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Welcome

Let me thank everyone, especially Don Shumway, for this opportunity to speak with you.  I’ve very much enjoyed the conference, particularly meeting people with exciting new ideas.

There is something rejuvenating about being with kindred spirits.  As everyone knows, working to achieve determination is sometimes daunting, particularly when faced with opposition and skepticism.  This said, remember that we are part of a global movement - other like minded people are pursuing the same goal, although their approaches and initiatives may differ.  Your role in the success of this social movement is critical.

Overview of my Remarks

I have  entitled my remarks “Moving Beyond Disability”.  I want to discuss radically transforming how we view and meet the needs of people with disabilities,  and specifically, how a demand driven framework, based on self determination, will help us achieve this end.  If disability is a social construct, we can also de-construct disability.   

The intent of this framework is to enable people to  choose a life  where they can live as full citizens who enjoy  the same benefits as non labeled people, for example, a place to live and play, friends, a job, and opportunities to act in valued roles, using their gifts, to contribute to civic life.

Personal Background Information

First, my personal background.  After studying overseas, I returned to Canada in 1984.  I was hired by the Community Living Society as a service broker, a role that involved assisting people with developmental disabilities who had been institutionalized, to negotiate for and utilize individualized funding to return to community.  I will say more about this initiative later.

I quickly became interested in public policy and how the design of services can negatively impact people’s lives. Interested in system change, I began traveling  overseas in 1989 and for three years consulted on various issues including individualized funding and service brokerage. My work in this area continues - writing, speaking and occasionally working as a broker, or planner.  

Since 1993, I’ve also been an Instructor in the Community Support Worker Program at Kwantlen University College. 

Finally, my wife Trish and I share a property with her family, including two sisters who have disabilities and, depending upon the circumstances, provide occasional supports.

Self Determination and Citizenship 

Self determination means making everyday choices, hopefully informed, occasionally alone, sometimes with professional input, but more often than not with the support of family and friends.

Self determination shapes and gives expression to our beliefs, values, and personalities and enables us to achieve our goals and dreams.  In particular, the freedom to choose equates with citizenship and membership, and as the saying goes, “membership has its privileges.”

I would like to read the comments of Ray Gagne, a self advocate, on why self determination is important. This passage is from the foreword in the book, “Self Determination Across the Lifespan”.

When I moved to New Bedford, I wanted to open a checking account.  I went over to the bank and I gave $10 to open the account and I asked them if there would be a problem.  They said no.  But, when I went back a couple of days later, they said I could not have an account.  I asked them why, and they said they didn’t understand my signature.  I thought about this and I realized that I had a checking account before I moved, and that had worked fine.

The next morning I put on a suit and a tie and I went down to the main branch.  I asked to see the president.  They told me he was at a meeting.  I told them I would wait.  I waited for about two minutes and he came out.  He brought me into a room and asked what the problem was.  I told him.  I also brought my canceled checks and I showed him that I had an account before.  He apologized, I got my checking account.  That is why self-determination is important to me.

Continuing Systemic Problems

Self determination, however, remains illusory for many self advocates, notwithstanding the growing recognition that the “community service system” is in crisis, having reached the limits of how much “care and support” it can effectively produce.  

Symptoms of this crisis include limited or restrictive access, fragmented and inefficient services, and lack of service options, quality and accountability.  Many residential and employment programs are “training and readiness” oriented, and focus on increasing behavioral appropriateness or skill development.  Designed to prepare people to participate on society’s terms, these programs do not effectively respond to individual differences.  Opportunities for self determination are severely limited.   

We have built a wall of  highly expensive, professional services.  People are “in”, but not “of” community. Personal relationships are often with staff instead of community members.  Many families and friends find it difficult to play meaningful roles, adding to social isolation.  Staff accountability is usually to the administrative and programmatic requirements of services. People with disabilities are also poor, kept so by poverty line benefit programs and policies that act as disincentives to work. Programs assisting people to find real jobs are the exception and many who work, do so in menial jobs.

We are at a crossroads. We can maintain the status quo, or adopt an emerging paradigm that is growing out of disenchantment with current practices. The “interdependent” or “community living” paradigm is predicated on the belief that people with disabilities must be fully self determining in order to participate in the legal, economic, social, and political fabric of community life.  The individual is in control, not professionals.

Generic services,  and informal supports provided by family, friends,  and  neighbors, play critical roles in the new paradigm. These supports are characterized by flexibility and personal commitment.  When required, formal services are to be  responsive to individual needs and facilitate personal choice, rather than  focus on assessment and training, or changing the individual.  

Blame can’t be easily apportioned to explain why community services have become institutionalized. The entrenchment of people as “clients” results from a confluence of historical, economic, socio-political, ideological, organizational and practice variables that have proven to be quite resistant to change.

Clearly, efforts have been made to address critical systemic problems.   However, as laudable as these have been, for example, agency efforts to split housing and staffing, and person centered planning, changes have been cosmetic - the “power balance” remains largely unchanged.  

Would truly self determining people choose disability services? I wonder . . .

Some Alternative Solutions

Change is needed on multiple levels in order to achieve citizenship for everyone.  Let me cite one example.  If disability benefits were increased to a livable level, many peoples’ reliance on disability services would be reduced -  who better than the individual  to decide how to use discretionary income to purchase basic goods and services like food and shelter.

The presumption underlying our supply side approach to services has been that similarly situated people require similar treatment.  Hence a  hierarchical system to deliver programs to people with similar labels. Anyone familiar with current practices, however, knows that similar treatment produces inequality in terms of opportunities and outcomes.

To quote Justice David Vickers, a parent and human rights activist, “The first lesson of equality is . . . equality means accommodating differences.”

Policies and delivery structures must be able to respond to the fact tremendous variability exists between people. Therefore, I offer a new policy maxim

. . . to the extent people require goods and services . . . to participate as citizens, and to the degree that people . . . cannot obtain goods and services because of their disability, employment status, poverty or some other factor related to disability, the broader society through the state has a moral obligation . . . to ensure . . . necessary resource distribution.  

How do we distribute needed goods and services in a manner consistent with individual need, while moving power away from systems, and back to people so they have real choices?

Answers can be found, in part, in an analysis of how the state allocates two resources critical to the design, implementation and maintenance of  our service system -  specifically, how services are funded and how the planning function is delivered.

Story of the Woodlands Parents Group

In 1975, a group of families known as the Woodlands Parents Group began to analyze the reasons their sons and daughters had been institutionalized in Woodlands School, a large institution in BC.  Their common experience: a closed, unresponsive  service system whose funding policies and planning structures lacked flexibility and accountability.
Committed to their children’s’ return to community life,  autonomy and dignity, parents identified the need for two alternative, yet interdependent mechanisms. 

The first, and most important mechanism, was individualized funding - funding allocated to the person by government,  based on the person’s unique strengths and needs - to achieve real purchasing power in the marketplace.  This was in stark contrast to existing fiscal arrangements, namely block funding agreements between providers and government, that enabled services to determine eligibility and other important operational parameters.

The second idea grew out of the realization that funding alone would not result in full empowerment.  Knowing that everyone needs information, and occasionally professional support and advice to make informed decisions, families identified the need for a place they could go that would provide whatever assistance was necessary to help them make their vision a reality, including developing and implementing personal plans, and negotiating with government for individualized funding.  

Calling this a “fixed point”, families wanted an entity that would be sensitive and responsive to their individual situations. It was important that this entity be community based, and autonomous from government and direct services,  thus free from an in built conflict of interest.

Families wanted skilled advisors who would facilitate, not usurp decision making, in the process of walking them through the system”.  They looked to the business community and identified the term “broker”. 

Families’ previous experiences were that  social workers and case managers, both within government and community services, lacked the vision and mandate to focus on individual needs.  As well, these professionals were generally unwilling to relinquish control of the planning process.

In 1976, a proposal to implement individualized funding, and to establish the Community Living Society as an independent planning vehicle to work with and on behalf of individuals wanting to leave Woodlands, received government approval.

These two interdependent components, so central to a truly demand based system, are not completely new ideas.  The idea of “funding people” was also developed in the 1970’s by people with physical disabilities who began to realize the importance of purchasing their own attendant supports. What distinguishes the BC experience from this initiative, as well as efforts during the 1970’s across North America to develop coordinated community services, is that 

· funding included a broader spectrum of human and social needs, and 

· planning was placed in a context where it was relatively free from conflict of interest and thus more likely to be responsive and accountable

The real significance of the BC model, however, is that the combination of money and independent planning represented, for the first time, a radically alternative framework for achieving citizenship.  People could think entirely outside of the “disability box” to address their needs.

Examples Using Aspects of Individualized Funding & Independent Planning

Let me now comment on some different international examples of how these two critical mechanisms have been implemented.

1.  Community Brokerage Services Society

In 1991, the BC government and the Community Brokerage Services Society undertook a pilot project to evaluate how Individualized Funding/Service Brokerage could empower people to achieve greater self determination.  The project grew out of the demise of the CLS which had ceased to be an effective brokerage agency by the mid 1980s due to  service provider and government resistance. 

This 5 year pilot employed one project broker who served 19 people, although government originally  committed to providing new money for 50 people over the first 3 years.  Two brokers supported approximately 100 individuals to  “unbundle” funding locked into global budgets- this task proved exceedingly difficult.  

Government canceled the project in 1996, citing the following reasons

· poor management, inconsistent leadership, staff turnover and lack of effective policies and procedures

· minimal support from key stakeholders and loss of clarity and consensus regarding project objectives

· brokers’ lack of awareness of services and options and lengthy delays in planning for and implementing services

· concern that brokers were often more accountable to personal networks than individuals

· perceptions that social worker and broker roles were resulting in a “double bureaucracy” 

On this point, I would like to emphasize that we are talking about a simple transference of resources, specifically, taking the active planning function out of government and service provision, and placing it at the community level where it can operate relatively free from bureaucratic constraints and conflicts of interest, and thus be more responsive to individuals
Contrast these reasons with the perspectives of families and individuals who expressed particular appreciation for:

· the recognition and role they were given in planning

· the opportunity to choose support staff and change service providers if needed

· the administrative support to deal with paperwork

A few quotes from a book on parent’s experiences in the project vividly captures their real sentiments. From Hilary and John, Meredith’s parents

There are “many miles to go before we sleep’, but this situation is far from the prophetic “Doom and Gloom” scenario which had been anticipated.  It is our sincere hope that others may benefit from individualized funding and the freedom to have some control over their children’s destinies, which this approach . . . brings

Another quote from Lucille and Barry, parents of David

Brokers supplied us with choices, set up contacts, accompanied us to appointments, works sites and homes and endlessly supported us and our son.  This unique approach was a little overwhelming.  Someone was actually going to bat for us, was gentle with us, and was there for us.  Energy was restored.  THE SYSTEM HAD FINALLY COME TO ITS SENSES.

So, what lessons were learned?

· seek a commitment for broad implementation -  we now say “no more pilots”

· develop  a committed constituency and strategic stakeholder alliances

· carefully select leadership within the brokerage component - professional self interest comes at the expense of self determination

· any evaluation must  be conducted by an independent, reputable researcher - not government

· support and training for brokers is essential - empowering people to select disability services is inappropriate unless people truly want this and even then the broker has a responsibility to help the person consider other options.

Notwithstanding the resistance of bureaucrats, service providers and social workers, all of whom had fears related to their jobs, status and power, I consider the project to be among the most comprehensive self determination initiatives to date, anywhere.

· each individual, through his or her representative, negotiated directly with the funding body - we believe it is government’s role to make final decisions about financial allocations and to monitor expenditures - not to off load these responsibilities

· roles and responsibilities of all parties were clear and transparent - resulting in a functionally, not structurally related system, where there was “dynamic tension” between stakeholders

· funding protocols enabled people with significant needs and different disabling conditions to participate 

Importantly, we demonstrated that you could use the characteristics of the normally distributed population, otherwise known as the  Bell curve, to calculate both individual and aggregate costs.  There were some people with very high costs, some with very low costs, and a large number of people  grouped in the middle.  
For your information the project budget was approximately 1.2 million dollars and also provided for crises
· each participant had access to a personal agent, who helped them address different needs - developing a plan, funding negotiation, developing and implementing service contracts,  service monitoring, conflict mediation,  modifying service approaches, stimulating the development of new arrangements, and accessing accountancy type services

· funding, once negotiated, was placed at the control of the person / network through a bank account with a community credit union who paid for supports as directed

Currently, 3 BC regions are seeking government support to implement a similar initiative. Each region is seeking 1.25 million dollars for 25 individualized budgets and is committed to assisting 25 people to individualize their block funding.

2.  Microboards

BC has approximately 85 Microboards which are incorporated societies that form when a small group of committed individuals join  a person with a disability to develop a customized plan that articulates needed services and supports, as well as associated costs, although  real efforts are made to utilize generic and natural community supports.  

Many Microboards act as fiscal intermediaries, a term familiar to many here, assisting with funding negotiation, recruiting and hiring staff, paying relevant benefits and taxes - in essence acting as the employer of record.

3.  Planned Lifetime Advocacy Network 

Planned Lifetime Advocacy Network is a family driven organization that doesn’t use government funding.  PLAN assists families, who use their own resources,  to clarify their future vision for their sons and daughters, develop circles of support, prepare for future decision-making issues, develop will and estate plans, which often includes discretionary trusts, and to plan for home ownership.

4.  Choices in Support for Independent Living

Choices in Support for Independent Living is a BC program that provides direct funding for almost 300 people with physical disabilities. Individuals requiring personal care attendants negotiate with a government case manager for support hours costed out at $25 per hour.  This rate covers wages, recruiting and training staff, and accountancy services to address employer of record issues such as payment of wages, taxes, and workmen’s compensation.  Programs like CISL are found in most western countries, although the availability of fiscal intermediary supports, and degree of consumer choice, varies considerably.

5.  Choices Project

The Choices Demonstration Project, which operated in Thunder Bay, Ontario between 1994 and 1996, sought to promote self determination, community inclusion, and supportive relationships for 32 people with developmental disabilities by implementing individualized funding and brokerage.

Project outcomes included 

· the purchasing power of individualized funding and the information and technical supports provided through brokerage enabled individuals and families to make critical decisions about what services would be accessed and how they would operate

· overall accountability of services and staff increased

· individuals communicated more with others,  became more independent, for example, taking paying jobs for the first time, made new friends and strengthened existing relationships

· there was also a demonstration that where providers are committed, progress can be made in “unbundling”, or individualizing, block funding

6.  Choice and Opportunity Model

Another project is the “Choice and Opportunity Model”  in Prince Edward Island.  Two key elements are:

· facilitators, employed via community governance structures, who are regionally available as required by individuals/families to provide help with

· identifying opportunities & finding needed services

· solving problems 

· developing creative alternatives to current services/programs

· gaining access to funding 

· the second element is financing, contracting and service review arrangements that promote service responsiveness, innovation, flexibility, portability, cost effectiveness and accountability

The desired outcome is a system that is:

· coordinated, streamlined, understandable, responsive, flexible, equitable, innovative and accountable to individuals, families and the public

· respectful of people and families as equals in the decision making process

· able to reduce dependency on formal systems and programs by helping people take full advantage of natural supports and opportunities in community

· cost effective and sustainable

When the Regional Health Authority approves a funding application for  disability related supports, funds flow to consumer accounts, enabling individuals to make arrangements with chosen service providers.  

To facilitate this process, the project utilizes a provincial wide support index detailing who provides supports, their location and fair market costs.  This standardized schedule sets limits for service rates and unit costs and is used by individuals, families and facilitators to formulate applications for disability related services and supports.  Applications justify why certain supports are required and the funding required. An appeal process is available.

7.  Cash and Counseling Projects

In the US, grants have been given to Arkansas, New York, Florida and New Jersey for Cash & Counseling Demonstration Projects.  These initiatives, and only one is fully underway I understand,  are intended  to:

· increase the autonomy of consumers of Medicaid-funded long-term care services

· control health care costs

Two groups of elderly and younger persons with primarily physical  disabilities will be evaluated in relation to choosing between:

· traditional, formal personal assistance services, typically provided by State and community based services, and

· direct allocations of cash, coupled with information services. 

Cash  paid directly to people will enable them to purchase services they feel  would best meet personal needs. Information or counseling services will aid consumers to manage cash allowances, including hiring/training/supervising & paying personal assistants. Consumers may hire relatives and friends to assist with daily living activities.

Applications will be made via county Social Service Districts and community agencies will generally provide counseling, although groups like the Alzheimer’s Association  or Centers for Independent Living, won’t provide direct services - funding will usually be routed through these organizations.

Each state will probably have at least 3,500 participants.  Projects are budget neutral - people will opt to take the cash equivalent from  services  they are now accessing, or could access, after going through the assessment process.

8.  RWJ Self Determination Projects

RWJ’s many Self Determination Projects are amongst the most significant initiatives taking place today.  Typically, they incorporate individualized budgets, along with access to planning supports from personal agents in organizations which can also as fiscal intermediaries. These initiatives also promote support circles to assist individuals with decision making and advocacy. 

One of the best known examples of the RWJ sites is the Monadnock Self Determination Project, Importantly, the 1996 evaluation indicated that

· cost savings from between 12.4 and 15.5% accrued to government 

· individual decision making, autonomy, and quality of life outcomes such as involvement of non paid community members, personal satisfaction and productive behavior increased, while challenging behavior decreased

Such results are important as we try to convince policy makers that self determination initiatives will not result in greater costs, more bureaucracy, etc.

9.  United Kingdom - Direct Payments Bill

In the United Kingdom, the Direct Payments Act became law on April 1, 1997 and covers people with various disabilities aged between 18-65. This Act gives local authorities the power, but not the duty, to provide direct funding to people to purchase community care services.

Local Authorities are responsible for completing assessments, however, there is no new money. For people already receiving services, funding can be transferred to the individual.  For  new people, case managers can direct funding to the individual that would normally go to services.   Authorities have monitoring responsibility and can withdraw direct payments any time.  

There are certain limitations with implementing direct funding

· the person must be able to understand and consent to responsibility for using direct payments.  A person can receive 3rd party assistance to manage direct payments, but must be in control and remain legally responsible -  this is one reason that only a handful of people with developmental disabilities are receiving direct payments

· officially, close relatives cannot be employed although case managers apparently have some discretion

· direct payments cannot cost any more than traditional services, after administrative costs are factored in - this is problematic for people trying to unbundle money from day centers where staff rations are quite high

· direct payments cannot be used for "permanent residential care"

· finally, the number of authorities using direct payments remain in the minority

Direct Payments seem aimed at people with physical and sensory disabilities  who only require support hours,  and are capable of managing their own arrangements. Certain administrative supports are provided by organizations run by  people with disabilities such as advice on payroll issues and  sample contracts.  For the most part, these recipients of direct payments are satisfied with assessing their own needs.

There seems little prospect that direct payments will be extended to more people with developmental disabilities in the near future, except those viewed as “capable”.  And even if this were to occur, accessing independent planning expertise would be problematic.  Currently, local Authority case managers are the only option.  While ostensibly acting in people’s best interests, they must also be concerned about rationing scare resources, leading many advocates to distrust this  “gatekeeping” role.  

10.  Australia 

In Australia, individualized funding and brokerage have been discussed widely since the late 1980’s, with various projects modeled after the BC experience having  been tried in Victoria and Queensland. Currently, the State of Victoria is exploring the applicability of this model to children’s’ services.  In New South Wales, the Central Coast Living Options brokerage service takes a 10.5% administration fee from individual financial allocations to assist people to secure residential arrangements.  However, since funds are allocated prior to determining needs and are therefore not truly individualized,  individual self determination is significantly compromised.

There is one initiative referred to as an individualized funding project, about which I have some reservations, that I will mention in a moment.

11.  New Zealand

In New Zealand, a policy known as the 'Framework for Disability Support Services', “tags” funding to individuals. According to this national policy, funding is meant to be allocated on the basis of a needs assessment conducted by an independent service coordinator who also assists the person to choose from a limited number of preferred providers and puts these arrangements in place.

Unfortunately most services for people with developmental disabilities are provided by a national advocacy/service organization and a few other large providers.  Where people can be supported in their own homes, the system is working reasonably well.  Although  financial resources are constrained - funding is individualized.  

Once people move into shared residential care, individualized funding is  problematic.  Government regards the funds required to support, say, three people in a residence as three shares -  when one person moves to another provider the expectation is that their portion should simply be  removed and given to the second provider at no increased cost.

This makes portability a problem since current arrangements don’t adequately address the financial difficulties experienced by providers, especially small ones, when a person leaves with their funding.  There is a danger that only larger providers will survive, or that people will be 'trapped' by their current provider,  able to move only if someone is lined up to replace them!

The Pretenders

A disability activist once said that “many flowers would bloom” in the process of developing structures and policies that empower self-determination.  Many of my previous examples are consistent with the four basic principles of self determination

· freedom to develop a personal plan

· authority to control a targeted sum of financial resources

· support to achieve personal goals

· responsibility for contributing to one’s community and using public dollars wisely

However, certain models fail to fully meet these  principles, and have the potential to undermine self determination for people with disabilities.

· Independent brokers, or planner, are proliferating - quality assurance and accountability are critical issues, as is access to adequate funding streams

· In voucher programs, individuals are given a set amount of funding, for example, in one US program, each participant, who is assisted to develop an employment plan, receives and controls approximately $9,500.  While the program helps people to achieve employment goals, the question arises whether this is an equitable way to distribute scarce resources

· The government as funder and planner approach leaves us essentially with traditional case management, the added wrinkle being workers act as purchasing agents.  Conflict of interest remains a major problem 

· Community agencies increasingly act as both funder and planner.  While decision making is moved away from a bureaucratic context, this structure potentially pits individuals against each other in the competition for scare resources - if anyone says NO to a funding request, I think it should be the state.

An Australian example demonstrates how easy the individualized funding concept can be co-opted, resulting in incremental change. The New South Wales Department of Community Services prioritized 300 previously institutionalized people to return to community. Over 25 million dollars was committed to this process, known as the 300 Places Project. 

Described as an individualized funding project, closer examination reveals that each person was given approximately $83,000, an approach more akin to a very expensive voucher program.  A considerable amount, however, I’ve been informed that some people received far more than they needed, while others were clearly underfunded because of their complex needs.  The majority of participants ended up living in traditional group homes.  What does this say for self determination?

Developing Conceptual Clarity

System change is a very complex process and involves much more than simply endorsing, and then adopting innovative ideas.  Much is invariably lost between the idea and the act of implementation. So that we establish truly empowering models, policies and practices, we need to develop some critical parameters.


1.  Individualized Funding

The following principles were agreed to at a major conference held in Vancouver last year where over 220 participants agreed that Individualized Funding should be

· based on the needs of the individual, as defined by the individual or trusted representatives

· paid directly to the individual or his/her support group, through whatever process is appropriate for the individual

· portable within and across ministries and departments of government

Participants also agreed that individualized funding

· shouldn’t be based on assessment categories or classifications

· is not an entitlement or voucher system 

· is simply a fiscal mechanism for disbursing the funds necessary to facilitate citizenship - it doesn’t necessarily increase the number of individuals receiving funding or overall amount of funding available  

· places the onus on the funder to dispute whether or not identified needs should be funded

With these points in mind, I offer you the following framework

	EVALUATING  INDIVIDUALIZED  FUNDING  MODELS


	
	ACCESSIBLE ?
	

	
	RESPONSIVE ?
	

	
	EQUITABLE ?
	

	
	PORTABLE ?
	

	
	PUBLIC SUPPORT ?
	


2.  Individual Planning

With respect to models that provide access to information, planning and other administrative support services, I will curb my desire to be prescriptive.  However, my experience in different countries with self advocates and families has taught me they value certain things when thinking about how these important functions,  particularly planning, should be delivered

Structural Principles

· cross disability

· no decision making authority

· autonomy of supports provided

· zero rejection and continuity of access

Operational Principles

· respect the person’s right to self determination

· accord the person’s circle of support appropriate status and ensure meaningful participation where this is requested or required

· assist the person to have every opportunity to experience emotional, psychological and spiritual development by facilitating access to appropriate services 

I want to emphasize the last point.  We are not here to “empower” people to buy into the current disability system, although I’m sure that services as we know them will persist well into the next millennium.  

Yes, some people may go this route, however, I am convinced that the vast majority of people who have discretionary control over funding, as well as a true sense of their options, will choose normative community supports, for example, those provided by family, friends, neighbors, or living arrangements that reflect those available in typical neighborhoods.  Failure to assist people to move beyond a narrow disability focus will mean we have failed in our efforts to achieve real self determination.

Understanding the Struggles that Lie Ahead

Self determination, and associated mechanisms like individualized funding and planning are “social innovations” that necessarily move through various stages of adoption. There are two distinct phases, each with 3 steps.  The process begins with adoption in theory which moves from 

· conceptualization

· through initial acceptance

· to legislative legitimation

The adoption in practice phase begins with:

· Resource allocation or reallocation, 

· through widespread implementation

· to societal institutionalization  

Looking around the world, I see aspects of the first 4 steps in various stages of adoption in the countries I am familiar with.  Overall, however, there remains a great deal of skepticism and outright fear about individualized budgets and planning, as well as other related ideas discussed at this conference.  This is indicative of a lack of conceptual clarity and acceptance. 

I have often thought about why system change is so difficult.  Clearly, those of us here agree that individualized budgets are commonsense and necessary.  However, I learned long ago common sense is not that common.

Some answers can be found by looking at the work of Tom Bellamy who describes the interrelationship between 4 Vantage Points:

1.  The philosophical Vantage Point . . .

The philosophical vantage point addresses underlying values and beliefs that serve as the foundation to a particular perspective or set of competing perspectives.  Beliefs and values serve as the basis for setting policy, organizing services, and implementing practices

2.  The Policy Vantage Point

The basis for inquiry at the policy vantage point are governing policies and regulations which convert values and beliefs into operational principles.  

3.  The Organizational Vantage Point

At the organizational vantage point, critical questions revolve around the extent to which the goals of an organization’s programs, structures and assignment of personnel roles and responsibilities are consistent with adopted philosophy, meet policy and regulatory requirements, and are effective in achieving stated goals.

4.  The Professional/Procedural Vantage Point

Questions at the professional/procedural vantage point explore the effectiveness of the organization’s strategies, tools and procedures in achieving organizational, policy and societal goals and values.  This level deals with the day-to-day decisions and practices that support outcomes and is often the most pressing element for practitioners.

As we continue efforts to more widely adopt a demand based approach to identifying and meeting individual needs, we can use frameworks like this one to clarify what the problems are and where the resistance  lies, as well as implement a general set of strategies to promote changes that are consistent with self determination. 

It is essential that we understand the interrelationship between these four vantage points.  If people fail to understand the other person’s vantage point, the perceived problem will be viewed differently, and necessary actions to change the status quo will be much more difficult - people will be unable to accommodate each other’s basic needs in the situation.

In BC, for example, we have been largely ineffective in swaying the bureaucracy to adopt individualized funding.  The reason -  we have addressed issues from a policy and organizational perspective by offering alternative structures, while failing to realize that a fundamental roadblock is an entrenched government and service culture that sees people with disabilities as fundamentally needing to be changed.  In their view, “the system isn’t broken, it only needs some adjustments”

Threats and Opportunities on the Road Ahead

I said earlier that we are at a crossroads.  There are threats we must understand, and opportunities we must take advantage of, to maintain the momentum for systems’ change that forums like this conference represent.

Threats

Some threats include

· funding and planning models promoted as innovations that undermine the integrity of those driven by coherent values and principles

· vested interest of those who have turf, power and budgets to protect. Some people and agencies simply believe in the correctness of formal systems.  Beware, the service economy is based on the need for “clients” and a professionally led service system to identify and meet human needs

· the challenge faced by western countries seeking to reduce massive deficits - clearly, efforts to implement a demand based approach requires an infusion of some new money. However, even as we speak, efforts world wide are being made to reduce spending in health and human services

· the broader disability movement remains largely divided - until groups establish coalitions and recognize their commonalties they will continue to fight amongst themselves for relatively scarce resources - this is already contributing to a lack of vision, clarity and leadership concerning  what concepts like individualized funding mean and how they should operate

Opportunities

Notwithstanding the threats, there are also some opportunities

· efforts are being made to develop a culture of collaboration between key stakeholders.  In BC, for example, a series of round table discussions will soon occur on individualized funding, focusing on key implementation issues.  In Ontario, a cross disability coalition of 31 organizations has been lobbying  for widespread implementation of individualized funding since 1994

· there is a growing recognition that service providers will require a period of financial support to encourage “buy in” to a market place approach that expects them to be innovative, flexible, accountable - the BC proposal for individualized funding includes this aspect in its cost estimates

· there is a wider trend towards reinventing government’s role,  with the attendant focus on achieving outcomes - many of the models discussed at the conference are entirely consistent with government policy in this area 

· the Internet is facilitating information sharing worldwide, an example is  the Internet discussion group on individualized funding that I currently moderate - another example is the Roeher Institute’s web site that will include information about international individualized funding and planning models

· lastly, the move from away from the welfare state presents an opportunity to forge links with  the corporate world and civic organizations

Some Critical Questions

There are a number of critical issues that lie ahead with respect to the implementation of empowering individualized funding and planning models, for example, 

· should people who use funding wisely, thus saving money from their allocation, be able to purchase things outside of their original agreement? -  where is the balance between incentives to individuals and the need to stretch dollars to meet the needs of others?

· how can we maintain the administrative integrity of preferred “community services’ in the face of market fluctuations?

· what is the appropriate mix of comprehensive individualized funding programs and other funding initiatives that are issue specific, using  voucher approaches?

· can we minimize the intrusiveness of fiscal monitoring?

· how do we determine who participates, and what the fiscal parameters will be in individualized funding initiatives?

· how many planning and ancillary support services within one community body result in a bureaucracy?

· how can we streamline the payment process to individuals? to agencies?  

Conclusion

Someone once said that individualized funding and independent planning were nothing more than a “passing fad”.  How times have changed.  Today, we are poised to see broader implementation of two revolutionary mechanisms to empower labeled people who need support in their quest to become citizens who contribute to inclusive communities for all.

Each of us has a responsibility to ask whether or not our actions truly enable people with disabilities to achieve self determination. We must also challenge and nurture others  involved in this journey, and learn from their mistakes and successes.  If we do, we will succeed, even if the process is painful and slow.  

Remember, you are part of a revolution.  It only remains to work out the details, but as philosopher Michael Walzer reminds us. " . . . in everyday life, the details are everything.”
----------------------------

If anyone is interested in joining the International Individualized Funding discussion group, email me at bsalisbury@home.com and I will put you on the c.c. list.  Or if you have any comments or questions re the above remarks you can also contact me at the same email address.

Regards, Brian Salisbury
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