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Today I am going to talk about community based accommodation support for people living with HIV/AIDS. I work at the Attendant Care Coalition which is an advocacy organisation for people with disabilities. The ACC advocates empowerment, independence and life in the community through attendant care and support services. We provide both individual and systemic advocacy for all people with disabilities including people who acquire disabilities through chronic health conditions. Up until the start of this year we have been involved with the development of the Aids Housing Action Group’s In Home Support Program which I will speak about later.

The Attendant Care Coalition believes that people with disabilities, as citizens of Australia, not only have the right to full inclusion in all of society’s activities but to also freely choose the lifestyle they wish to lead. Many people however face barriers when trying to exercise these rights as citizens. These barriers include both physical and attitudinal restrictions. Through its systemic advocacy the ACC is trying to change society so that it welcomes people with disabilities into its midst and enables them to become part of the community or communities of their choice.

In order to access community life many people with disabilities require support services. In the past, and unfortunately for some people still today, these services have been delivered through congregate care arrangements. Congregate care is the provision of care to 2 or more people on the same site where these people do not choose to live together. The support is usually delivered at times and by people that the residents have not themselves chosen. Congregate care facilities include institutions, nursing homes, group homes such as community residential units for people with intellectual disabilities, acute hospitals and special residential services. The largest congregate care facility in Victoria today is Kew Residential Services which accommodates over 600 people with an intellectual disability on the one site.

For people living with HIV/AIDS, who require assistance with daily living, the provision of care has been provided through a mixture of informal and formal supports. Informal supports include partners, friends, families and community care teams such as those organised by the Victorian Aids Council. Formal supports include the Royal District Nursing Service and the Home and Community Care Program. Many people, without access to informal supports, live in Special Residential Services or some form of supported accommodation facility. As people’s ill health or level of disability increases they often become unnecessarily hospitalised because of inappropriate or unavailable support services.

In 1996 the Aids Housing Action Group held a forum to discuss the housing needs of people living with HIV/AIDS. Out of this forum developed the concept for AHAG’s In Home Support Program. Over the last three years, funds from the Commonwealth has enabled the purchase of 7 units in the Southern Region of Melbourne with the Department of Human Services providing funding for support. The Coordinator of the Program coordinates whatever support is needed by the tenants of the units. This support comes from the RDNS, the VAC Volunteer Support Program or by purchasing support from attendant care agencies. This support includes assistance with daily living activities such as cooking, shopping, cleaning or personal care. The Program has the capacity to increase or decrease the level of support as needs change. The dollars that are allocated to the Program can be spread across the tenants according to their needs at any one time. 

In 1998 the Program was evaluated and found to be extremely successful in enabling the tenants to remain living in the community. Tenants had secure homes with all necessary support. If people needed to go into hospital then their housing and support were there for them when they were discharged. The evaluation found that, for many people, the frequency of hospitalisation was considerably reduced as the availability of quality, consistent support combined with secure housing impacted positively on stabilising people’s health. Peter Molyneux, Director of the United Kingdom based organisation Health & Housing, in a recent speech to a support and housing forum held this year in Melbourne spoke of similar findings in the UK. 

The evaluation however did find that there were a number of weaknesses in the Program. These were:

· support could only be provided to people living in the purchased properties

· the properties were located in one small geographic area of Melbourne

· to be eligible for the Program you had to be on the Disability Support Pension or equivalent level of income.

AHAG’s In Home Support Program is a great program for people who have been able to access it but what happens if you don’t want to live in the inner southern suburbs, or you already have your own home or your superannuation takes you over the income threshold? What happens if you are living in one of the units but you want to come and live in Bendigo? What happens if you want to live where you want to, with whom you want to and you need support?

At the moment you get whatever support you can from wherever you can. And if you can’t get it in the community then you live in inappropriate congregate care facilities.

But there is another way that supports can be organised and for some people with disabilities this is starting to happen. It is called Individualised Funding.

Individualised Funding starts with the person who has a disability. It fits support services around the person rather than fitting someone into a program. It starts by asking the person with the disability a series of questions.

What do you want to do with your life?

 Where do you want to live? 

Who do you want to live with? 

What support do you need to do these things? 

It also looks at what support people already have from their existing networks and what support is available in the community. Individualised Funding then says this is the amount of support you need, it costs this much, and here is the funding for it. It gives you a budget to control, to say how and when you will spend the money. It doesn’t necessarily give you the money although in some parts of the world this happens. What it does give you is the control.

Over the last twelve months, the Attendant Care Coalition has been developing a proposal for Individualised Funding. This proposal is based on existing well-accepted principles and the practical experience of many local and overseas programs. We believe that the four main principles behind Individualised Funding are: inclusion, self-determination, entitlement and portability.

1.  Inclusion
Society should change and develop to include all people with disabilities into its activities.

2.
Self determination
Each person with a disability should be able to make decisions about their own lives. 

3.
Entitlement
Each person with a disability should receive the services and supports they need. 

4.
Portability
Each person with a disability should be able to allocate their funding to a service provider of their choice and to change their service provider should they desire to do so. This enables them to move their place of residence and take their support with them.

How Individualised Funding could work in Victoria

Step 1 - A plan would be developed for each person. This would be based on the needs and wishes of the person with a disability.

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

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

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

The types of things Individualised Funding would support
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, emergency situations

Implementing the Lifestyle Plan
Once having obtained funding there would be two ways the money could be managed.  The person would 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 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. Brokerage is a ‘technical’ service which provides specialised knowledge about service options. It is community based and involves person centred planning.

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 uses in the event of changed circumstances or problems arising

· ensuring contracted services meet individual needs.

Individualised Funding – Can it work for people living with HIV/AIDS?

There is at least one Individualised Funding scheme operating overseas that includes people living with HIV/AIDS. This is the Direct Payments scheme in the 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 over the age of 18 and have a physical or sensory impairment, be disabled by illness (including people with mental health problems or people living with HIV/AIDS) and people with intellectual disabilities. In the book Funding Freedom - Direct Payments for People with Learning Difficulties, Direct Payments are described as:

“a payment made by a Local Authority to an individual whom it has assessed as needing Community Care Services. The Local Authority makes the payment instead of arranging the services it has assessed the person as needing. The person then uses the payment to secure for him or herself the relevant services.” 

“The Community Care (Direct Payments) Act 1996 potentially changes the whole focus of service delivery. For the individual this could mean:

· the difference between having to live in an institutional or group setting and having the assistance you want to be able to live in your own home;

· the difference between having no say in staff and employing them yourself;

· the difference between having programmes dictated by professionals and pursuing the activities and goals you want or desire.” 

Payment can be made either to an individual or to an agent. The authors of Funding Freedom state that:

“No one system of support will be appropriate for everyone, so none should be ruled out. It is far more important that each support arrangement works for the individual concerned and enables them to control the services they get.” 
 

In November 1998, a forum was held in London to examine whether or not people living with HIV/AIDS were accessing Direct Payments. Research had been undertaken in 1995 that found that only a handful of people with HIV/AIDS were accessing available Independent Living Schemes. This had increased slightly with the introduction of Direct Payments.

The British Council of Disabled People describes other findings from the research.

“The research found that in many ways the personal assistance needs of people with HIV were the same as for other disabled people – help with getting up, washing, dressing; nightsitting and care (a very common symptom of HIV is drenching night sweats when all the night linen has to be changed in the middle of the night); help with cleaning, preparing meals and shopping, help with child care and assistance with social and employment activities.

“However, the research identified ways in which these needs occur which may be more specific to HIV and which need to be met if direct payment schemes are to be helpful to people with HIV.

“The possible differences were: the rapid onset of infection so that needs could appear very quickly, and then rapid transitions from dependence to independence after treatment. Health and need can fluctuate from week to week, even day to day, and the needs may be simple or extraordinarily complex if there are multiple problems of brain and motor impairment. The high level of medical input might also be specific to HIV with occasional intensive nursing care at home and in-patient stays.

“The research pointed up some key ways in which direct payments schemes need to be adapted to the specific aspects of HIV. There needs to be a ‘fast track’ for application and approval procedures to deal with the rapid onset of need. People also needed to be introduced to the idea of direct payments well before they needed to use them.

“Direct payment schemes need to be flexible with an ability to vary the hours according to need – the research found that where users were given a ‘spending ceiling’ this proved very effective.

“Flexibility in who they could employ was also very important with a strong emphasis on people being sensitive to lifestyle and culture.

Finally, back up arrangements are vital for the times when people are unable to manage things themselves, both for emergency cover and financial management.

The research demonstrated that what people with HIV valued most about direct payments was the continuity – not having to build new relationships with lots of different people in a situation where there can be stigma and lack of trust. They also valued the increased sense of control ‘when everything else is slipping away’. This increased sense of self-determination gave peace of mind and resulted in improved health.

The researchers concluded … that direct payments could be made to work very effectively for people with HIV.” 

Kevin was one of the speakers at the November Forum mentioned earlier.

“At a time when new drugs are improving the health of many people with HIV it is important to remember that a significant number of us still have assistance needs. We have not all made a full recovery. In my case I have become permanently disabled whereas in the past I would probably have died.” 

Because of his support needs Kevin became aware of the potential for Direct Payments.

“My own experience of accessing Direct Payments almost a year ago was somewhat muddled. I found myself in hospital with an AIDS related condition which presents with lesions on the brain and left me unable to walk and without the use of my right arm. The onset was very rapid and the loss of independence was enormous. Professionals seemed unclear about my long-term options which initially seemed to range from remaining in hospital or entering some form of unspecified residential setting. Both of which were stress inducing and only lead to a greater feeling of redundancy. Nobody mentioned Direct Payments.

“A friend contacted a disability support organisation having had no real joy from HIV support or advice agencies. They had a history of working with Direct Payments employing their own Independent Living Scheme worker and they enabled me to receive direct care payments within eight weeks. …

“There are of course problems associated with your own care but with proper support very few are insurmountable. Over the past year my life has improved dramatically. Now I employ all my personal assistants directly having previously been reliant on agency support. I enjoy the challenge of being an employer, finding it more fruitful to manage my own affairs than to give that role completely over to someone else. My social life has taken off again and I am able to work two days a week

“Disability, whatever the nature of it, brings painful truths and differing obstacles. Direct Payments can help you to reinvent your wheel, regaining self esteem, and with consistency of assistance enable you both at home and in the world at large to participate more fully.”

Kevin also spoke about the importance of finding out what the possibilities are for getting support and the lack of communication between organisations assisting people with HIV/AIDS and those assisting other people with disabilities.

“Unfortunately HIV support organisations do not appear to have taken the issue and the potential benefits on board. … Many people with HIV by the same token may not know about their nearest disability organisation or feel comfortable approaching them. Work needs to be done across the board. Hopefully then most of us affected by HIV will be able to access Direct Payments through information given either by the Disability Movement or the HIV sector.” 

Kevin in his speech highlighted the need for disability and HIV organisations to work together and to learn from one another.

“There is much expertise in the disability movement which HIV positive people can tap into. The Disability Movement (also) needs to advertise that it is willing to support people with HIV.” 

This is presently happening in Victoria with the creation of the Disability Support and Housing Alliance. The DSHA had a forum earlier this year looking at support and housing issues. It is now also hoping to organise further forums around accessible housing and Individualised Funding.

As Kevin said in his speech the experience and knowledge of both sectors needs to be utilised in developing community based supports for people living with HIV. Some organisations that assist people living with HIV/AIDS who have high support needs, feel that these needs can only be met in congregate care settings. However the experience of the Disability Rights movement has been to reject this model of care. In the 1980’s people with disabilities lobbied successfully for the National Attendant Care Scheme which has since been devolved to State administration and in Victoria is 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 their funds to another agency.

The recipients must be between 16 and 64 years of age when they first enter the program but are able to retain IHAS after they have reached the age of 64. Originally the scheme was for people whose disability was primarily physical or sensory or who had an acquired brain injury. However in recent times people with intellectual disabilities as the primary disability have gained access to the scheme.

The IHAS program is a limited version of an Individualised Funding Program. Where it differs from Individualised Funding is the maximum ceiling of 34 hours per week, the inability to use funds for activities outside of the home, it is only portable within Victoria, and that the planning process is not person centred. However for many people IHAS has been ‘the best thing that has ever happened’ and there is no reason that such a scheme should not be available for people living with HIV/AIDS. 

A comprehensive Individualised Funding scheme offers enormous potential for people living with HIV/AIDS particularly those in rural areas. As of December 1998, there were 84 people in rural Victoria with an HIV diagnoses and 39 people living with AIDS. In the HIV Futures Community Report published in 1998, 31% of people surveyed said that the reason for their most recent change in accommodation was the need to move closer to support services. It is likely that some of these people would not have moved if they had been able to access services in their local area. Individualised Funding gives people the ability to do this.

With 39 people presently living with AIDS in rural areas, and another 84 people with potential future support needs, we are not talking about a huge funding program. Present Government rhetoric presently supports some of the principles of Individualised Funding. For example, the current Primary Health and Community Support System redevelopment has as one of its desired outcomes:

“Improved service accessibility, quality and responsiveness to consumers, their carers, families and referrers by: Providing services which are responsive to the needs of consumers, maximise their ability to make informed choices and to manage their care and support to suit their circumstances. Allow consumers and carers to participate fully in service design, delivery and evaluation.” 

According to the discussion paper about the PHACS redevelopment,

“Local PHACS service systems will retain and enhance a strong focus on support and maintenance for frail elderly people, people with disabilities, and their carers, to prevent premature or inappropriate institutionalisation and to promote healthy and active participation in society.”  

It is therefore time to develop a proposal for Individualised Funding for people living with HIV/AIDS in rural Victoria and present it to the Department of Human Services. Such a proposal should incorporate the principles of inclusion, self-determination portability and entitlement as enunciated earlier in this paper. The proposal should investigate whether or not the individual person would manage the funding or it go through a service broker. The proposal should also take into account the special needs of people living with HIV/AIDS including the fluctuation of needs as well as the need for some people to have access to case management. 

If such a proposal were successful then it would go a long way to ensuring that people living with HIV/AIDS maintained their rights and their roles as citizens of Australia. The Attendant Care Coalition would be pleased to work in partnership with the Country Aids Network, or other local groups of people, to help develop and lobby for the introduction of such a proposal.
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