experience to draw on for illustrations, solutions to problems, or to create innovative ways of doing things. They come prepared for meetings and remain approachable to the families they speak for. They generally ‘wear the suits and carry the binders’ – but more importantly, they carry the attitudes and values that children and adults with disabilities (as well as their families) are worthwhile, valuable members of their communities who deserve the same opportunities as their non-disabled peers. 

“Attitude is everything” is a common expression among families. In a study done by the Roeher Institute (2000b) families commended professionals

 who had information about disability and supported inclusion, and criticized those who were insensitive, unresponsive, and uninformed. They recommended not only increased resources and funding in these areas, but also professional development to improve service provider attitudes (p. 35).

Professionals have tended to believe they are the experts in the area of disability, and they have the power in the situation. There has been a tendency to pathologize a family’s behaviour and look at the defects (rather than the capabilities) of the child (Ferguson, Gartner, & Lipsky: 2000, 77). Few professionals have taken the time (or can take the time) to truly get to know the individuals and families they work with. Professionals such as social workers, nurses, and teachers are used to assessing what they believe an individual and family needs, then taking charge and bringing in their plan of action to ‘fix’ the family. Many of them are very good at it, have been doing this for years, and are truly decent people. 

Unfortunately, because there is such a focus on crisis intervention, limited options (i.e. the group home or foster care), fiscal management, and allegiance to the state - many social workers may find it difficult (at least initially) working outside that box. Already there are stories and friends’ experiences with social workers wanting to ‘individualize’ funding (i.e. specific foster care amounts) by giving this to a family for care of their child – with no plan driving the dollar amount – or even existing! Yet they see this as individualized funding. Retraining would be essential for this group.

That being said, there are also some excellent social workers who have years of experience. They would probably be more respected by other professionals (having noticed professionals frequently comment “oh, she’s just a parent”). The belief in the superiority of the professional is very engrained in Canadian society. Some families utilizing individualized funding may feel more comfortable with a planner who is a parent or family member, and others may not. There are many parents who would make excellent brokers, and there are current professionals in the field who would be superb as well. However, I believe proper training along with the right attitude and values are the key.

Is IF able to address the problems for families?
I optimistically believe individualized funding will improve the conditions for and attitudes of child with disabilities and their families. If families have the money they will be able to access many more community based (and not necessarily disability services and programs). Families could lead ordinary lives, and drop the sense that “we are pathologized in the system” as one parent told me. The number of meetings with professionals can be reduced, and that time re-directed to doing activities with ones children and spouse, or having tea with friends. Parents can choose when they want to have meetings, and about what the topic will be. Professionals power will be reduced, and I think that will be a good thing. 

I am hopeful the amount of funding will follow the plan, and not the other way around. The money needs to be adequate to meet the needs of the child and family.

Individualized funding and independent planning must also be accessible to people for whom English is not their first language, and adapted to meet the needs of Aboriginal communities, as well as the rural areas of the province. There must be a concerted effort to reach out to the smaller communities, and learn what their specific needs are, as this could be a weak area. There needs to be untied money available for families in the event of emergencies (Ontario Federation for Cerebral Palsy: 2000, p. 157).

Some problems will remain including - difficulties with professionals, finding good support workers, appropriate supports, activities, housing, or employment for their child with a disability (Ibid, p. 158). In some regions it may be difficult to find the support a family needs (Ibid). There will probably never be as much money as is needed.

                                                 CHAPTER SEVEN

                                SUGGESTIONS AND CONCLUSIONS

What do we need to watch out for?

The greatest concern for B.C. will be that there is too little money to be able to affect positive change. Money will be needed to set up the new infrastructure, there are already lengthy waitlists everywhere, the numbers of children with disabilities is increasing, and many adults and children are presently underserved or not served at all. The Alberta Association of Community Living executive director Bruce Uditsky (2001) warned the BCACL members he spoke to that it is important not only who has control of the money, but also how much is there. 

At a Community Living Coalition (CLC) meeting in the fall of 2001, Doug Walls  (a Coalition member) estimated there was approximately 1.2 billion dollars in community living. After much shifting things around – Doug Woollard of the TSG Finance Committee reported to the Coalition in August 2002 – that there is only $700,000,000. This amount is for everything to do with community living –of which individualized funding will likely only be a small part. Limited funding will leave dollars available, and not the personal plan, continuing to determine the quality of life for people with disabilities. Adequacy of funding will continue to be the responsibility of the provincial government, and it will surely be a problem here. 

Furthermore, the present provincial government has made it clear that deficit reduction (through further eliminating support to the most vulnerable in society) and supporting business and the wealthy (through tax breaks) is their priority. If the priority for government is simply to reduce short-term public costs and weaken the position of unions – and if the amount allotted to community living is less adequate, this could set up Individualized Funding to fail, and usher in a move to congregate care for people with disabilities (as is happening in Albeta).

The creation of community governance and the establishment of a provincial community living board who sets standards, eligibility criteria, and approves budgets (composed of more than fifty percent self-advocates or families) could simply be a way for government to be arms length from fiscal reduction. The liability issue for members of the board, and degree of accountability back to community could be important to understand here. The Minister will make appointments to the board. They could become quite political (as they did in Alberta), and have little connection with (or accountability to) the community living community. This is somewhat addressed by having more than fifty percent of the board being families or self-advocates, and at least one of the members being from each of the five regions. Who those people are and the value and knowledge base they bring will be very important.

Minister of Child and Family Development Hogg made it clear in his letter to Laney Bryenton and Al Etmanski on April 10, 2002 that “Government maintains ownership and certain responsibilities including funding, setting of standards and appointments of Board of Directors” (p. 3). The Board “directs operations, enforces standards and manages funds, and is responsible for creating new and innovative supports including individualized funding as an option for individuals and families  . . . ” (Ibid). It appears community living has all the responsibility, and government has all the power. This being the case, it is very important for Community Living to have prospective Provincial Community Living Board members to recommend to the Minister, and to ensure (in some way) the provincial appointees really are accountable back to the needs and concerns of individuals and families. 

At his meeting with BCACL members last fall, Bruce Uditsky (2001) stated that Community Living advocacy organizations in Alberta were initially weakened when many of the very capable people from this community took positions on community living boards. This is already apparent with the Transition Steering Committee. There is less obvious vision and knowledge base among those of us remaining on the Coalition – and more likelihood of us rambling on about a variety of strongly held ideas that only minimally connect with issues the Coalition is pressed to address. To resolve this, new leaders must be cultivated and mentored, and perhaps one or two existing ones stay back It may be necessary to maintain a strong advocacy and lobbying presence. 

Just as the School Board Superintendent sets the tone for the district, so too the Community Living CEO will set the tone for the province. If the Minister appoints the Board and the Board hires the CEO, and they determine conjugal care is the way to go, people with disabilities could conceivably be powerless. Only legislative changes and protections in a Community Living Act could help. Having regional community living councils to ensure transmission of information back and forth is good, but not strong enough. 

It also seems possible that, as IF becomes established, a new bureaucracy will grow with it and the flexibility and creative problem solving inherent to IF will become lost. This has happens less in areas where fewer public sector staff have been hired (such as Western Australia), but in B.C. there are large numbers of public sector employees who need work, and a strong union presence to ensure they will get it.

Both overt and covert resistance from unions and some service agencies (who prefer the status quo) already is a problem that must be addressed. The unions fear individualized funding will mean “lower wages, employment insecurity and lack of advancement opportunities” (National Union: 1998, p. 10). There will certainly be job losses in the advent of individualized funding. At the same time, the union appears to be stuck in the mindset that residential services are good for them, without the understanding the rights of the people they serve are important too! In their article The Hard Truth about Individualized Funding they give IF a failing grade and propose their own model (essentially the existing system), suggesting public service employees would “provide an informed choice to the clients” and act as “advocates for the assurance of standards and regulations” (Ibid, p. 8-9). They want to keep this system as it is and intend to do so (Ibid, p. 9). But people with disabilities and their families do not want it (Dowson & Salisbury: 2001, p. 54). As Michael Bleasdale(1999) points out:

The reluctance of unions (and managements) to move away from tried and tested residential solutions (which give security to workers, if not to those who actually live there) and toward more innovative, less secure working environments, is the most serious obstacle to overcome (Bleasdale: 1999, p. 5). 

Individuals with disabilities and families want happy and well-paid personal support workers too, but not at the loss of their rights and freedoms. The Ontario Federation for Cerebral Palsy (2000) suggests that governments “have a key role to play in setting employment standards and wage guidelines”, and they argue that “infrastructure supports and technical supports” are essential (Ibid, p. 56).

Finally, children’s services will likely be a problem area. The joint policy aspect for children, and the fact that some of their programs will be under (essentially) child protection with their own different governance structure, while others will be under community living will certainly be confusing for staff and families alike. Both groups will be scrambling to secure their funds, and keep costs low. There may be debates about under which side a child would fall. There is the concern that families may be encouraged to settle on low amounts for individualized funding without the ability to negotiate their needs as they get older, and their needs change. 

Importance of meaningful accountability and evaluation measures

 “There is no one who’s going to set a higher standard than parents” stated MCFD Minister Gordon Hogg ( The Province, Apr. 19, 2002, p. A14). 

I am not worried about the accountability of individualized funding back to the government – I do however want to ensure it is about more than money, that the accountability also goes to individuals with disabilities and families, and that there is a mechanism of change when the accountability measures are not followed.  It does not seem too much to ask that a program, service or support be in some way beneficial, stimulating, or simply just fun for an adult or child with a disability – it is certainly something one would expect for a person without a disability. But until services are determined and evaluated by the people who use them, things will stay as they are. There is surprisingly little accountability, and even clearly questionable services and programs that parents shudder to think about, remain open.

Outcomes need to be “measured in terms of their ability to increase the individual’s quality of life, to enhance participation in the community, and to assist in establishing and maintaining human relationships.” (Bradley & Blaney: 1996, p. 335). An evaluation process must be set up at regular intervals, and the changes be evaluated from the perspective of individuals and families as well as from the perspective of cost to government. For example, an evaluation of the Monadnock Self-Determination Project in the U.S. used eight determinates: self-determination, a personal interview to determine satisfaction, relationships and integration, planning team composition, behavioural changes, service and support indicators, and costs (Ontario Federation for Cerebral Palsy: 2000, p. 168-169). Finally an “appeal process for disagreements over funding and/or the plan” must also be set up (Ontario Federation for Cerebral Palsy: 2000, p.134). 

What will it mean for social workers?

“It is not the strongest of the species that survives, not the most intelligent, but the most responsive to change” Charles Darwin

There will continue to be a need for social workers with the introduction of individualized funding, but the role of the social worker as a “gatekeeper of resources” may be a thing of the past (Brandon: 1995, p. 6). There will still need to be assessments “to determine level of need and funds for care packages  . . . .to people who meet the eligibility criteria” (Ibid. 6). There will still be large numbers of ‘clients’ with block funded services they are happy with – not everyone will choose individualized funding – so some social workers will be retained there. But I anticipate even in this area there will be changes. Social workers will be assisting individuals “to determine for themselves what they need and want” and to make certain “they are supported to make decisions both with information and independent advocacy and advice” (Stainton: 2002, p. 197). Social workers will not be determining what would be in the best interests of their clients as has often happened in the past. The rights and wishes of the child or adult with a disability and their families will begin to get more attention. There may be some immediate job loss, but social work skills are broad and opportunities are extensive. Social workers not interested in working as independent planners will find work in other areas such as - aging, mental health, child protection, and community development.

Often we (as social workers) have unintentionally oppressed and disempowered the very people we profess to be helping, primarily because of the structure and the inherent conflicts within the system. The past decade of cost cutting has severely stressed the present system, as well as the ethical boundaries of social workers. Individualized funding will enable social workers to ensure that the well being of those we serve - takes centre stage. 

Concluding statement

Both families and the social workers currently supporting them will be affected by the development of individualized funding again in B.C. It will shift control from service providers and ministry staff to the people with disabilities and families. Maybe not overnight – but things will be different. Hopefully individualized funding will enable self determination by people with disabilities, so they and their families can have the live opportunities other individuals and families readily take for granted, and can live as citizens in communities (instead of clients within the service system). 

For this to happen in B.C., the funding must be adequate, the infrastructure in place, the community engaged in this process, and staff retrained to assist. Support of the community living community, unions, and service providers will be essential. And while there is expertise on individualized funding and significant support from community living and from many service providers, there may be too little money as well as too much union opposition. Individualized funding represents a significant change of the system, and therefore also means there is significant risk for all involved. For families there is also risk if the situation remains as it is. It is after all a jungle out there - and it is definitely time to change the rules of the game.
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