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What We’ve Got
1. Every family with a dependent with special needs knows that the service system and the funding system are organized around the service providers, not around the families. Families must commute from one provider to another, with no integration of information, care planning or management strategies across the disciplinary boundaries of health, education, welfare, social support, and respite provision. This fragmentation is a nightmare. 

2. Knowledge of the service system is dispersed amongst funders and providers, and accessed through the providers. There are no independent sources of information about the service system, and no independent sources of comparative service quality or price data. It is extraordinarily difficult for families to maintain a working knowledge of available services or changing eligibility requirements. 

3. Families are not entrusted with a consolidated information record system about their dependents which integrates all the interventions, treatments, care plans and management strategies that dependents with special needs require. There is no family-held information system that is transferable across service provider and practitioner types.

4. Quality control within the service system is virtually non-existent. Service providers in the public sector receive funds regardless of quality or consumer satisfaction. Private sector providers send a bill to families regardless of quality or consumer satisfaction. 

5. The service system is funded through a bewildering array of federal and state programs which make it extremely difficult to track financial entitlements for particular categories of need. Families are not entrusted with the management and control of funds for their dependent’s services, even when these are allocated to families on needs-based formulae.

6. The service system does not generate long-term solutions for dependents with special needs such as financial asset development for long-term financial security, long-term educational provision, or long-term accommodation options.

7. The infrastructure and organizational capacity of representative family associations is extremely weak compared to that of government agencies and service providers.

Families at the Centre?
1. The service system should be designed around families, since it is families who are the primary sources of care, social and financial support for dependents, and the only sources of continuity and integration of information and service provision.

2. We use the term ‘dependents’ to mean offspring or parents or other relatives of any age in the primary care of a family.

What We Need
1. A brokerage and contracting tool for families

Families require a brokerage and contracting tool that is independent of both government and providers. This tool would acquire independent information about the service system and make available comparative price and service quality data on services. It would seek to aggregate the demand for services of families and use our aggregated market power to leverage a redesign of the service system.

2. A one-stop-shop information access line for families

Families also require a one-stop-shop information access line that is linked to the acquisition of independent data about the range and quality of available services. 

This function cannot be performed by government or by providers. Governments as funders cannot supply the comparative quality data that families seek. Providers cannot deliver it either since they have a vested interest in the provision of their own services.

3. A consolidated information record of a dependent’s history, held by families

Families also require a consolidated record of a dependent’s history of health, learning, and social interventions and care plans across disciplinary boundaries. 

Since this record must cut across disciplinary boundaries, it cannot be the property of providers or practitioners. It can only be the property of families, since families are the only agents that integrate care across disciplinary boundaries. 

4. A funds management tool to hold and administer government payments to families and transact payments to providers

Families require a funds management tool as a reliable instrument through which commonwealth and state government funding for dependents with special needs may be directed as a means of funding families rather than service providers. 

This tool is best developed through a partnership with a financial institution to hold and administer specified commonwealth and state government payments to families, with a capacity for families to debit from their individual account payments for services purchased for their dependents. Families would be able to top up their account through voluntary contributions. 

Responsiveness to consumers is impossible in a service system where providers are simultaneously holders of government funds and providers of services. Consumers must be able to direct their payments to the providers of their choice. For this to occur, an efficient fund management and payment transfer mechanism is needed.

4. A whole-of-service sector approach for families

Because the disability field is characterized by a bewildering array of categories of need, and a similar number of disability-specific consumer, family and support organizations, it is essential that a reform tool is developed that is common to all categories of disability and special need. This will include: intellectual disability, hearing impairment, severe emotional disorder, physical disability, vision impairment, autism spectrum disorder, attention deficits, anxiety disorders, significant learning difficulties, mental illnesses, and depression.
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