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Starting Assumptions

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 quality or price data on services. 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 client-based 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.

Beginning Points

1. Reform of a service system that has become dysfunctional requires a comprehensive approach to the organization of information, contracting, financing and delivery systems.

2. This comprehensive approach must place families at the centre of the system, since it is families who are the primary sources of care, social and financial support, and the only sources of continuity and integration of information and service provision.

3. A reform strategy can only be driven by families since only families have the necessary emotional and organizational drive to effect change. We use the term ‘dependents’ to mean offspring or parents or other relatives of any age in the primary care of a family.

4. Reform of this kind requires a united effort which crosses the various categories of special need.  This includes but is not confined to the following:


. intellectual disability

          . hearing impairment

          . severe emotional disorder

          . physical disability

          . vision impairment

          . autism spectrum disorder

          . attention deficits

          . anxiety disorders
          . significant learning difficulties


. mental illnesses
          . depression
5. Dependents with these special needs and their families constitute a market for various services and products. Our reform of the system will introduce market mechanisms through demand aggregation strategies and use them to the advantage of dependents and their families. 
6. Dependents and their families also constitute a niche electoral constituency. Our reform strategy will therefore use a combination of political influence and market leverage, consciously seeking to integrate the two for maximum impact.

7. A viable change strategy must be able to bridge the immediate and the long-term. It must be able to be initiated and operationalised in the present, without requiring prior approval from any government. It will therefore involve business activity within the marketplace for services for special needs which change the relationships between families, providers and funders. In turn, business activity of this kind will create circumstances which encourage and draw forth further changes in both government policy and service system practice. 
Core elements
From these starting assumptions and beginning points, our strategy will comprise the following core elements:

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 will seek to aggregate the demand for services of families and use 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 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 instrument is developed that is common to all categories of disability and special need. That is, it will be broad in scope, and not the property of any one disability-specific interest.

It is also critical, given the comprehensive reform that we seek, that this tool is able to utilize the broadest possible market leverage.

A common tool for families – Families Direct
Mission

To redesign the service system in health, education, and welfare for dependents with special needs by placing families at the centre of the information, contracting, financing and delivery systems.

Goals

To introduce a Family-held Health and Learning Record as the key information and management tool for supporting dependents with special needs.

To introduce a Family Health and Learning Account so that government funds for dependents with special needs may be transferred directly and efficiently to families. 

To contract with practitioners and providers for the provision of services on behalf of families.

To provide a one-stop-shop information access line to families to make available service information and comparative price and quality data on services for dependents with special needs.

To leverage an integration of services and supports across health, education, and welfare.

To develop life-long financial asset-building strategies for dependents.
Structure

Families Direct  will be developed as a not-for-profit company using a business model of integrated operations to achieve this mission and set of goals.
Products
Family-held Health and Learning Record (HLR)

This will be an integrated record of health, education and welfare history, management strategies, interventions and support for dependents with special needs, which is transferable across practitioner and service delivery types. It would take electronic form as a CD Rom or smart card (though it may be introduced in stages beginning in paper form).
Contracted providers and practitioners would be required to enter all records of consultations, intervention strategies, and management systems in this record, which would remain the property of families participating in this venture. 
Providers would be required to pay a fee for participation in the record system (to fund it in an ongoing way). Whatever records providers and practitioners wish to keep for their own purposes would be their business, but participation in the HLR system would be a pre-condition for getting our business. 
We do not seek access to the medical records of practitioners. This is a legal minefield which is best avoided. Rather, we require providers and practitioners to use OUR record as a condition for getting OUR business. This then becomes a business relationship rather than a legal issue.

The record then becomes a tool for the consolidation of information that is

usually the private property of providers, rarely shared with consumers, and rarely put in writing for future reference.

The HLR would serve as a de facto membership card of the venture Families Direct. 

Family Health and Learning Account (FHLA)
This would be established by KFF on behalf of its families in partnership with a financial institution. It would be 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.

Services purchased by families for their dependents may be debited directly from this account. Debits may only be made for specified purchases determined by prior agreement between the funding body and each family. These specifications would be formalised as the operating terms of each account, and Families Direct would administer each account accordingly.

In association with a funds manager, the aggregated FHLA pool of funds would be invested and yields returned to each FHLA. Parents may top up the FHLA through voluntary contributions.

Families Direct Information Access Line
This would be a comprehensive information access line available to families. It must be independent of government and providers, but should be funded by government through Families Direct as an independent tool of families. 

In the set-up phase, philanthropic and social investment sources should be sought to establish the line. Once established, its value would very quickly become apparent, and ongoing government funding would be sought.

Price and Service Watch

This would be a catalogue of comparative price and service quality data on providers, published for the benefit of families.

The publishing of such data would primarily serve to regulate price and service quality, and would be integrated with the information access line. It is a mechanism to channel consumer business to those providers who work with Families Direct  for redesign of the system, and to direct business away from those who don’t. 

Asset Build for Families
This would be a product developing financial assets for dependents with special needs to set them up financially for life. It would be done in partnership with a financial institution or funds manager to invest the aggregated assets of families and dependents in high-yield investments.

Business Model

The Families Direct  business model is based on a schedule of payments made by providers and practitioners to Families Direct for every episode of intervention (EOI) entered into the Health and Learning Record. Each EOI will require an entry into the HLR for which a parental authorisation will be required. This authorisation will simultaneously authorise an invoice to the provider for payment to Families Direct according to a schedule such as the following:

[Schedule withheld] 
The processing of these payments will be done by practitioners and providers in a similar manner to that undertaken in Medicare bulk-billing (periodic bulk authorisations and payments despatched).

To prevent passing-on of these costs to consumers, Families Direct will publish comparative price and service quality data for its participating families through its Price and Service Watch.

Families Direct in association with a partnering financial institution will seek a management fee from governments for administration of the Family Health and Learning Account. A proportion of this fee will be passed on to the partnering financial institution.
Market 
Our market is families with dependents with special needs across Australia, which we estimate to be about 10% of families in the country.

This includes but is not restricted to the following:


. intellectual disability

          . hearing impairment

          . severe emotional disorder

          . physical disability

          . vision impairment

          . autism spectrum disorder

          . attention deficits

          . anxiety disorders
          . significant learning difficulties


. mental illnesses
          . depression    
In all of these cases, parent associations and family support groups operate, and 

these groups form the potential information and distribution channels for the venture. 

These associations have historically been organisationally and financially weak, and are almost entirely reliant on volunteer effort. This contrasts with the well-developed infrastructure and organizational capacity of the service providers. 
Families Direct will aim to provide a tool for these disparate groups to empower their members, and pursue their particular lines of support and advocacy. 
Business Partnerships

The venture will actively seek business partnerships and public, philanthropic and private sector investment in the development of Families First.

In particular we are seeking partners in the design and development of the Record from businesses with expertise in information management systems.

We are also seeking a financial institution to partner in the design, development and administration of the Family Health and Learning Account.

In addition, we also seek partnerships with social sector agencies working with children and families who are committed to the development of a family-centred service system.
Next Steps

A strategy forum in November will bring together a range of families to consider the venture. Developmental work will take place throughout 2003.
Challenges and Opportunities
The venture requires simultaneous development of self-confidence on the part of families; partnerships with private sector firms in information and financial management; trust and confidence-building relationships with social sector organizations working with dependents and families; and partnerships with three tiers of government to break past patterns and place trust in families and their capacities.
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