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Introduction

The Attendant Care Coalition believes that people with disabilities are citizens of Australia and have the right to full inclusion in all of society’s activities. Community life must be made fully accessible so that people can freely choose the lifestyle they wish to lead. People with disabilities have a right to access all generic supports, services and activities. A fully accessible society will only occur through ongoing systemic advocacy and community development. 

Many people with disabilities however, will continue to require additional supports and assistance to enable them to lead a truly inclusive life. Individualised Funding is a way of facilitating this inclusion. It is not a substitute to the community changing, adapting and welcoming people with disabilities into its midst. It is a mechanism that provides the additional supports and services that an individual may need which generic services are unable to provide.

Individualised Funding provides resources that are tailored to the needs and wishes of the individual and are attached to that person. This enables each individual to receive the supports and programs which suit them personally. Individualised Funding is either paid directly to the person or goes through a broker. 

Key Principles
The key principles of Individualised Funding include:

1.  
Inclusion
To achieve its purpose Individualised Funding must work in conjunction with society changing and developing to include all people with disabilities into its activities. For example, pool attendants at the local swimming pool will automatically see that it is their duty to assist people with disabilities, all buildings will be accessible, neighbourhood houses will provide assistance to people attending classes or other activities.

2.
Self determination
Individualised Funding is a means to the goal of self-determination. It enables the person with a disability to make decisions about their own lives  (or the people closest to them if it is not possible for the individual to do so). Each person chooses the type of life they wish to lead. This includes where they want to live, with whom they want to live, whether to have children, where they go to school, if they want to work, what their recreational and social activities will be. Once having made these decisions each person then decides who will provide the assistance to enable them to do these things. If  this assistance does not continue to meet their needs the person has the ability to transfer to another service.

3.
Entitlement
Each person with a disability receives the services and supports that they need. There are no waiting lists. Once assessed as eligible the person is allocated the funding that they need to receive these services.

4.
Portability
The person with a disability can choose to move to any part of the country, can change schools or jobs, or participate in different social and recreational opportunities as the funding is tied to the individual.

5.
Flexibility
Individualised Funding provides maximum opportunity for flexibility. Services and supports are tailored to the individual. The individual does not have to ‘fit’ the service. The individual can choose the times when they want the service to be delivered. For people with more complex and challenging needs it will be easier to customise the services to meet those needs. Individualised Funding allows for previously unidentified needs to be met and is more conducive to long term planning.

6.
Quality
As people have the ability to go to another service there will be greater quality.  Services will need to cater for the needs and wishes of people with disabilities in order to retain their custom. Many day programs will cease to ‘babysit’ people as people can choose activities that meet their interests.

7.
Acknowledging different life stages

People with disabilities pass through different life stages. Individualised Funding will support young children with early intervention programs, assist with schooling and later educational opportunities, enable adults to move out of their family homes when they desire to do so, enable people to form relationships and have children, undertake work, vocational opportunities or other day activities, assist with recreational and social pursuits, and enable people to retire. 

8.
One pool of money 

At present services and supports for people with disabilities come from a myriad of sources. In Victoria alone there are a multitude of programs that cater for different ages, types of disabilities, areas and stages of life. Each person is required to fit the requirements of the particular program. Many people fall through the gaps. In an attempt to catch some of these people yet even more programs are developed.  Individualised Funding would consolidate these programs into one source of funding.

9.
One stop shop
Each individual would work with one service 
, which would arrange for assessment of eligibility. The service would then assist the individual to plan their supports, apply for the funding, arrange for the services to be implemented and provide ongoing assistance and support as the needs of the individual changes.

How it could work

Step 1 - A plan is developed for each person. This is based on the needs and wishes of the person with a disability and where appropriate done in conjunction with the significant others in their lives.

Step 2 - Funding is allocated to the individual according to the plan. The funding is either given to a brokerage service to implement the plan or to the individual person and their support network.

Step 3 - The brokerage service assists the person to locate the services that they require. The brokerage service channels the funding from Government through to the service provider. The brokerage service is accountable for the spending of the funds. These tasks if not undertaken by a service broker would be done by the person and their support network.

Step 4 - The individual receives the services that they require, where they want them, when they want them, in a manner that suits their lifestyles.

Individualised Funding would provide assistance with aids and equipment, case management, home modifications, attendant care and other personal supports, outreach, budgeting, financial management, work modifications, supports at work, supports in the education system, supports for vocational opportunities, supports for recreational and social opportunities, supports for daytime activities when work is not an option, holidays, respite care, independent living skills, home maintenance, becoming the boss training, physiotherapy, podiatry and other allied health areas, supports around health needs, transport, or emergency situations.

Implementing the Lifestyle Plan
Once having obtained funding there are two ways of managing the money.  The person can do it themselves or utilise a service broker.

Managing the money individually
In many overseas models of Individualised Funding the funding goes directly to the person for them to organise their supports. This however does not mean that the person receives the money directly or that he or she does all of the work themselves. Most schemes require that the funding go to an incorporated association or to a Trust Fund. 

In parts of Canada these incorporated associations are known as Microboards. The Microboard consists of the individual person and approximately six other people who may be family members, friends, advocates etc. In the United Kingdom a Trust Fund is set up. It is the responsibility of these bodies to organise the support, ensure that the funding is spent properly and account to Government for the expenditure.

Service Brokerage
The second way of implementing the Lifestyle Plan is to use a Service Broker. 

Functions of the service brokerage role include:

· establishing lifestyle plans for each person with a disability

· obtaining funding to implement the lifestyle plan

· identifying potential community based service providers or assisting in the development of new services

· working with the local community to enable generic supports and services to be inclusive

· presenting options to service users so that informed decisions can be made

· fostering the development of personal support networks

· negotiating with service providers and relevant funding bodies

· mediating on behalf of service users in the event of changed circumstances or problems arising

· ensuring contracted services meet individual needs

Examples from around the world
Individualised Funding operates is some form in many parts of the world. In Canada a pilot project was introduced in 1991 in British Columbia. In the booklet Towards Empowerment: A Glimpse of the Future.  The Story of Individualized Funding and Autonomous Service Brokerage in British Columbia the stories of 14 people were told. These people had throughout their lives been in a number of inappropriate accommodation settings or had reached the stage where they needed to move away from the family home. Individualised Funding enabled each person in conjunction with their families and other support networks the opportunity to live the life of their own choosing. At present advocates and families in British Columbia have developed a proposal for the further funding of individualised support. 
 In other parts of Canada there is another program called Special Services at Home. This is an Individualised Funding program that provides direct support for things including community activities, inclusion, skill development and recreation. 

United Kingdom
In 1996 the Community Care (Direct Payments) Act was introduced. This gives local authorities through their Social Service Departments the power to make cash payments to individuals instead of arranging community care services for them. Direct payments can be made directly to the person or to someone acting on behalf of them. People must be between 18 and 65 and have a physical or sensory impairment, be disabled by illness (including people with mental health problems or people living with HIV) and people with intellectual disabilities.

In Funding Freedom Direct Payments for People with Learning Difficulties the story of Mark is told.

“Mark used to live in hospital and had moved from one small group home to another, with varying but limited degrees of success. He also had an advocate who had known him for quite a while. As more issues about Mark's support began to cause concern, Mark and his advocate decided it might be better to think of something different rather than try and change the current scheme. After one distressing incident in a long line, Mark’s advocate insisted with the Social Service Department that changes were needed. He suggested a radically different approach, using the money currently allocated to Mark’s service solely for him. The resulting care plan, fully involving Mark and his advocate, involved many discussions but eventually led to a Trust being set up, made up of people who knew Mark. Payments for his support are now made to the Trust, who ensure that he gets the support he wants and can choose to do what he wants, with whom he wants.” 

“Mark’s total package at 43,000 pounds remains less than the cost of the small group home that he lived in before, despite a significant increase in his quality of life. He lives by himself and has someone with him 24 hours a day.” 

USA
In the USA there is a number of what are called self-determination projects which are exploring the concepts of Individualised Funding.

Australian Examples

Already in Australia we have at least 2 schemes that incorporate many of the principles of Individualised Funding. In addition there are an increasing number of programs and projects that are focussing on individualising support for daytime activities.

People with disabilities in the ACT have access to what are known as Individual Support Packages. To be eligible for an ISP you must live in or be at imminent risk of entering congregate care or other staffed accommodation service, not need more than 35 hours assistance per week, be between 16 and 64, require personal care and be able and willing to direct your support workers. ISP’s in the ACT are seen to be a person centred approach to funding. A brochure on the Program states:

“The model recognises that people and families are best placed to make decisions about their support needs, their priorities and lifestyle options. In addition it is recognised that they are best placed to decide who can best provide service to meet these needs. It recognises, however, that many people will require support, information, training and development opportunities in order to make these decisions. They will also require exposure to examples of best practice and contemporary service developments so that they will not be limited to only considering existing service options.” 

To enable people to access ISP’s an independent brokerage service has been established called Community Connections. Its aims include assisting people with disabilities to increase their understanding of current service options, developing new informal and formal supports and increasing the use of generic services. In addition it will work with Government and service providers to develop mechanisms for unbundling funds from existing service provision into individual support packages.

The ACT recognises that this shift to person centred funding models for people with disabilities represents a new funding paradigm. It is evident in a number of funding programs throughout Australia including Post School Options Programs which I will discuss later.

This new funding model has also commenced in Queensland under the Adult Lifestyle Support Packages. These packages were introduced last year and provide individual support funding to enable people with disabilities to live in their own homes and access a variety of experiences, activities, and relationships within their communities. Funding of the packages is paid to a nominated disability support service which provides or coordinates the required services. Support hours may include accommodation support, community access and recreation. Assistance with the purchase of certain aids and equipment for independent living, mobility and communication is also available.

As mentioned earlier models of individualised funding are also evident in the various Post School Options Programs that exist in most States of Australia. The aims of these programs are to provide options for people over the age of 18 who are exiting the school system. In Victoria this Program is called Futures for Young Adults. In their last year of school each person is assessed according to their support needs and a level of funding is attached to them. The person can then use this funding to acquire the supports they need to access education, some employment opportunities, community access or recreation. 

When it was introduced 3 years ago Futures for Young Adults was considered to offer enormous opportunities for young people with disabilities. It has certainly enabled many young to leave the school system and to acquire opportunities which they otherwise would not have had but in terms of living up to its original promise it has been hampered by 2 major restrictions which are also evident in other Post School Options Programs. These restrictions also need to be taken into account when advocating for the introduction of Individualised Funding. The 2 problems referred to are the level of funding and the lack of real service choices and options.

In Victoria the highest funding level is 5+ which very few people are assessed as needing. Most people with high support needs are assessed at level 4 or 5. The funding attached to these levels usually means that people are largely programmed into group activities. When Futures was first introduced it relied on the existing structure of service provision and there has been no money put into the development of innovative services. In the main this Post School Option Program has largely created more ATSS places. 

However, one of the up sides of this is that it is making the day program sector in Victoria rethink its model of service delivery. Many ATSS’s are starting to individualise their programs and move their activities away from a centre based approach in response to meeting the needs of people accessing Futures for Young Adults. The other thing that is happening which I think is a very exciting development is the extension of this type of program to older adults. One rural region of the Department of Human Services in Victoria is shortly to commence a project that looks at a Futures type funding program for ageing adults who are over 65. In addition DHS has recently been looking at the redevelopment of day services in Victoria to incorporate a more individualised approach.

Of course day programs do not equate to recreation and there is still much work to be done to convince government that Individualised Funding approaches should extend to after hour and weekend recreational activities. This brings us back to one of the key principles of Individualised Funding which is to assist and facilitate inclusion. This function is crucial as simply adopting an attendant care approach to recreation support can leave people with disabilities almost as isolated from community life as when they have no supports.

Individualised Funding should look at each person as a whole and not compartmentalise different parts of life. In Victoria we have an attendant care scheme called the In Home Accommodation Support Program. The IHAS program assists people with disabilities to live in the community. The program funds up to 34 hours per week of attendant care support for people who have been accepted onto the program. The program funds are administered by an approved service provider which is chosen by the person. The service provider employs the attendants and is responsible for all employer responsibilities. If someone is dissatisfied with their service provider they are able to move to another agency. Many people describe IHAS as the best thing that has ever happened to them. However the liberating effect that IHAS has achieved has not extended into participation in community life. As one person accessing IHAS has stated. “Now that I can get out bed I want to get out the front door.” This has also been described as by someone in the USA as ‘living under permanent house arrest’.

Conversely, concentrating on day time activities and not looking at other aspects of a person’s life is not desirable either. An evaluation of the Western Australian Post School Options Program conducted in 1994 found that:

“There is no mechanism in place for looking at the needs of the ‘whole’ individual although this may occur through the Local Area Coordination process. Consequently agencies will comment that social skills, leisure activities, accommodation and independence skills are often ignored and needs will show up in inappropriate work behaviour. While this is not the province of the Post School Options Program, a more comprehensive approach to ascertaining needs and putting a ‘package of services’ into place would contribute greatly to the success of the current program.” 

Consequently the Evaluation recommended:

“That consideration be given to ways to better coordinate support provided through the Post School Options Program with other aspects of an individual’s life.” 
   

In developing and advocating for an Individualised Funding approach for the support needs of people with disabilities there are a number of problems which need to be addressed. I have already mentioned two which are inadequate funding and lack of services to choose from.  For Individualised Funding to work each person must receive the funding that they need. Most individualised programs at present concentrate on the middle range of support needs. People with low support needs are often not deemed as priorities whilst people with very high support needs are channelled into group arrangements. The second issue mentioned earlier is lack of infrastructure. Funding must go into the development of alternative services and programs so that people will have real choice in the allocation of their funding.

In addition there are a number of other issues which need to be addressed. The unbundling of existing group funding arrangements is one such issue. Other issues were identified in an evaluation of the ACT Individual Support Packages Program. In 1997 the ACT Government engaged consultants to review the ISP program and they came up with some constraints that I think are relevant for all Individualised Funding programs. These are:

· “the tendency of an organisation that auspices an ISP on behalf of a person to purchase service from itself;

· the assumption that funding hours of support would equate to meeting a person’s real needs and therefore result in a better life in the community;

· the tendency of service providers to see, and therefore to meet, the person’s needs from within their current service paradigm;

· the tendency of service providers to assume responsibility for meeting all service needs of people and not supporting people to access other generic community resources in normative ways;

· the assumption that all service needs can only be met from within the package;

· the lack of skills and experience of people with disabilities, families and service workers in understanding the wide range of service possibilities that may exist;

· the tendency to meet all needs through formal specialist disability services;

· the assumption that the Program would produce the desired outcomes without effort or safeguards;

· the assumption that the role of the consumers would be enhanced simply through their ability to choose the provider of their support;

· the tendency of the Department (as purchaser) to assume a decision making and problem solving role about individual service options.” 

If these points are incorporated into the development of Individualised Funding mechanisms then this approach to funding will enable people to have more inclusive lives. 

Conclusion

There is no doubt that Individualised Funding is gaining momentum throughout Australia as a means of providing support services. As can be seen from the above examples, individualised funding can work for people with disabilities. It is a system of support that is being advocated and explored throughout the world by people with disabilities, their advocates, their families and even by governments. It offers the ability to live lives that are chosen by people themselves (in conjunction with their support networks) by providing whatever supports are needed. It has the ability to link people into their communities and ensures that inclusion becomes a reality.
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