The Erosion of Individualized Funding – Bruce Uditsky
Definition
With Individualized Funding, money is provided directly to families and adults with disabilities to enable them to design and purchase the supports they require to live in community and participate in community life. This funding is typically provided by governments or government authorities. 

In Alberta, Individualized Funding is provided by the Persons with Developmental Disabilities Community Boards. The amount of funding is determined by a plan that is ideally developed by parents, adults themselves and friends, often with the assistance of service providers or professionals, and submitted to the authorities for approval. The plan may attempt to address all of a person’s needs (e.g., employment, support staff at home, recreation, etc.) or only some needs. Usually negotiations will take place in relation to how much funding will actually be provided and to the nature of the plan. will be adjusted accordingly. There is an appeal process for disagreements over funding and/or the plan. 

Alberta’s Leadership 
For decades, parents of adults with developmental disabilities from across the world have been engaged in an advocacy struggle to obtain Individualized Funding. Large waiting lists, with thousands of adults being underserved or not served at all, are endemic to many other countries and some Canadian provinces. 

Alberta is now considered an international leader in Individualized Funding because there are virtually no waiting lists and everyone who is eligible is able to access assistance. 

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. Families, often with assistance of professional allies, were able to develop unique and creative responses to accommodate the needs of their sons and daughters with developmental disabilities. Individuals with significant challenges were able to have a home of their own and highly personalized supports 24 hours a day if needed. 

Yet in Alberta, where we have one of the largest and most established Individualized Funding programs in the world, we are at risk of losing the very program that parents and people with disabilities in other provinces or countries are struggling to achieve. 

Individualized Funding was in jeopardy prior to the recent funding crisis. The funding crisis is placing Individualized Funding at greater risk. It is critical for Individualized Funding to be sustained and protected while AACL, its allies and partners try to resolve the future funding needs of adults with developmental disabilities. 

History
There were a number of reasons why families and people with disabilities worked with the cooperation of government to establish Individualized Funding. These included but were not limited to: 

· agencies that were unwilling to provide supports 

· agencies that did not listen 

· a desire for individually tailored services, matched to needs 

· families and adults wanted more control over their lives (e.g., with individualized funding, families or people with disabilities can hire their own staff, or change service providers) 

· families and adults with disabilities wanted a greater degree of inclusion, particularly for people who had significant disabilities or challenges 

· need for a greater degree of flexibility (i.e., to be able to adjust services to match changing needs) 

· a dream to live in a real home rather than a group home 

· the principal of dealing directly with funders 

Prior to Individualized Funding, most adults with developmental disabilities could only receive supports if they were accepted by an agency into an existing agency space (e.g., a bed in a group home and a seat in a sheltered workshop). With this form of service provision, everyone pretty much got the same limited service, regardless of individual needs. When all the spaces were filled, adults and families went without services. If there was only one agency, then that was a family’s only choice and if that agency could not or would not meet the needs of their son or daughter, then there was no choice. This lack of choice and control over the funding made it difficult for families to advocate for better quality services for fear that an agency might retaliate. While these experiences were not true with all service providers, it was true for too many. When funds to agencies dried up, as they did in Alberta more than 10 years ago, families again found they had no choice. 

Individualized Funding, as practiced in Alberta or elsewhere, is far from perfect. Yet in spite of its shortcomings, Individualized Funding remains one of the most powerful and enabling means of a greater degree of family empowerment than most other funding approaches. However, for this to be achieved, parents and people with disabilities need to understand the value of Individualized Funding, the history of human services, how the benefits of Individualized Funding can be applied, the limits of Individualized Funding and how to protect Individualized Funding. 

Before discussing Individualized Funding further, it is important to note that Individualized Funding is one of two principle methods by which services are funded in Alberta. The other funding approach is called contract or block funding. Contract funding means that a service-providing agency enters into a contract with government or an authority to provide a set of services to a number of individuals. The contract spells out how much money the agency will receive and this money is typically provided quarterly and in advance to the agency.

Initially, the advent of Individualized Funding in Alberta resulted in many positive changes. As noted previously, families and adults with developmental disabilities who could were rejected by services; or those who could not get services to respond flexibly were able to purchase individualized supports or create their own. Many individuals were able to either move from their parent’s home to their own home, or from a group home to their own home. Many others had increased opportunities for work, employment or recreation based on their individual needs. Many hundreds of individuals who had formerly lived in institutions were able to return to community. People were more likely to be supported individually or in very small groupings and many were provided with more individualized opportunities to participate in community life. Families changed service providers or hired their own staff depending on their personal needs and circumstances. New agencies were developed where either none existed before, or where there were very limited choices. Strict limits on funding were relaxed and families and individuals could access additional Individualized Funding dollars if needed, although most funding remained within established guidelines. 

Overtime, however, many families and adults found the promise of Individualized Funding wanting; and Individualized Funding began to lose its creative edge as it became a more entrenched part of the human service system. It had moved from a funding mechanism, which enabled families to challenge the existing service system, to a major means of regular agency funding. 

A number of factors contributed to a reduction in the potential of Individualized Funding to empower adults with developmental disabilities and their families. As Individualized Funding grew, a bureaucracy grew up around it, increasing the complexity for accessing and administering Individualized Funding. As more and more funds were allocated through Individualized Funding, the government found it necessary to exercise more control, limiting, for example, how Individualized Funding could be applied (e.g., requiring staff to be paid low wages). Low wages increased staff turnover and reduced the number of people interested in establishing a career in working with people with disabilities. This further lead to a reduction in the quality of staff available to support adults with developmental disabilities as Individualized Funding could not be applied to staff development. As Individualized Funding became more complex, and as services became more responsive, more and more families purchased, the standard services offered by agencies. As more and more people purchased the standard services, agencies could argue that Individualized Funding wasn’t necessary (N.B. There are still service providers across Alberta that are committed to empowering families and support Individualized Funding, but this number is diminishing). 

As Individualized Funding became routine, more a way of having money flow to agencies than a means of empowerment, individual planning decreased and group planning increased. With Individualized Funding as an established routine for having money flow to agencies, many families were left unaware of their role in Individualized Funding and its potential empowering application (e.g., determining how services could and should be provided; and who would provide these services). So, while Individualized Funding continued, it retreated, for example, to planning for three or four individuals to live together, or a larger number of individuals to be served in a day program. Individual needs became secondary. 

One of the most significant factors leading to the erosion of Individualized Funding was the development of a requirement for most agencies and families to be reimbursed after they incurred expenses rather than before. Individualized Funding had became far more complex than the process whereby agencies received quarterly block payments up front. That is, there was less control and paperwork applied to an agency receiving millions and sometimes many millions of dollars in advance of expenses, than the paperwork and control applied to a family or agency receiving $36,000 dollars in Individualized Funding over the course of a year. Contract dollars could also be used more flexibly and for a greater range of expenses. Agencies on contract funding might only have had to adjust their funding at the end of the fiscal year if there was a difference between what they spent and what they received from government. Individualized Funding is accounted for on a monthly basis and can change from month to month depending on expenditures. This increases the need for bureaucratic monitoring and reporting. 

Increasing Threats
Lastly, Individualized Funding is being more deeply threatened today as a result of new developments. Given all of the above, more and more families, unaware of the potential of Individualized Funding, or unaware of what might be lost in the future with the demise of Individualized Funding, are agreeing to having their individual funding converted into contract funding. In many instances, families are being told that the agencies will provide individualized services and choices into the future, without the need for Individualized Funding. What is being forgotten is the influence Individualized Funding has had on creating choice and individualized services in the first instance; and that where Individualized Funding does not exist in the other parts of the world, including Canada, there is less choice and individuality in service provision. By converting Individualized Funding into contract funding, the very nature of a family’s or individual’s relationship to government and the PDD Boards is altered. Instead of negotiating directly with government or community authorities, families must now negotiate with agencies, leaving the agency to have the direct relationship to those who provide funds and set policies. 

With the current cuts to services and funding, families and individuals receiving Individualized Funding should be negotiating directly with the PDD Community Boards and conceivably filing an appeal if they do not agree with any reduction in services and supports. This means if you are a parent receiving Individualized Funding and contracting with an agency for support, the agency should not be negotiating cuts to services with a PDD Board or advising you of PDD changes to the services your son or daughter receives. A supportive service provider can assist parents in dealing with the PDD Community Boards, but they should not be acting as family representatives in isolation. With Contract Funding, agencies can negotiate cuts with government or PDD Boards without the involvement of parents or adults with developmental disabilities and then simply advise families that services are being reduced. While many agencies will still attempt to act in the best interest of families and adults with developmental disabilities, this is not always a certainty. Families and adults with developmental disabilities will be safer if governments and PDD Boards are required to negotiate funding and policies with families and adults directly, as well as with service providers. 

Renewing and Sustaining Individualized Funding
Individualized Funding as a necessary means of contributing to the empowerment of adults with developmental disabilities and their families; and a necessary means to enabling the establishment and continuation of personalized, responsive and flexible services. Individualized Funding is not sufficiently empowering or creative in and of itself, but is an integral component to empowerment. Similarly, there is a place for contract and other models of funding to enable the provision of services and supports, such as staff development, administration, independent living supports and other particular services, which are best funded by mechanisms other than individualized dollars. 

There are at least six other essential components that need to be present to maximize the potential benefit of Individualized Funding:

· Commitment to inclusion — This must be more than a stated commitment; it must be lived out in practice. Currently, the Persons with Developmental Disabilities Community Governance Act, all the PDD Boards and many service providers claim a commitment to community inclusion. In reality, that commitment is rarely in evidence. The commitment to inclusion is so tenuous that the moment the system experiences funding pressure, community inclusion and the services that enable community inclusion are some of the first things to be sacrificed. 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. Renewing and strengthening Individualized Funding can, along with the points that follow, contribute to community inclusion. 

· Community development — Community inclusion cannot be accomplished by funding human services alone. For community inclusion to move forward, efforts have to be directed at working, for example, with the business, faith or recreation communities. In fact, families and adults with developmental disabilities are in as good or a better position than human services to contribute to the development of community inclusion possibilities. Just as school inclusion has been driven forward through the leadership of families, similar possibilities exist with respect to inclusion at work. In the United States, new projects are underway in which families are being given access to Individualized Funding to create employment opportunities for their sons and daughters with developmental disabilities. Individualized Funding can be used to assist the generic community in accommodating individuals with developmental disabilities. For example, individualized funding could be utilized by a business to create and sustain on-the-job employment supports. 

· Family and self-advocate leadership development — For the ideals of community inclusion to be realized in practice, Alberta needs to invest in developing and supporting family and self-advocate leaders. Policies, legislation and concepts like community governance need to be influenced and shaped by the voice and activism of parents, people with developmental disabilities and advocates. It is not enough to leave the future of community inclusion to chance. This fall, AACL will be implementing the first of an annual series of leadership development activities for families, self-advocates and advocates. AACL will, as well, shortly be publishing a guide on Individualized Funding for families and advocates. 

· Knowledgeable, consistent and values-based human service providers and human service practitioners — Facilitating community inclusion is an art form. As an art form, it requires practitioners who are committed to people with developmental disabilities and their families--committed to learning the values, understandings and talents that will make a qualitative difference to the lives of people with developmental disabilities. Human service staff play a vital and intimate role in supporting adults with developmental disabilities, for example, in truly having a home of their own. To address the high turnover rates and the lack of qualified staff, there needs to be a renewed investment in training and educating human service staff, including providing sufficient salaries so that it would be possible for more people to pursue a vocation in working with adults with developmental disabilities. 

· Person/family centered focus — The design of supports and services, which promote community inclusion, must be based on the intimate and respectful knowledge of each adult with a developmental disability and their families. Many human service practices, rules and policies are designed to meet the needs of governments, authorities and service providers. An example of this, noted above, is using Individualized Funding as a means of grouping people. This is not based on the needs of adults with developmental disabilities or their dreams. The essential need to focus on individual needs and the tailoring of services to those needs is even more critical in economically difficult times. Once the focus on individuality is lost or compromised, it is extremely difficult to regain this focus when economic conditions improve. Actions, which de-individualize and thus dehumanize adults with developmental disabilities, create an ethic and culture of practice, which places the needs of the system above those of families and adults with developmental disabilities. 

· Infrastructure funding: staff development, staff recruitment, administration — I have stated elsewhere in this article that there needs to be funding, other than Individualized Funding, which addresses the need for core agency functions. It is possible to create a model of funding whereby an agency would receive contract or block funding for core functions, while families and adults with developmental disabilities receive Individualized Funding, which they would use to purchase supports from these same agencies. This model of funding would likely help to reduce the pressure from agencies to convert Individualized Funding to contract funding. It would also contribute to the on-going development of qualified staff. 

Conclusion
As Individualized Funding continues to be eroded and negated, Alberta is in danger of losing one of the essential building blocks which can empower families and adults with developmental disabilities while contributing to individualized services that promote community inclusion. Individualized Funding is not a panacea; nor is it a power unto itself, but it does have a valued place in enhancing the lives of families and adults with developmental disabilities. AACL will continue to advocate for the Alberta government and PDD Boards to establish a set of safeguards, in cooperation with the community, which will both sustain Individualized Funding and support its creative application. Families who have children with developmental disabilities need to be concerned today with the future survival of Individualized Funding. Alberta’s capacity to implement new community inclusion strategies may be severely limited if Individualized Funding continues to disappear. It provides a mechanism by which families and creative service providers in the future will be able to step outside today’s traditional human services. Individualized Funding can support the possibilities of tomorrow’s vision. 
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Pulled Quotes:

There are still service providers across Alberta that are committed to empowering families and support Individualized Funding, but this number is diminishing.

…in spite of its shortcomings, Individualized funding remains one of the most powerful and enabling means of a greater degree of family empowerment than most other funding approaches.

A Parent of a Person with a Disability Speaks… "Due to Individualized Funding, he has learned so many things, It gave us hope."

An Advocate of a Person with a Disability Speaks…"Individualized Funding is the most important thing in Melissa's life. She's changed completely as a person. She's a whole new invigorated woman who knows what she wants. This is so key."

