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Many people with disabilities are denied self-determination by systems that lack accountability and flexibility – ultimately reducing their citizenship status. Even a cursory analysis reveals an inability of systems to deliver on the benefits of including people with disabilities in community life. The reasons include invalid assumptions about decision-making capacity and the use of outdated mechanisms like block funding and case management. 
New approaches are needed that honour self-determination and accommodate people’s aspirations. While change is required on many levels, individualized funding (IF) and independent planning support can help transform how services are organized and delivered. Both promise people with disabilities, and their allies, greater control.  

IF is public money allocated to individuals, or to parents in the case of children, to meet disability-related needs. With IF, the person or family decides how funds are spent, within agreed parameters.  However, money does not think, people do. This is where independent planning support – the provision of information, advice and technical assistance, independent from service providers and funding decisions - becomes important to those who want help to identify different ways to meet their needs. In this role, practitioners can cross system boundaries more easily to assist people to achieve their vision of a good life.  

These mechanisms date back to the 1970s when advocates began demanding community-based options in response to dehumanizing conditions in institutions. For instance, in 1976 a parent group in British Columbia (BC) conceptualized the service broker as a professional, independent from funders and providers, to assist their family members to use IF and navigate governmental and community systems to live in community after being institutionalized. 
Since the 1970s, many jurisdictions have engaged in system change. Some initiatives have been  fragmented, for example, using person-centred planning on a widespread basis, while leaving basic structures untouched. Others are bolder in scope. US self-determination projects using individual budgets and independent support brokers, are an example. So too is the United Kingdom’s use of direct payments on a national scale.

Now, planning led by consumers exists on the periphery and won’t replace case management anytime soon. Case managers continue to reinvent themselves, but remain agents of the state who support, rather than challenge, the status quo. With respect to IF, most funding continues to go directly to providers. Consumers still rely on staff to respond appropriately to their unique needs rather than directing the staff. IF proponents argue market forces will lead to more person-centred services, but these have not materialized. The rhetoric continues, but our systems have not fully empowered people with disabilities as full citizens. 
British Columbia’s Approach to Change

BC has a history of innovation and was the first province to close its institutions. Yet, the system that supported people with developmental disabilities was reactive and financially unsustainable. In a unique partnership, a community coalition began working with government in 2001 to plan a new authority. The catalyst was a fiscal crisis that threatened massive cuts to existing supports and services. Until 2001, no agreement existed in community, or with government, about the need for system-wide change. During this process families, self-advocates and providers became leaders by supporting a new service provision approach that focused on self-determination. On July 1, 2005 Community Living British Columbia (CLBC) became responsible for supports and services provided to adults with developmental disabilities, and children/youth with special needs and their families.  
Under the Community Living Authority Act, CLBC’s Board of Directors guide management in implementing the service delivery model. Two board members must be adults with developmental disabilities and a majority must be family members or citizens with a significant connection to those with developmental disabilities. Board representation recognizes that community members, particularly those affected by a developmental disability, can play an important role in determining how the system is governed and operated. This concept is known as community governance and will be supported by 17 community councils that assist people to build connections to associational life, provide feedback on how well the new system is working and help set budget priorities. An advisory committee, made up of five self-advocates and five family members, will provide the board with provincial feedback.
CLBC’s vision is one of full citizenship where people lead good lives, have rich relationships, financial security, choices in their lives, real jobs, and are accepted and valued as citizens. Its mission is to respond to the life-long needs and goals of individuals and families by recognizing their abilities and contributions, sharing leadership with communities, and funding supports that honour individual choice. CLBC’s system is designed to be accessible, sustainable and fair.  
Key Features of the New System

CLBC’s designers set out to change how communities respond to people with disabilities. To separate planning, regarded as a key to people leading better lives, from system management functions like eligibility approval and contract management, CLBC created two divisions. Community Planning and Development provides independent planning support, engages in community development, and responds to people in crises. Quality Services is responsible for eligibility determination, resource allocation, contract management, safeguards, and accountability and outcome reporting. This split structure “firewalls” planning from operational decision-making activities, and ensures a focus on using limited resources more effectively, while supporting choice. 

CLBC uses two key staff in local communities: facilitators and quality service analysts. Facilitators provide information, advice and practical assistance to eligible individuals and families. This assistance may be short-term, connecting them to existing CLBC-funded services or generic community supports. They may also help develop a long-term plan – the basis for a request for CLBC funds. Facilitators do not have a decision-making role and operate independently from providers and CLBC analysts who make funding decisions. If requested to help develop and implement a plan, facilitators adapt existing supports and services, or create individually tailored options. Previously, funding was seen as the answer to people’s disability-related needs. A key to this new process is including generic services and informal community supports in the plan. 

Analysts confirm eligibility, make decisions on funding and/or service requests, monitor contracts with service providers and associated deliverables, assess system gaps, ensure appropriate safeguards exist, develop increased provider capacity, ensure there is crisis response capacity in local communities and work to improve the effectiveness of contracted services. When IF is used, individuals and families are accountable to analysts for how funds are spent. 
Facilitators and analysts play complementary, but equally important, roles to ensure well-rounded plans are developed and that supports and services enable consumers to achieve their goals. Facilitators are CLBC’s public face and address most requests for information. Individuals and families direct the planning provided by facilitators, or they can develop their own plans. Conversely, analysts have an ongoing relationship with providers, and ensure that the elements needed for an effective service delivery system are in place and working. Each staff group works from different locations throughout BC.
CLBC expects role separation to increase job satisfaction and stimulate professional creativity. The goals are flexible supports that meet peoples’ needs, helping people make decisions that maintain independence and greater community involvement in developing cost effective and sustainable person-focused solutions. Greater use of IF is expected to result in even more innovative and personalized options. 
Some Cautions

The new model requires people to think and act in new ways. The old model, in which the system knew best, is just below the surface, willing to reassert control if the values and principles central to full citizenship are not at the forefront. Extensive training, and exposure to new support models and best practices, is required for all stakeholders.

CLBC must put the necessary elements of its model in place for full implementation. For example, along with informed consumers, IF depends on a supply of flexible options, access to employer of record supports, and person-centred planning tools. Many individuals and families need to better understand the benefits of informal options like community clubs and interest groups that add richness to life for non-labeled citizens, rather than seek paid support as a first response. CLBC staff can be a bridge between the needs of government as funder and community associational life, and help shift the balance between these two different, but necessary forms of support. 

To truly empower individuals and families, CLBC must not become a bigger bureaucracy and instead focus on building community capacity.  As Margaret Wheatley says, “Whatever the question, community is the answer.” Other changes that have occurred, or are underway, that support system transformation in BC are:

· Contract changes will require agencies to report personal and system level outcomes, not  inputs  
· A guide for support allocation assists in allocating equitable funding for supports based on disability-related needs
· A catalogue of services helps to consistently identify the type and cost of supports and services that are available or can be created, while helping control costs and promote equity

· Local CLBC staff are leading communities to determine their own crisis response plans

· Formal and informal safeguards are being developed, including a personal network project and a provincial training strategy
· Innovation funding promotes new support options

· A $30-million Family Independence Fund, administered by a community foundation, makes grants to help families keep family members at home

· A new information technology system will create an electronic social record for those served and provide data needed to help make important forecasting decisions

· A review of everyone in staffed residential resources will help them consider an alternative living situation that provides greater independence and is potentially more cost-effective

· An agency led innovation support network provides leadership, mentoring and technical support to other agencies interested in innovative options  

BC’s community governance model blends vision with pragmatism and illustrates how a community-led transformation process can redress resistance to change and inertia that characterize bureaucratic systems. CLBC is investing considerable internal resources in the both the facilitator and analyst roles in the hope this will contribute to greater system-level innovation and creativity, and better individual and family outcomes. This is balanced by a realization that an ongoing commitment to building community capacity is required if people are to achieve lives of quality. It is not a perfect system, and history demonstrates that systems struggle to sustain a change agenda, but the risks are worth it.  BC’s initiative is a bold attempt by community and government to create a new foundation upon which people can reclaim their citizenship rights.     
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