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Abstract

Proposals have been made recently to increase opportunities and capacity for people disabilities to have greater self-determination in their lives. Individualized funding is an essential component of changes in supports and funding structures that can create real choice and control for people with disabilities. Support brokerage, though variously defined, is an important second-level support that provides people with disabilities an avenue to plan, manage, and monitor their direct supports. Founded on a broad range of values, support brokers work for people receiving support rather than support providers. Support brokerage has been implemented world-wide using a number of different models. Research is called for that explores the efficacy of support brokerage as one mechanism to enhance interdependence, community participation, and social engagement for people with disabilities. Such research must involve self-advocates and families as active, equal research partners.

Citizenship and Self-Determination


For hundreds of years, real citizenship opportunities have been denied to people with disabilities (Aichroth, S., Carpenter, J., Daniels, K., Grassette, P., Kelly, D., Murray, A., Rice, J., Rivard, B., Smith, C., & Smith, P., in press; Salisbury, 2000a, Smith, 1999a). In modernist, Western culture, professionals have held, and continue to hold, enormous control over the lives and bodies of people with disabilities (Lovett, 1996; McKnight, 1995; Shapiro, 1993; Skrtic, 1995; Smith, 1999a; 1999b; 1999c; Trent, 1994; Wolfensberger, 1975). Some professionals believe that persons with so-called developmental disabilities are “decisionally incapable” and “incapable of autonomy” (Dresser, 1996, p.67). Wetherow & Wetherow (2000) have noted a long-standing, historical pattern that highlighted social segregation and processes of institutionalization. 


Partly as a response to what has been called a medical model of disability, new patterns have been proposed, founded in social models of disability, to increase opportunities and capacity for people with disabilities to have greater self-determination in their lives (Aichroth, et al, in press; Smith, 1999a, 1999b; Wetherow & Wetherow, 2001). In the Western world, self-determination has moral and political roots, perhaps most importantly portrayed as a human right, and ultimately founded in the ancient Greek principle of autonomy (Aichroth, et al, in press; Dowson & Salisbury, 2001). It is also portrayed as a political principle for some indigenous and so-called Third World peoples (Aichroth, et al, in press). However, concepts of self-determination are culturally defined, and cannot – should not – be understood as a unitary, monolithic construct, whether in the lives of people with disabilities or within other social locations, if we are to avoid the concept becoming commodified and reified (Aichroth, et al, in press; Dennis, Williams, Giangreco, & Cloninger, 1993; Dowson & Salisbury, 2001; Hahn & Rioux, 2000; Reindal, 1999). 


Instead, concepts of self-determination vary widely (Friedland, 1999). Definitions of self-determination are different for everyone, and the reification of our understandings of self-determination must be carefully and explicitly avoided (Aichroth, et al, in press; Hahn & Rioux, 2000; Smith, 1999b). Some include under its umbrella 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). It may perhaps be more appropriate to speak of self-determination in the plural – self-determinations – rather than the singular.


One understanding of self-determination that has received increasing attention recently has focused on creating substantial change in the systems of supports and services for people with disabilities, and funding structures that support those systems (Aichroth, et al, in press). Within this framework, people with disabilities, families, and other allies seek to gain increased choice and control over their supports and lives (Ferguson, 1998; Kennedy, 1998; Lively Lifelines Integrated Training Group, 1997; Shoultz, 1996; Snow, 1998; Yuan, Baker-McCue, & Witkin, 1996). This is, at least in part, a political enterprise, filled with conflict. Individualized funding and support brokerage, seen as alternatives to more traditional approaches to funding and support planning, may be foundational to this understanding of self-determination (Salisbury, 2000a). 

Individualized Funding: Control Over Supports


Individualized funding structures may be a prerequisite for real choice and control over supports for people with disabilities. Individualized funding does not simply mean creating individual budgets for people who receive services, although individual budgeting is an important constitutive part of individualized funding approaches. The most important principle undergirding individualized funding is that “individuals who need support in order to participate in society will control the funding for the services that they choose in order to live their own lives” (British Columbia Coalition of People With Disabilities, 1997). Implicit in this principle is that people with disabilities or their families have direct control over funding (Wetherow, 2000).


A brief literature review notes individualized funding approaches have substantial benefits for people with disabilities in areas of personal empowerment, cost effectiveness, and reducing dependence on social services (Brandon, 1995). Self-advocates, their families, and professionals have spoken positively about the benefits of individualized funding in making their dreams come true, and of the critical role that independent support brokers played in designing and implementing plans for those dreams (Community Brokerage Services’ Society, 1995; Maryland Self-Determination Initiative, 1998; Olmstead, 1999). They have indicated clearly that the choice to have planning supports that are independent is a critical feature in the process of developing a meaningful life (Bach, 2000). Unions in Canada, on the other hand, have been critical of individualized funding approaches and support brokerage (Dowson & Salisbury, 2001; National Union of Public and General Employees, 1997; 1998).


In the context of individualized funding, support brokerage is one of a number of what have been called second-level supports (Wetherow, 2000; 2001; Wetherow & Wetherow, 2000). First-level supports are those direct supports or services required by a person to live their life. They may include supports in independent living, housing, and employment. Second-level supports are those supplemental supports that make it possible for first-level supports to occur, or for people to use them in the best possible way. They may include supports in planning, consultation, training or education, and management (Wetherow, 2000).


But what exactly is support brokerage? How is it defined? What is it’s history in the field of services to people with developmental services and their families? What do support brokers do? What do they need to know? These are questions worth exploring in creating alternatives to current systems of supports and funding.

Defining Support Brokerage


It should be noted, first, that the terms service and support are often used with apparent interchangeability when describing brokerage. However, they do have different meanings, reflecting a transition from a system of services to a system of supports (Smull and Smith, 1994). That being said, Shields (1988) defines service brokerage as “an innovative demand-based approach to service delivery”.


More specifically, Brian Salisbury, a researcher and advocate exploring support brokerage in British Columbia, says that service brokerage has two critical, intertwined parts: a system of individualized funding, and a “fixed point of response” in the form of brokerage (Salisbury, 1989). Jackson (1998) quotes Salisbury who defines brokerage as a “…technical mediating support service, with the primary job to assist individuals to capably use their allocated funding and cross system and organizational boundaries to meet identified needs” (p. 10). He later defines service brokerage as a “…system function & process in which advice, information and technical assistance is made available to individuals who request support to: identify & access needed community services & supports [and] negotiate for & use individualized funding” (Salisbury, 2000b), and as “the provision of information and technical planning assistance, form a community based context that reduces conflict of interest, that individuals sometimes require in order to identify and access needed services and supports, using the financial resources provided by the government” (Salisbury, 2000a, p.3). Bach (2000) indicates the centrality of a personal network or circle of support in helping people make decisions in their lives.


Brandon (1995) points out that brokerage is predicated on a system in which “individualized funds are put under the control of the service users and/or those who care for and support them” (p. 1). Without individualized funding, then, support brokerage can’t even get off the ground.

History of Support Brokerage


The concept of support brokerage began in the 1970’s from the work of a group of families in British Columbia (Bach, 1998; Dowson & Salisbury, 2001). All of them had children with developmental disabilities that were institutionalized at the Woodlands School near Vancouver (Jackson, 1998; Salisbury, 1989). These families – who called themselves the Woodlands Parent’s Group - believed that institutional models of care were inappropriate, and sought not only to return their sons and daughters to the community, but to find a way to release financial and other resources bound up within institutions as well.

 
Families from the Woodlands Parent’s Group formed an organization, the Community Living Society, that was successful not only in developing a brokerage model, but in developing an approach to individualized funding (Jackson, 1998). Through the Community Living Society, parents were able to divert funding from the institution, allowing 10 of their children to be supported in the community (Brandon, 1995; Shields, 1988). Similar approaches were later implemented in other places in Canada, at Calgary, Thunder Bay, and Edmonton (Bach, 1998; Shields, 1988).


At the same time that this activity was happening in Canada, the Independent Living Movement in the United States began to reach similar conclusions regarding empowerment of people with disabilities, the importance of consumer-directed supports, and the need for brokerage roles (Bach, 1998; Gonzales, 1992). From British Columbia, support brokerage models have spread around the world. Support brokerage approaches have been used in England, Scotland, Australia, and the United States (Brandon, 1995; Salisbury, 2000c).


In the United States, Robert Wood Johnson Foundation grants to states to explore self-determination also spurred activity around support brokerage. An initial self-determination demonstration project began in New Hampshire in 1993 (Conroy & Yuskauskas, 1996). Projects were later begun in other states (Robert Wood Johnson Foundation, 1996). In 1999, ten states were reported to be using support brokerage, although, at least initially, these brokerage entities were not seen as functioning independently (Agosta, Bradley, Taub, Melda, Taylor, Kimmich, Semple, & Kelsch, 1999). In various states, support brokers played different roles, choice among brokers was sometimes limited and often only theoretical, and many had only limited authority (Agosta, et al, 1999).

Why Independent Support Brokerage?


Some assert that support brokerage should be independent of organizations that otherwise provide services or have other responsibilities (Bach, 2000; Brandon, 1995; Dowson & Salisbury, 2001; Smull & Smith, 1994). But why is this essential? Salisbury (2000b) insists that brokers “simply can’t serve two masters at the same time.” Service brokers, says Brandon (1995), should work for people using services and supports. This ensures that conflicts of interest do not arise for the broker (Salisbury, 2000a). Marlett (2000) reiterates that brokers should be independent, receiving funding not from governmental or provider sources, but from the person with a disability. The group of families from British Columbia that started it all in the 1970’s believed that the need for independence was essential (Brian Salisbury, November 25, 2000, personal communication).


Bach (2000) has pointed out, however, that provision of independent support brokerage is not always addressed from a policy perspective, and that it may be necessary to provide a variety of mixed options, including “self-managed planning, independent planning supports, [and] service agency planners.” In addition, it may be necessary to be clear about the differences between the role of broker and roles of “manager of supports [and] personal network facilitator” (Bach, 2000).


However, there is a danger inherent in the concept of how independent support brokers are conceptualized. That is, 

…without a community body, controlled by people with disabilities and family members, there is a danger that fee for service brokerage, which is really tantamount to independent professional consultants, will be fraught with all kinds of problems… without a community body… with responsibility to ensure that brokers are trained, vetted and monitored, the ‘state’ will act to establish the parameters of this critical role. If anyone should be the ‘keeper of the keys’ on how this function should operate, surely it should be the people most affected. A community brokerage body that people with disabilities control and run could help to achieve this” (Brian Salisbury, November 25, 2000, personal communication).


This kind of model has been used in British Columbia, Scotland, and Australia (Salisbury, 2000c).


Three possible methods for funding independent planning brokers have been suggested: “[1] A community based non-profit society, either controlled by consumers or with consumer representations, that contracts directly with government to deliver brokerage planning… [2] Funding for planning is attached to the person’s approved plan and budget… [3] In a mixed model…, core funding would be paid via contract, to either a consumer controlled non-profit organization, or a for profit company… (Dowson & Salisbury, 2001, p.61).

How Is Support Brokerage Different From Case Management?


Smull and Smith (1994) note that in a number of states, systems of independent case management were put in place with the intent of creating real change in the lives of people with disabilities. According to their analysis, however, these systems have been unsuccessful for the most part, because they have “had responsibility without authority; lacked the tools (e.g. person centered planning) needed; been independent only in name; been co-opted as just another compliance check; drowned in excessive paper requirements; and, had too many people for each case manager to support” (Smull and Smith, 1994).


Brandon (1995) indicates that case management is “prescribed”, whereas support brokerage is “user-led” (p. 4). He points out that case management is understood, at times, as a “therapy,” where support brokerage does not provide any kind of service (p. 4). He also notes that while individualized funding is central to support brokerage, this is clearly not the case with case management. And he says that support brokers can be independent, while case managers cannot, indicating that they typically serve a gate-keeping function (Brandon, 1995).


Salisbury (2000a) also notes that case management and support brokerage are different. However, he does not see them as being antithetical, but rather “complementary and interdependent” (p. 6), and discusses ways in which traditional case management and social worker roles might need to be reconfigured. Brokers also need to be distinguished from advocates (Steve Dowson, Nov. 22, 2000, personal communication; Salisbury, 2000b).

Ethics and Values


The work of independent support brokers involves an ethical stance that is founded on a set of core values “…emphasizing the worth and dignity of individuals with handicaps and their right to live in the community” (Shields, 1988). These values are also common to a number of professional domains, including supported employment, early intervention, family supports, speech language therapists, and interpreters for deaf persons. Agosta and Kelsch (1999) state that three principal values undergird participant-driven supports: community integration, self-determination, and fiscal responsibility. Independent support brokers recognize that self-advocates and families by whom they are employed are unique, with individual dreams and interests (DiLeo, McDonald, & Killam, n.d; Salisbury, 2000b). 


Bach (2000) insists that freedom and choice are a part of the essential values underlying the work of support brokers. While this may be true, it is important to point out that values such as individualism and autonomy should not be seen as culturally universal (Dennis, Williams, Giangreco, & Cloninger, 1993). For example, some note that values related to interdependence and the importance of the group are central to some cultures (Esteva & Prakash, 1998; Ewalt & Mokuau, 1995). Leaving out concepts of interdependence, community contribution, and social engagement from any definition of self-determination may be especially dangerous for the lives of people with disabilities and their allies (Wetherow and Wetherow, 2001).


Support brokers understand that everyone has basic rights to inclusion in the common social fabric of communities, and lives that are dignified (Agosta & Kelsch, 1999; DiLeo, McDonald, & Killam, n.d.; Salisbury, 2000b).They are also “…sensitive to the cultural values of the family” (Vermont Interagency Coordinating Council for Families, Infants, and Toddlers, n.d., p.5) and self-advocates as well, understanding that the cultural norms of families and self-advocates may be different from their own. 


 In order to make choices and have control over their lives, self-advocates have the right to be able to “choose, and be supported by, a network of family members and friends” (Salisbury, 2000b), called a circle of support. Self-advocates and their circles of support need to be offered adequate options and full information about the implications and potential outcomes of those options (American Speech-Language-Hearing Association, 1993); DiLeo, McDonald, & Killam, n.d.). This implies, of course, that independent support brokers have adequate knowledge of and access to a diverse set of options and resources upon which families and self-advocates might draw.


Perhaps the key value shared by independent support brokers is that “…the individual receiving supports is the central driving force in the development of options and decisions”  (DiLeo, McDonald, & Killam, n.d., p.1). Support brokers have principal obligations to the person and to the person’s family and friends (Harkins, 1998). This approach is similar to the “servant-leadership” concept proposed by Robert Greenleaf (Harkins, 1999). 


Support brokers seek to ensure that the focus self-advocate and/or family develops the agenda for how they want to move forward with their lives – they have the sole power to make decisions (Gaventa, 2001a; Salisbury, 1989). This means that the role of the independent support broker does not involve decision-making, nor the imposition of the support broker’s own values (Salisbury, 1989; 2000b). This value can be difficult to implement, however, especially when the support broker disagrees with the approach or choices made (Registry of Interpreters for the Deaf, Inc., n.d.). In such situations, it may be necessary for the support broker to “…withdraw from the situation” (Registry of Interpreters for the Deaf, Inc., n.d., p. 1). They understand that their role is not to “…counsel, advise or interject personal opinions” (Registry of Interpreters for the Deaf, Inc., n.d., p.1), but rather to provide supports needed and desired by the self-advocate or family for whom they work. (Although it might be taken for granted, it is still worth mentioning that confidentiality is of critical importance for independent support brokers (American Speech-Language-Hearing Association, 1993; DiLeo, McDonald, & Killam, n.d.; Registry of Interpreters for the Deaf, Inc., n.d.; Vermont Interagency Coordinating Council for Families, Infants, and Toddlers, n.d.)).

What Kind of Support Do Families and Self-Advocates Want?


According to Bach (2000), self-advocates and their families and circles of support want planning supports that offer them “information, general and lifestyle plans, negotiation and contracting, personal network development, community resources, day-to-day planning, relationship building, management, plan reviews, financial admin, [and] community planning.” The initial group of families in British Columbia also wanted this same kind of planning support, and saw the role of brokers “as a ‘technical extension’ to their own roles in the lives of their families” (Brian Salisbury, November 25, 2000, personal communication).


Salisbury (2000a) believes that governments should support systems of brokerage that abide by basic principles that include “zero rejection; individual discretion as to how and when planning supports would be used; ongoing access to, and continuity of, planning supports; [and] according the individual’s personal status in the support and decision-making process…” (p. 6).


Some parents may prefer to fill the role of broker. This may be especially possible when the person with a disability is a child, and the parent is the person who knows their child best. When the person is an adult, however, conflicts may occur when well-intentioned parents, believing they still know their son or daughter’s wishes, fail to listen to what they really want. In such cases, access to independent brokerage has been suggested as a safeguard to the rights of the person with a disability (Agosta & Kelsch, 1994).

What Do Support Brokers Do?


The role of support brokers is variously portrayed. Dennis Harkins (1998) sees it simply: “…to help people obtain what they want” (p. 1). They should work “…informally with the individual, de-emphasizing and demystifying the power of the professional” (Salisbury, 1989, p.  2). 


Bach (2000) sees the role of support brokers as being primarily one of providing independent, as well as accountable, support in the area of planning. This increases the clarity of vision of what a person’s life can be. Bach (2000) goes on to outline the functions filled by support brokers, including provision of information, planning help in general and lifestyle areas; developing circles of support, negotiating and contracting for supports, developing community supports, and assisting with plan reviews.


New Jersey has had four years experience using support brokers in their system of supports (Gaventa, 2001a). There, families, support brokers, and self-advocates see a good support broker as someone who listens to the needs of self-advocates and families and acts accordingly; gets back to people promptly; helps develop and coordinate training for support staff; continues learning; provides evaluation resources; maintains at least monthly contacts with people they work with; monitors expenditures; meets deadlines, and “is not over-extended” (Gaventa, 2001a). Explicit support broker contracts are used in New Jersey to help ensure that support brokers and people they work for are clear about expectations and roles (Gaventa, 2001b). New Jersey has also outlined explicitly quality guidelines for independent and self-managed budgets (2001c). New Jersey provides formal training (two days) for support brokers; additional requirements include 1 year experience working with persons with developmental disabilities and at least age 18, among others (William Gaventa, November 22, 2000, personal communication).


Jackson (1998) outlined some of the roles assumed by brokers in British Columbia:

· developing a plan which sets out the person’s strengths and needs

· providing technical advice on how best to meet those needs

· identifying or stimulating the development of required services (market development)

· negotiating funding

· service contracting

· implementing and monitoring contractual agreements

· mediating on behalf of service users in the event of changed circumstances, problem users, etc. (p. 10)


Other models of brokerage have evolved in Canada, including agency brokerage, independent service brokerage, freelance brokerage, placement brokerage, and government brokerage (Roeher Institute, 1993). Significant conflict of interest issues occur when government agents act as brokers (Roeher Institute, 1993).


In Britain, there have been at least three brokerage projects, although all are small, and do not appear to be of  the same caliber as the B.C. model, particularly because they lack an individualized funding approach (Brandon, 1995). 

What Do Support Brokers Need To Know?


Support brokers need to know certain things, and have certain skills. But they also need to be certain kinds of people. Salisbury (1989) believes they need to have a “…fundamental commitment to empowering people with disabilities (and their networks), while safeguarding basic human rights” (p. 3). Without this, all the technical knowledge and skill in the world will mean nothing.


Brandon (1995) outlines a set of essential competencies for support brokers. These include:

· knowledge of local and federal services

· ability to relate personally with diverse stakeholders

· knowledge of resources

· ability to write contracts that protect the needs of individuals

· how to fashion care plans

· knowledge of process to estimate service costs and budgeting 

· ability to negotiate and network (Brandon, 2000).


Salisbury (1989) indicates that brokers need to have an understanding of a social model of disability. He, too, believes that knowledge of legislation, policies, politics, services, and programs is essential. An understanding of individualized and personal planning processes is important, as are skills in negotiation, identifying services, writing contracts, monitoring supports (Salisbury, 1989). “Problem solving, mediation, community development, strategic planning, and facilitation skills” (Salisbury, 1989, p. 3) are also necessary.


Others assert that essential competencies for support brokers are: “learning how people want to live, recruiting community resources, and supporting people in the lives that they have chosen” (Smull & Smith, 1994, p. 3). Skills needed by brokers may be related to advocacy for the individual, ability to really hear what the person says, assessing preferences, facilitating planning, compiling support plans and budgets, negotiating and securing supports, and assuring the adequacy of supports (Agosta and Kelsch, 1999). For some, then, brokerage is essentially a technical role, with specific skills in these and other areas, and the supports that brokers provide must be flexible based on the person’s wishes and needs (Steve Dowson, Nov. 22, 2000, personal communication).

Conclusion


It is not too simplistic to say that “service brokerage is a complex and demanding role…” Salisbury, 1989, p. 4). It is an emerging and developing way of thinking about and planning for supports for people with disabilities, with diverse approaches, methods, and philosophies. When coupled with individualized funding approaches, however, it can have real benefits for people with disabilities, families, and communities.


More needs to be learned about the best ways to implement support brokerage, however. Because individualized funding approaches are not yet universal, support brokerage cannot yet be implemented everywhere. What are best practices for putting support brokerage options into practice? What should the roles of self-advocates and families be, both in creating these options and in governing them on an ongoing basis? When, how, and should support brokers be state-sanctioned or certified? These are important questions that future research projects will need to address.


How this research is conducted may be as important as the outcomes of such inquiry. Involving self-advocates and families in this exploration, as active and equal research partners, will be essential in ensuring that the questions they want asked are addressed (Taylor,1996). Research in all areas of self-determination, including that involved with approaches to independent support brokerage, must “privilege voices of persons with disabilities” (Smith, 1999a, p.135). To do otherwise will be to disempower, remove control, and eliminate choice for those who wish to claim choice, control, and power as their human and civil rights.
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