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A Need for Change

Canadians so value making everyday decisions that the right to “self determination” is now entrenched in the Charter of Rights and Freedoms.  Unfortunately, this “right” remains illusory for many people with disabilities and largely because of this there is a growing recognition that the “community service system” is in crisis. 

The current approach to service creation and delivery vests critical decision-making powers within government and agencies.  As a result, people with disabilities and their advocates consistently experience the following problems: fragmented, inefficient and unresponsive services that lack accountability; limited or restrictive access; few “quality” service options; duplication and misutilization of services adding to cost; social isolation and dependency; and few opportunities for meaningful family involvement.  Clearly, more flexible and innovative approaches to supporting individuals must be adopted in order to change the status quo and ensure that everyone with a label can participate as valued and contributing citizens. 

Individualized funding is now regarded as one such policy alternative that can respond to the unique needs of individuals, while providing meaningful choices and control in their daily lives.  This article focuses on the evolution of a demand driven support system in BC in which individualized funding will play a critical role.

The Importance of Individualized Funding

Individualized funding was developed in the mid 1970’s by families whose sons and daughters had been institutionalized in Woodlands School, a large provincial institution.  Known as the Woodlands Parents Group (WPG), families believed that if the money required for community living was allocated directly by government to people with disabilities (and their personal networks), they could purchase services and supports needed to live in the community with autonomy and dignity.  

Realizing that money in itself could not guarantee citizenship opportunities, WPG members identified the need for a place in the community where they could obtain quality information and planning supports.  Calling this a service brokerage agency, families understood that such an agency must respect the decisions made by individuals and their personal networks, while operating independently from both government and direct services.  In 1977, a proposal to implement individualized funding, and establish the Community Living Society (CLS) as an independent brokerage agency to assist individuals to leave Woodlands received provincial government approval.  Unfortunately, the CLS no longer operates as a brokerage agency, due primarily to government and service provider resistance.

Canadian and Worldwide Developments

The work of the WPG has profoundly influenced worldwide system change efforts.  Many Canadian provinces now have variations of individualized funding underway.  In BC, for example, Choices in Supports for Independent Living (CSIL), funded by the Ministry of Health, provides funding to people with physical disabilities to purchase attendant care support.  In the area of intellectual disability, there are now 100 Microboards (small non-profit societies), funded primarily by the Ministry for Children and Families that focus on single individuals. And between 1991-96, an individualized funding/brokerage pilot project operated under the auspices of the Ministry for Social Services.

In the US, 29 different states have self-determination projects that combine individualized budgets with access to planning supports.  Similar initiatives are underway in Australia, New Zealand and Europe, and in the United Kingdom individualized payments are mandated by law.

A Proposal to Implement Individualized Funding in British Columbia

Notwithstanding individualized funding’s checkered history in BC, parental efforts to more widely implement this critical system changing mechanism have continued unabated since 1997.  Over the past 18 months, 3 regional family groups have been meeting to develop a proposal that will, in cooperation with government and the public, private and voluntary sectors, see the creation of a “demand-based” approach to identifying and meeting individual needs.   The centerpiece of this proposal is Individualized Funding: funding needed to purchase required community services and supports will go to the individual as a result of a plan that is negotiated with government.  Families believe fundamentally that citizenship can only be achieved when control of financial resources, and thus real decision-making power, is placed in the hands of people with disabilities and their supporters.  The proposal highlights, which are available on the Internet at http://www.cls-bc.org, are outlined below:

1.  Individualized Funding 

Families are requesting a commitment from government to provide new dollars to develop and implement 25 Individualized Funding plans in each of 3 regions. Funding agreements will also include costs for accounting and financial transfer services, and Workmen’s Compensation, etc., where the individual acts as the “employer”. 

The policy framework for individualized funding is based on the following values and principles.

Each person:

· is a unique individual with intrinsic worth;

· possesses the basic right to self-determination including authoring his/her own support plan, full inclusion in community life, and the choice of and support from a personal network.

Individualized Funding must
· be accessible to the individual;

· provide the financial resources necessary to enable each individual to participate as a full citizen;

· be based on the needs of the individual as identified by the individual and/or trusted representatives;

· be paid directly to the individual and/or his/her support group (e.g. funding could be paid through an account in a financial institution if the person chooses);

· be fully portable within British.

2.  Information and Planning Support Centers

Independent Information and Planning Support Centers, funded by business and civic groups, will provide appropriate assistance to people with disabilities (at their discretion) who wish to:

· negotiate with government for Individualized Funding;
· individualize their portion of global program budgets currently held by community service providers.


These Centers will be community based and controlled by people with disabilities and their chosen advocates, including family members, friends, and committed community members.  A governance structure will likely be in the form of a non-profit society. Centers will use volunteers who are directly connected to those being supported, as well as paid professionals who will act much like support brokers.

Centers will provide the following services:

· access to information (e.g. the Internet, data about who provides services, their location and ‘fair market” costs, etc.);

· technical assistance with developing service and support plans; budget development and funding negotiation; locating services and supports able to respond to identified needs; implementation of  contractual agreements with service providers; adjusting for changing needs including exceptional circumstances; conflict resolution and mediation; monitoring of service arrangements; identifying alternative services and supports, or stimulating the development of new options; and ensuring that mechanisms are in place for financial administration of individualized funding.

The primary aim of these supports is to assist individuals to capably use their funding allocation to get the “best deal” possible.  Such a process is intended to increase personal confidence and competencies, resulting in real participation in community life, and reduced reliance upon formal systems. Centers could also collect data about the performance of the service system, thus helping government with long-range planning.

3.  Crises Response Fund

Government will provide regional crises funds for unanticipated circumstances or exceptional needs.  These funds would be negotiated on an individual, as-needed basis. 

4.  Re-negotiation of Global Budgets Held by Service Providers

Up to 25 individuals, with assistance from Information and Planning Support Centers if this is requested, will negotiate with service providers to individualize their portion of global budgets.  This process will be budget neutral with the exception of a contingency fund for disruption to services.  The aim of this initiative is to demonstrate the technical aspects of this “unbundling” process, since this area represents “uncharted waters” in BC.

5.  Contingency Fund for Service Disruption

Service providers may require a degree of financial protection for service disruption (e.g. temporarily maintaining staffing levels because of a vacancy within a community home) while people convert their portion of global budgets to Individualized Funding.  This funding will be determined by government and negotiated agency-by-agency.  

6.  Independent Evaluation

An independent evaluation approved by government and stakeholders that focuses on outcomes identified in individual plans will be conducted after one year.

Key Features of the Implementation Plan

1. A committee comprising community stakeholders will work with government to ensure a) equity in the process of determining who will access Individualized Funding and b) regional participants are a representative sample of the wider population being served in each region.

2. The decision to work with service providers to individualize global budgets, will be made by people with disabilities.  Government, community stakeholders and service providers in each region will develop a framework to guide this process. People can retain current service provider arrangements or choose new arrangements.

3. The individual will develop and submit to government a personal plan that identifies needed services, supports and associated costs.  This plan will be reviewed as circumstances warrant and renegotiated, if necessary. Individuals will provide periodic reports and accountability statements. Support from a regionally based Information and Planning Support Center will be at the person's discretion.

4. Government will make final decisions about fund allocation(s) & monitor expenditure.

5. Where individual's choose this option, Individualized Funding will be electronically transferred to a recognized financial institution that will disburse funds to service providers as directed by the individual’s plan.  

6. An appeal process agreeable to government & individuals will be established.

7. Implementation in the 3 regions will serve as a provincial template.

8. Individualized funding will be fully portable within and across regions.

The Road Ahead

Individualized funding is not a panacea to the myriad problems that beset the disability service system.  Neither is it a mechanism that everyone will want to use.  Nor should they be forced to.  Individualized funding should, however, be an option for people who wish to gain greater control of their lives.
While there will undoubtedly be significant opposition to individualized funding (and independent planning) from service providers, unions and government, and in all likelihood even some families, prospects for real system transformation are on the horizon. More and more self-advocates and family members clearly believe that individualized funding, with access to independent planning, should they want or need this support, provides the foundation for truly flexible, accountable and cost-effective community service options. They also recognize that individualized funding can enable people with disabilities to begin to access supports that are completely outside of the disability service system, further enhancing quality of life opportunities.

The next step in advancing this agenda for change is to develop further "grassroots" support amongst self-advocates and families. Already families have developed a strategic planning group and are conducting information workshops.  Additionally, a group of service providers is exploring what they will be required to do to move towards an individualized funding approach.

As Marc Gold might say, it is time to “. . . try another way”.  With the new millennium almost upon us, perhaps individualized funding is indeed set to come full circle in the province where it was developed over twenty years ago.  

--------------------------------------------------------------------
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For information on Individualized Funding you can: 1) join an email discussion group (directfunding@home.com) or visit the Individualized Funding home page on the Internet at http://members.home.net/bsalisbury/
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