	
	


	
	



8
Who has the decision-making power?

Do not delete this return as it gives space between the box and what precedes it.
	Key points

	· People should be given much greater power and choice in a new system, with the objective of giving people greater flexibility and control over their lives — with the ultimate goal being greater wellbeing. Consumer choice is one aspect of power.

· There are strong rationales for a consumer choice approach, since people know their needs better than others, it can increase pressures on suppliers to perform, and people value choice in its own right. There are two broad ways of exercising consumer choice:

· At least over the medium run, the most important would be for consumers to be given an individualised package and to choose one or more service agencies to provide the supports in the package. People could switch providers if they did not meet their needs well. If they wanted, they could get support from intermediaries (Disability Support Organisations — DSOs) in making their choices. 

· For those who wish to and are able to, people would be given the opportunity to cash out their package, and purchase their own supports (‘self-directed funding’). People could obtain support from intermediaries to help them plan their package and/or to handle administrative tasks. People could employ the support workers they want (and when), and could trade off some services against others, but they could also choose to buy pre-packaged supports from specialist and mainstream providers.

· The evidence strongly suggests a wide range of positive wellbeing outcomes from self-directed funding for people with disabilities and their carers, including higher satisfaction with life, more independent living, better continuity of care and lower levels of abuse and neglect. Self-directed funding appears to cost no more than traditional models of care, and may well cost less.

· The individual budget for self-directed funding should include all goods and services covered by the NDIS, except non-recurrent expenditures, those where specialist knowledge is required for informed choices (such as early intervention therapies) and emergency supports.

· Those using self-directed funding should be able to make their own decisions about how to spend the budgets, subject to the approval of a funding proposal that sets out the broad areas of spending. People should be able to hire their own support workers. However, while there is some evidence of benefits, hiring family members should be limited to short-term arrangements or where exceptional circumstances apply until the risks are assessed through a careful trial. 

· The NDIA and DSOs would need to provide support to people with disabilities and front-line workers to assist the adoption of self-directed funding.

· A range of safeguarding mechanisms are appropriate, including assessing people for their suitability for self-directed funding, minimum accountability requirements, complaint mechanisms and oversight by local area coordinators.

	

	


In any disability system, someone makes decisions about who gets support, what people get, and when and how they get it. Who has these powers and how they are used, can make a large difference to the quality and efficiency of decisions, and people’s sense of value and their participation in society. Historically, the power has been largely exercised by service providers and government officials (the ‘service-centred’ model), with little real decision-making power given to people with disabilities, their carers or families. 

As in many other areas of social policy, governments are tending to move away from traditional service-centred arrangements by modifying disability programs to take account of the preferences of the people receiving them and to give them greater power. The ideal, if not always the reality, is to shift people from passive ‘service recipients’ to consumers and citizens. 

This chapter is about various ways in which the NDIS could give people the capacity to make many of their own decisions, even if they choose not to do so. Section 8.1 sets out what ‘person-centred’ approaches mean, and discusses the role of consumer choice as one element of those approaches. Section 8.2 defines the most evolved form of consumer choice (self-directed funding). The chapter then examines the rationales for self-directed funding (section 8.3) and empirical evidence about its effects (section 8.4 and appendix E). The remainder of the chapter considers how to design a workable form of self-directed funding in the NDIS (sections 8.5 to 8.14). 
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Person-centred approaches

The concept of so-called ‘person-centred’ and ‘independent living’ approaches originated in North America in the late 1980s (O’Brien and Mount 1989; Mount 1992; Garner and Dietz 1996; O’Brien and O’Brien 2000). It is based on the view that people with a disability should be recognised as active participants in the community, needing support to achieve their lifetime goals based on their strengths:

The person-centered approach creates a team of people who know and care about the individual with a disability, who come together to develop and share a dream for the person's future, and who work together to organize and provide the supports necessary to make that dream a reality. (Garner and Dietz 1996)

One way of distinguishing personalised systems from service-centred approaches is to think about how people ordinarily make decisions. Most people have the chance to live lives that are largely determined by their own decisions, within the limits imposed by their ability, local environment and budgets. They think about what they might want from life and make decisions that help them get there. They decide where they might like to live, who they would like to live with, and what job and employer they would like. They decide how to spend their leisure time, where to buy things from and the role they will play in the community and as citizens. 

That is not so for many people with disabilities (or their carers) because others make and fund so many decisions central to their lives (see Stancliffe and Lakin 2005, p. 204 for relevant studies). In a survey of Australians with disability, the Julia Farr Association found that 51 per cent of people had no choice about who provided personal support and 28 per cent had no choice about where they lived (Julia Farr Association, sub. 494, p. 3). One participant in this inquiry provided a vivid example of her limited choice as a parent of a child with severe autism:

A respite service which I am offered (for example a five-hour service at a centre for my son in a group) … may fall on a date on which I cannot use the service; its duration may be too long (eg a five hour outing is difficult for my son who is better able to cope with a 2–3 hour outing); I have to spend 2 hours in total driving to and from the centre to drop off and pick up my son; the activities they undertake may be too hard for my son and it is in a group with people with unusual behaviour so my son may be physically harmed by others in the group … These disadvantages sometimes become so great that I refuse even this small service because the costs outweigh the benefits. Due to lack of alternatives, I sometimes accept such a service but pick up my son hours earlier than the scheduled end time in order to mitigate the problems of the service. This causes terrible waste in the system because funds are expended to provide a much longer service than we actually receive. (name withheld, sub. 74, pp. 7–8)

The intention of person-centred approaches is to maximise, as much as reasonably possible, the capacity for people with disabilities to take control of their lives. People with a disability and carers can be given more power in many ways. They include: the obligation of providers and others to treat them with respect; genuine opportunities for employment and other forms of social participation; challenging stereotypes and other attitudes that marginalise people; packages of support that suit the person (as for any other consumer); and the appropriate allocation of funding to meet their support needs. As an illustration of the importance of the latter, a person who has to wait months or years for an appropriate wheelchair has little capacity for genuine independence (Samantha Peterson, sub. 581, p. 1). Much of this report is about how to give people genuine control over their lives. However, this chapter focuses on one aspect of power — the capacity of people to have decision-making power as consumers, and in the case of self-directed funding, control of their budgets. As Sally Richards noted:

Having control over the money is the best way of giving people power. Otherwise, we are forever fitting (or not fitting) into programs and services that might not suit us but which are all that is on offer. We are told things like … ‘your son is too old/young; you are out of area; we have no places left; you don’t fit the criteria; you must bring your own funding; we have a waiting list; you are not in the priority group’. (sub. 26, p. 5)

Any responsive system gives people a variety of models of choice and power, a point emphasised by many participants. For example, BaptistCare said:

… options [should] include various models that range from the choice for individuals to have their supports managed by an organization through to shared management with an organization to managing their full funding without organizational support. This will enable the continuity of ranges of support that individuals require based on their own situations and skills. (sub. DR852, pp. 25–26)

The Commission proposes an ‘individual choice’ model, in which people with a disability or their guardians could (subject to some checks) choose how much control they wanted to exercise. There would not be one approach that forced people to either take full control or none (as some participants thought), and nor would people be required to exercise choice without support. The Commission envisages two broad approaches to choice.

Self-directed funding

Under one approach, people would have the choice, subject to some conditions, to cash out their individualised package of supports and manage their own budget. While we use the term ‘self-directed funding’ to describe this type of choice, others use this term to denote a broader model of choice, or use other terms altogether for consumer budget control (see later). 

The essential feature of self-directed funding is that people could, if they wished, shift the cash value of one component of their individual support package to another component and have considerable freedom in shaping the supports that suit their individual and evolving needs (subject to the conditions discussed later in this chapter). For instance, they might decide to forgo some hours of personal care for a greater amount of community access. If they wanted, people could employ the support workers they wanted (and when), at wages they jointly determined with the worker, rather than having to purchase personal support services through specialised disability providers. This capacity to trade off resources from one part of their support package to others is the key point of differentiation from other consumer choice options. 

However, self-directed funding would not force people to assemble all their own supports. They might get the support of intermediaries (disability support organisations or DSOs — chapters 9 and 10) in planning their supports and managing the administrative aspects of self-directed funding, such as workers’ compensation coverage for employees. Or the person may sometimes pay service providers for a package of supports, if the provider was able to provide a cheaper or better suite of supports than that obtained by a person assembling their own suite from many suppliers. 

‘Choice of provider’ will be the norm for many

While the flexibility and power bestowed by self-directed funding would appeal to many, it is likely that most people would elect an alternative, simpler option for exercising choice (for reasons discussed further below). Under a ‘choice of provider’ option, people would be given an individualised package of supports (not a budget amount) after assessment and consultation by the NDIA. People would have a designated list of individualised supports in their package described in quantity terms (such as 20 hours of personal care a week, 5 hours of community access, and so on). The package would be like a booklet of vouchers representing each of the separate items of support, rather than an aggregate budget.
 (The reasons for using vouchers are discussed in chapter 9, but one advantage is that a person would be certain that they would get their entitled supports under a voucher, but less so with a budget.) 

People would have power to take their vouchers to a service provider/s (SPs) of their choice, with the support of DSOs if they wished. The NDIA would reimburse providers at a rate regulated by the NDIA. Service providers would be expected to respond to the individual preferences of their clients, with people able to choose the services that meet their needs. People could switch DSOs and SPs if they did not meet their needs well. They might choose one SP for one support need and another SP for another need. They might ask a DSO to bring together the package of supports and the best SPs on their behalf. A DSO or SP would only act for a person with a disability where that person had chosen to assign them that responsibility. The point is that the person with a disability would still have a lot of control, but would have a limited capacity to trade-off different components of their support package. 

Sometimes, through bargaining, the person might secure, say, 11 hours of personal care with their 10 hour voucher. For example, that might occur if a service provider wished to encourage customer loyalty, as in many other markets, or if a DSO secured a good volume discount by acting on behalf of many consumers. Whether that happened would depend on the degree of competition, the marketing strategies of service providers, and the level of the regulated price.
 (There is another variant of the ‘choice of provider’ option that would also give people this flexibility. However, it faces some practical impediments in the shorter run — box 8.1.)
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A variant of the ‘choice of provider’ option?

	Under a possible variant of the ‘choice of provider’ option, the NDIA could give people their individual package components in separate dollar ‘parcels’ rather than as entitlements for quantities of supports. This would not be self-directed funding because it would still limit people’s capacity to trade off purchases between the separate components, which is the hallmark of self-directed funding. Accordingly, someone might receive $500 personal care budget a week, which they could only spend on personal care and a $150 community access budget earmarked for community access. (This is like specific-purpose budgets commonly used by business and other enterprises that wish to control spending in separate silos. It is the approach used for special purpose payments by the Australian Government to state and territory governments.) 

The advantage of this approach is that it gives people an easier potential to trade off supports within a specific budget area or to negotiate a better price or service offering from a provider (a point made by Ron Joachim, sub. DR704). (As we discussed above, people could still achieve this with vouchers, but in a less easy way.) As an illustration, someone might decide to buy 10 hours of support in the evening (where hours are more costly), rather than to buy 15 hours of support during the day (when hours are cheaper) because they valued evening hours much more than day hours. 

However, this variant would entail some administrative complexities for the NDIA in accounting for spending. Moreover, in the absence of price controls, the person, not the NDIA, would bear the risk of any market power exercised by service providers. This suggests that such a variant would be problematic as a default arrangement. In this context, the Commission considers that ‘choice of provider’ should be achieved through entitlements to quantities of supports, rather than through a suite of earmarked budgets. However, as discussed in chapter 9, this variant could emerge over time. In the mean time, people could still elect to move to self-directed funding with its greater freedoms and responsibilities.

	

	


What are the main differences between the ‘choice of provider’ and self-directed funding options?

The main differences between the two broad ways of achieving choice are the level of risk, the amount of effort and the scope for choice. 

Choice of provider is like consumers selecting a restaurant. They do not cook the food, but they do get to choose the restaurant that suits their preferences, and know they will be able to afford a good meal. They will not go back if the food or service is poor. In contrast, a pure form of self-directed funding is like a person buying their preferred ingredients and cooking the meal. He or she would have the freedom to choose when to cook, the exact recipe, cooking methods, and utensils. However, it would involve a lot of work and they could make mistakes. 

Of course, there is also the third option of taking charge of some aspects of your support (saying hiring your attendant carers), but leaving other matters to your chosen broker or service providers (akin to eating at home and at other times in a restaurant). The point is that the person with a disability would ultimately be in charge. 

Figure 8.1 provides a map of the more detailed options people would have. People would have many ways to choose supports. If they used ‘choice of provider’ (option 1), some would obtain the pre-packaged supports directly from providers — (1) and (6). Others would ask for advice and other support from a DSO — (1), (6) and (7). And others would ask a DSO to do it all for them — (1) and (8).

If they chose self-directed funding (option 2), some would take an entirely DIY approach, purchasing the supports that meet their needs — (2) and (3) in the diagram — ‘pure’ self-directed funding. Others would get the support of a disability support organisation — (2), (3) (4) — or work very closely with a disability support organisation under a shared management arrangement— (2) and (5). And some people might take a mixed approach, cashing out part of their package (2), but using (1) as the route for purchasing another set of supports.

The ‘choice of provider’ option has many advantages. It is relatively straightforward to implement and does not require the kinds of safeguards that would be required for self-directed funding. It would still have many of the benefits identified later in this chapter for self-directed funding (table 8.1). 
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There are many pathways for choice
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‘Choice of provider’ and self-directed funding have significant benefits, but different drawbacks

	
	Category
	Option 1 Choice of provider
	Option 2 Self-directed funding 

	(1)
	Gives people sense of control over their lives
	[image: image2.emf][image: image3.emf][image: image4.emf][image: image5.emf]
	[image: image6.emf][image: image7.emf][image: image8.emf][image: image9.emf][image: image10.emf]

	(2)
	Allows choice of specialist service providers and the option to move
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	(4)
	Introduces competitive pressures
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	(5)
	Gives people flexibility
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	(6)
	Allows people to trade off items
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	(7)
	Is easy to use and does not require support from others
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	(8)
	Involves low levels of risk to the person and the scheme’s probity
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	(9)
	Imposes low management costs on the NDIA and service providers
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	(10)
	Is cost effective overall
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	(11)
	Allows easy engagement with mainstream services
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	(12)
	Can work well with limited responsiveness by disability services market
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a The scales are based on judgment and evidence from various studies of self-directed funding. For example, the reason that choice of package is easy to use (item 7) is that it just involves choosing a provider and being able to switch, whereas self-directed funding involves reporting requirements, being confident about managing a budget and employees, and being able to use mainstream services (this is why people may engage DSOs to help them).

These include the value of choice per se, portability across providers, pressures on providers to perform better, and a greater capacity to meet people’s preferences than current block-funded arrangements. It would be easy for the person to use because the service provider(s) selected by the person would be responsible for ensuring the delivery of the relevant part of the support package, with no administrative burdens for the person. Moreover, unlike self-directed funding, it would give people an entitlement to a quantum of supports rather than a dollar value of supports, which means that the person would not bear the risk of any market power exercised by service providers.

Its relative simplicity means that the ‘choice of provider’ type of consumer choice would probably be the most common way in which people would exercise power, at least initially. Many would find self-directed funding too bothersome or complicated, and would be happy to choose the DSOs and SPs and let them bundle supports for them. Several participants pointed this out:

Not everyone wants or is able to administer individual funding. Certainly, as you get old you feel the need to let go of the reins. (Meredith Dewar, sub. 317, p. 1)

… [choice] isn't necessarily about that you can't use traditional services, it's about people knowing what support they have got, what the funding is and then choosing a range of management options. So it's not that people who don't want to manage funding would miss out. (Samantha Jenkinson, trans., p. 982)

While individual support packages may for some provide the best option … this is not necessarily the preferred option for others. Packages can add to the burden of an already over-burdened family and add little value if in reality the services and support required are not available, inadequate or precluded by geography. (JacksonRyan Partners, sub. 30, p. 5)

[Reflecting the need for information, and the unknown and changing needs of the child, the] CDA recommends that the Commission evaluates whether self-directed funding for children or young people with a newly diagnosed or acquired disability is appropriate. (Children with Disability Australia, sub. DR1007 , p. 17)

Self-directed funding (option 2) is more flexible than ‘choice of provider’ and gives people more opportunity to use mainstream services with ease or to engage their own employees. For these reasons, many participants in this inquiry strongly supported the inclusion of self-directed funding as an option in the NDIS.
 

However, self-directed funding involves many more complexities and practical issues than option 1. Moreover, the experience in the United Kingdom suggests that take-up may be initially slow. In England, just over 10 per cent of people aged under 65 years completely manage their own budget — such as by hiring their own employees and purchasing mainstream services directly. The share has been growing rapidly and some local councils have much higher rates than this. Under the NDIS, the pace of adoption of self-directed funding can be expected to grow as people gain confidence in the new system, as the market evolves, and as the system provides more support for exercising choice (for example through DSOs). 

Choice about choice

In the Commission’s consultations, some said they were worried that people would be obliged to use self-directed funding.
 The Commission emphasises that this would not be the case in the proposed NDIS. 

Not all disabled people and their families have the capacity or want to be involved in the arrangement of support staff, day care options, accommodation … (Carol Franklin, sub. DR721, p. 4)

Moreover, some people may only use self-directed funding temporarily. Some people may want one-off payments at certain points in their lives or at a given time of year (for example, to purchase short breaks for the carer, education services or equipment), without having to have ongoing budget holding responsibilities. This arrangement is now common in the UK (Davey et al. 2007, pp. 47ff).

On the other hand, some participants thought that the Commission’s suite of options were too narrow. For example, the Victorian Government argued that:

… the use of vouchers would create unnecessary administrative processes both for people attempting to use one to negotiate better value or more tailored services, and for disability service providers, who would be required to collect, record and submit vouchers for payment from the NDIA. The use of vouchers may also limit or prevent the ability of people with disability to choose non-disability or universal service providers, who should have a role in any market-based approach to disability services. (sub. DR996, p. 30)

However, the ‘choice of provider’ (voucher) option proposed by the Commission would be only one item on the menu of person-centred approaches. Under the broad umbrella of self-directed funding, people would, in fact, be able to choose the alternative options proposed by the Victorian Government — direct payments (or ‘pure’ self-directed funding); purchasing through or with the advice of intermediaries (DSOs); or purchasing of a self-determined package from a suppliers(s) — but people would need to jump through the administrative hoops (discussed later) to have this flexibility. The Commission’s approach is to provide a variety of options for exercising choice, but to include one simple, no-fuss option that would appeal to many people.

Given its complexities and the challenges in achieving uptake, the design of workable self-directed funding arrangements is the main concern of this chapter. The chapter (and appendix E) also discusses the role of person-centred planning, which is an essential aspect of self-directed funding, but has a more general value. 
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Defining ‘self-directed funding’ in more detail

Arrangements in which the government gives people with disabilities or their carers the option of getting a budget to spend on goods and services they want come in many forms and have many labels. Among others, these include self-directed funding, individualised funding, self-determination, individual budgets, direct payments, self-managed funding, consumer-directed care, personal budgets, cash for care and vouchers.  

The terms do not always mean a precise set of arrangements, which makes it hard to compare studies on their effects and to analyse the extent to which policy really gives people much power. In some contexts, these different terms involve similar, but subtly different arrangements. For example, in the United Kingdom, there are three different types of self-directed funding.
 Western Australia uses a tiered set of funding arrangements, which includes option 1 above as an element of self-directed funding. These tiers entail different administrative responsibilities for people depending on the option they choose. A recent study of the effects of Australian ‘individualised funding’ approaches included many service models that, while providing greater choice, were sometimes far removed from the concept of self-direction common in overseas schemes (Fisher et al. 2010).

In Australia, policymakers and governments have often used the term ‘individualised funding’ to describe the determination of funding at the individual level (DHCS ACT 2007; Attendant Care Industry Association, sub. 268, pp. 5–6), but without the person necessarily having any control over their package, or even having the package tied to them. This would define individualised funding as the absence of block funding. For example, disability employment services are characterised as ‘individualised funding’ in Australian national statistics (see below), because individually conducted Job Capacity Assessments determine referrals to different services and entitlements. Disability employment network providers get case-based payments rather than block funding. However, individuals have limited control over what happens to them or how resources are spent once the referrals are made. The same contrast between determination of funding at the individual level and real consumer power was a major criticism in the evaluation of the original Individual Support Packages offered by the ACT Government (Maher 2003). Some participants in this inquiry have made much the same point, arguing that the term ‘individualised funding’ has become ‘emptied of its initial intent’, and can relate to arrangements in which people with disabilities have limited say (National Federation of Parents, Families and Carers, sub. 28, p. 5). 

Given the ambiguity of the term ‘individualised funding’ as used in Australia, the Commission has instead used the term ‘self-directed’ support throughout this report, with its key aspects being:

· resource allocation based on assessment of the individual’s needs and aspirations

· the capacity for informed and genuine choice by people with disabilities or/and their family

· access to their own individualised budget (usually with the money in a specified bank account) 

· the power for the person to tailor the mixture and type of services they get, subject only to their overall budget and to reasonable administrative constraints on spending options. For example, tailoring would include choice of own carers, the capacity to organise innovative respite and social participation options, and to choose supported accommodation that meets their needs. This goes beyond the capacity for a person to negotiate supports with their provider and to choose (and switch between) their service providers, though that would remain important. 

In this chapter, the term self-directed funding is used to describe all arrangements with these features,
 but recognises that there are other ways of giving people more choice than giving people budgets. Indeed, as noted above, it is expected that initially most tier 3 participants in the NDIS will choose individual packages, rather than budgets.
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Reasons for self-directed funding

There are several strong in-principle reasons for giving people with disabilities, or those closely associated with them, power over the funding allocated to them and the flexibility to build their own package of support.

Social norms and legal considerations

Australian social norms generally accept that people should be able to run most aspects of their lives. It would be inconsistent with those norms to put them aside for people with disabilities or their families. Moreover, laws now include the principle of self-determination, which means that the presumption is that people with a disability would make (or at a minimum inform) the key decisions about their lives. For instance:

· the first principle of the United Nations Convention on the Rights of Persons with Disabilities (to which Australia is a signatory) is ‘respect for inherent dignity, individual autonomy including the freedom to make one’s own choices, and independence of persons’ (United Nations 2006) 

· the Victorian Disability Act 2006 sets down principles that include people’s right to ‘exercise control over their own lives’ and for disability services to be ‘flexible and responsive to the individual needs of persons with a disability [and] maximise the choice and independence of persons with a disability’ (s. 5). This right is not an absolute one, as indicated by subsequent specific sections that introduce caveats related to the practicability of achieving full choice (for example, section 52(1)). 

Information economies

People have different, complex and changing preferences about their lives — their food, clothes, jobs, education, hobbies, friends and partners — that are not cheaply or easily observable by others. This is true for even the most apparently simple products. A social worker might observe that a person likes tea. But they are less likely to be able to remember what type they like, or whether they like it strong, sugared, with milk, in a mug, very hot, after or before breakfast or both. Nor would an external agent know how, given a finite budget, a person might trade off one preference against another. So, individuals know a lot more than others about how to meet their own preferences, and in turn, this is likely to lead to better outcomes for them (greater economic ‘efficiency’). This is why in most cases, a large degree of weight is appropriately given to the power of people to make their own decisions. The same principles hold for people with disabilities or their families. 

There are several qualifications to this general proposition, which apply to people generally — not just those with disability:

· some vulnerable people may have preferences that lead to harm for themselves or others. (Examples among the general public would include driving dangerously, illicit drug taking and excessive alcohol consumption.)

· the choices people make to meet a given preference may be based on inadequate or false information, or on faulty cognitions. For instance, people may want to treat a debilitating cancer by using a well-marketed, but ineffective therapy, when a cheaper and more effective one is available. Further, consumer knowledge may be sufficiently limited for some specialised, highly complex services that experts need to act as gatekeepers to ensure that people get the services that genuinely meet their needs (‘credence’ goods). This may apply to some complex health/early intervention services used in conjunction with disability services. Notably, no health system allows people to choose any therapeutic substance they want without some controls. That said, the bulk of disability services would not require third-party screening 

· the NDIS — especially in its early years — will need to build some people’s confidence in exercising power, and to provide supports that give people more control. Disability Support Organisations would perform this role if people wanted it

· some people with disabilities are not able to make all of their own decisions (as is the case with profound intellectual disability). In that case, decisions about their well-being will often be made jointly with or by their primary carers, who are usually familiar with the strengths, goals and other preferences of the person with a disability. However, while such carers will usually have the best interests of the person with a disability at heart, that will not always be the case. Like all people, carers (and people with disabilities) are not perfect, and sometimes will act in a way contrary to the interests of the person they are supporting (see later). 

These caveats suggest that, just as holds in the community at large, sometimes others may need to provide advice or even override the preferences of people with disabilities or their carers (as, for example, occurs with regulations about drug use in the community as a whole). However, the general presumption is that people with disabilities, their primary carers and others would be able to make better decisions than people removed from their daily lives.

Competitive pressures

In most consumer contexts, absence of genuine choice tends to result in lower quality and more costly services, less product variety and less innovation. In contrast, consumer control of budgets through self-directed funding, or even the option of controlling budgets, creates incentives for suppliers to satisfy the needs of consumers, given that they would otherwise lose their business. That in turn typically leads to more complex markets, with suppliers developing differentiated products for different niches, promoting their products and advertising their prices and other relevant characteristics. The point is that competition is not just about achieving the lowest price,
 but also encouraging the entry of new suppliers, quality service and the creation of new products that match people’s preferences. An example in the United Kingdom is Shop4support, an online market for a large array of disability services. 

As discussed above, the scope for full competition may not always be present when suppliers have market power, consumer knowledge is poor, where services are complex, or where the market context would be likely to lead to distorted consumer decisions. Markets may also take some time to develop, as will the capacities for making informed choices by people with a disability and their families (hence the need for supporting people in implementing self-directed funding). However, choice among specialist disability services may often still produce better outcomes even where markets are imperfect. (‘Choice of package’ would also be likely to create greater incentives for suppliers to perform better.)

Moreover, choice gives people with disabilities or their families a greater capacity to buy mainstream services (for example, to go to a film, rather than a specially organised event for people with a disability). That has several implications. It:

· provides more pressure for responsive service by specialised agencies because it broadens the scope for competition

· means that people with disabilities get higher quality services. As all people consume mainstream services, it requires only a small number of these to be informed and demanding consumers to elicit responsive services by a supplier to benefit consumers more generally, including those with disability. So, it is better to be in a broad group that includes more of these demanding consumers than a narrow group in which there are smaller numbers. In effect, mainstream services adds the power of other consumers to those of people with disabilities

· expands the type of services people can receive

· may reduce social exclusion and marginalisation as people participate in the activities enjoyed by the community as a whole.

However, the role of mainstream services should not be overstated. As argued by JacksonRyan Partners (sub. 30, pp. 4–5) they may play a limited role for many people with disabilities. Many people will mainly acquire services from specialist disability providers.

The value of choice per se

The capacity to exercise choice can represent a valuable ‘good’ in its own right for many people, as revealed by the efforts people make to secure such freedoms. Many people would prefer to make their own decision on something, even if a benevolent outside party were to make exactly the same decision on their behalf. And, even if people end up asking someone else to choose for them, the option to make a choice remains valuable. The value of having (real) choices per se has been confirmed in a number of empirical analyses of choice in health care (Barnett et al. 2008). However, there is some evidence that people do not always value choice when there are too many options — choice ‘overload’ (Schwartz 2004) — or when the choices relate to lowly preferred options — ‘fake’ choices (Botti and Lyengar 2004). Providing support to people with disabilities to form personal plans may help to avoid choice overload, while maximising the scope for people with disabilities to determine how they spend their funding avoids the problem of fake choices.

A caveat: there are social tradeoffs when someone else pays for a person’s choice

The above four factors suggest that for the given budget that the NDIA allocates to a person under self-directed funding, there are potentially strong ethical and economic arguments for the person with a disability (or people acting on their behalf) to control how it is used. However, it does not imply that it is efficient for taxpayers to meet all of a person’s preferences, regardless of the cost. (Of course, a person could add any of his or her own financial resources to meet needs not satisfied by taxpayers.)

This reflects the fact that the resources allocated to a person with a disability is funded through compulsory taxation of the community, who also have goals that they wish to achieve (buying a house, getting an education, being part of their community). Moreover, governments have to allocate the finite funding they are able to raise among many competing community needs (hospitals, roads, defence, addressing disadvantage and so on), and cannot meet all of them, even were they to increase taxes. Consequently, spending by governments is a zero-sum game — if someone gets more, someone else gets less. Many families without disability also struggle to meet their aspirations. For example, one participant pointed out that in many other areas of government services, such as education, there are limits to meeting all the preferences of children (D. Holst, trans., p. 255). 

In that context, and as emphasised in chapters 5 and 7, the funding of the NDIS is based on people’s reasonable needs, not wants.

8.

 SEQ Heading2 4
Impacts, benefits and costs of existing self-directed funding arrangements

There is now widespread evidence about the impacts of self-directed funding on people, and its costs, risks, and effective implementation, based on its use in many settings (summarised in table 8.2). Self-directed funding has been adopted in countries with otherwise very different frameworks for social welfare provision (Arksey and Kemp 2008; Townsley et al. 2010). There has also been piecemeal and generally small-scale implementation of self-directed funding in Australia, which helps guide the wider application of this funding approach (appendix D). 

A detailed analysis of the impacts of self-directed funding is in appendix E, but the key findings are that:

· people with disabilities derive significant benefits from greater control over their budgets and lives, with their needs better met, greater life satisfaction, more interaction with people and the community, higher quality and continuity of care, with positive or no changes in their health status. As one participant remarked in this inquiry, self-directed funding ‘was a huge relief; the quality of support workers, and support services increased (name withheld, sub. 209, p. 1)

· family members providing support have greater confidence in care, satisfaction with life, less financial strain and improved health status

· employed support workers generally get better outcomes, though this is not uniform

· self-directed funding is likely to partly alleviate the (current and impending) shortages of workers in specialised disability services by shifting the emphasis to mainstream services and by allowing friends, people in the local neighbourhood (and potentially relatives) to be paid for services

· there is little evidence of major difficulties for service providers from self-directed funding over the long-run, but some evidence of transitional costs associated with new systems

· ongoing costs appear to be generally lower (and at worst no higher) than traditional agency-based disability systems, though there are significant upfront implementation costs. An individual example was given by one participant in this inquiry, in which the available package was $14 000 per year, but actual usage under self-directed funding was never more than $10 000 (Val Stone, sub. 228, p. 11).

Table 8.

 SEQ Table \* ARABIC 2
Summary of the impacts of self-directed fundinga
	
	Person with 
a disability
	Family 
members

	Consumer and family benefits
	
	

	Met individual needs
	Improved
	..

	Satisfaction with care
	Improved
	Improved

	Sense of control over life/ empowerment
	Improved
	..

	Community interaction (circles of friends)
	Improved
	..

	Greater use of mainstream services
	Improved
	..

	Quality of care/ confidence in care
	Improved
	Improved

	Costs of supports
	Down or no change
	

	Personal dignity
	Improved
	..

	More independent living
	Improved
	

	Abuse and neglect
	Down
	..

	Satisfaction with life
	Improved
	Improved

	Culturally and linguistically appropriate care
	Improved
	..

	Providing care during non-business hours
	Improved
	..

	Continuity of care
	Improved
	..

	Employment and productivity gains
	Improved
	

	Use of preventative care
	Improved
	

	Use of hospital, other health services & residential care
	Down
	

	Economic wellbeing
	Improved
	Improved

	Health status
	Improved or no change
	Improved

	More aids & appliances and home/vehicle modifications
	Improved
	


a These results are derived from the studies cited in appendix E. While they include studies from Canada, the Netherlands and Australia, they mostly relate to the Medicaid waiver self-directed funding programs in the United States and to direct payments in the United Kingdom.

The Victorian Government (sub. DR996, pp. 32–33) drew attention to the outcomes identified in its evaluation of its (phase II) trial of self-directed funding, finding that:

· 97 per cent were quite happy or very happy with the control over their supports since starting direct payments, as compared with 47 per cent prior to direct payments

· 90 per cent were quite happy or very happy with the quality of their supports since starting direct payments, as compared with 52 per cent prior to direct payments

· 91 per cent were quite happy or very happy with the involvement in the lives of family and friends since starting direct payments, as compared with 70 per cent prior to direct payments

· 84 per cent were quite happy or very happy with the involvement in their local community since starting direct payments, as compared with 62 per cent prior to direct payments.

Self-directed funding is now a common feature of international disability systems, and has grown in importance where governments have implemented it. There are few indications of major problems in areas where people perceive significant risks (an issue discussed later in more detail). 

Given the strong rationale for self-directed funding and the weight of evidence indicating that it achieves greater benefits for lower or at least, no higher costs, self-directed funding should be an available option throughout Australia for people with disabilities. However, that still leaves open how any arrangements should be designed.

Recommendation 8.

 SEQ Recommendation \* ARABIC 1
Governments should give people with disabilities eligible for benefits under the NDIS, and/or people who act on their behalf, various options for exercising choice, including the power to:

· choose service provider/s to meet their needs specified in their individual packages

· choose disability support organisations that would act as intermediaries on their behalf when obtaining the supports specified in their individual packages from service providers

· ‘cash out’ all or some of their individual packages if they wish, with the NDIA making direct payments to their bank accounts, and allowing people to purchase directly the detailed package of supports that best meets their preferences (‘self-directed funding’), subject to the constraints set out in recommendations 8.2, 8.7 and 8.8.

· the specific arrangements for self-directed funding should be underpinned by the principle that, subject to the assessed individual budget and appropriate accountability requirements, the arrangements should maximise the capacity for a person to choose the supports that meet their needs best and that promote their participation in the community and in employment

· choose a combination of the above.
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Design of self-directed funding

At the broadest level, self-directed funding involves people having significant control over their budgets. However, there are many issues about how to design self-directed funding and how it fits into a coherent disability system, encompassing:

· the division of power between a person with a disability and their families (section 8.6)

· the types of goods and services people may purchase and the ones where other parties still make purchasing decisions (section 8.7)

· how the arrangement would be sequenced and structured for people (section 8.8)

· its applicability in regional and remote areas (section 8.9)

· whether people could hire their own employees, and in particular whether this could extend to family members — a controversial issue in the Australian context (sections 8.10 and 8.11)

· the capacity of people to know how to use the system and to meet the administrative and legal requirements for employing people, and how governments and others can lower these costs or provide decision-making support to make self-directed funding a genuine option for people (section 8.12)

· the risks it may pose to people with disabilities, to support workers, to government and to service providers — and the best policy responses to these risks. An associated issue is whether all people should be eligible for self-directed funding (section 8.13)

· how self-directed funding should be implemented, taking account of the considerable transition issues (section 8.14).
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Exercising power at the family level

The principle of self-directed funding is that where possible, decisions should be made as close to the person with a disability as possible, because such decisions are more likely to reflect the specific preferences of the person and their exact circumstances. In many cases, the decision-maker will be the person with a disability (though many will need support to exercise that role in the early stages of the NDIS — section 8.12).

However, where significant intellectual and/or mental health disabilities are present, people with disabilities may not be able to self-direct their funding by themselves. The Brightwater Care Group observed:

[Self-directed funding] is potentially a high risk area, in particular for people who, by the very nature of their disability, display poor insight into their level of impairment and its impact on their skill base — including their financial management skills. (sub. DR752, p. 9)

That does not require that traditional agency-based service provision be the default model for support. As noted by My Place:

All people, regardless of the nature or severity of their disability, should be able to access the scheme. Where the person is unable to make their own decisions, court-appointed family members or guardians should be appointed to assist them with the decision-making. There is good evidence, accumulated from local practice in WA particularly, that Individualised Funding is well suited to people with significant disability (although there is an uninformed contrary view abroad amongst a number of service providers who do not operate Individualised Funding services). (sub. 217, p. 7)

There are strong grounds for guardians (such as a parent or partner) familiar with the person with a disability to act as their agent under self-directed funding. Several participants pointed out the importance of a familiar party or ‘trusted other’ as the most appropriate guardian where the person with a disability cannot make informed choices (David Holst, trans., pp. 261–2; Carolyn Quinn, trans., pp. 834–5; Julia Farr Association, sub. 494, p. 19). For example, Carolyn Quinn noted:

He can't make any choices about plans, life. … So I'm basically the one that needs to make those kinds of choices in his life. I want to be able to do that and I'm quite capable of doing that but the system frustrates you in being able to exercise that — what everybody else gets to take for granted. So I really want choice about how things happen in my son's life. The other thing that's disturbed me significantly about the way disability services have traditionally been provided is that there's almost an assumption that service providers make better choices for people than their families do. I think that's intrinsically false. 

It should be emphasised that guardians are obliged to take into account, to the extent practicable, the wishes of the represented person.
 It should also be noted that while such carers will usually have the best interests of the person with a disability at heart, this will not always be the case. Like all people, carers (and people with disabilities) are not perfect. Some will act in a way contrary to the interests of the person with a disability or to the community, an issue that is relevant to accountability measures. 
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What services should be covered?

The Commission favours a significant capacity for someone to tailor-make their supports, and envisages that, subject to the exceptions discussed below, the assessed value of services covered by the NDIS (chapter 5) would be bundled into a single individual budget. A single individual budget also has the implication that governments would need to collapse any budgets currently dedicated to specific spending components into a single government budget (an observation made by Joyce Bellchambers, sub. 58, p. 1). 

The rationale for an all-inclusive individual budget, rather than choices within spending silos, is that there may well be gains from people shifting resources from one basket to another. For instance, someone might want to use some of the funding earmarked for attendant care to buy a hoist or automatic bed turner to reduce future needs for attendant care. Subject to its cost-effectiveness, this was possible in a self-directed funding arrangement in the United States.

What would be the reasonable limits to flexibility?

In theory, imposing any constraints on how people could spend their funds would be inefficient because it would entail administrative and compliance costs, and people could not choose things they value more than items on the list of ‘approved’ purchases. It could also undermine independence, initiative, innovation and trust. On these grounds, one option would be to pay individualised funding as untied income, as with income generally among the community, with the presumption that people would use funding for the purposes best suited to their individual needs. 

In practice, this tends to be uncommon practice around the world. Austria, Germany and Italy appear to be relatively exceptional in providing cash-for-care schemes that are unregulated (Arksey and Kemp 2008). In Germany, people electing direct payment have their package of supports discounted by 50 per cent.
 While not seen as a form of self-directed funding, the UK Disability Allowance is effectively an unrestricted payment — albeit involving relatively low amounts. 

Most international arrangements for individualised funding involve earmarking, with people facing restrictions on where and how they spend their funds. In some countries — France, the United Kingdom and the United States — purchases must be in accordance with a care plan, but can otherwise be quite flexible. Existing Australian arrangements are similar. For instance, in Victorian and South Australian self-managed funds, people must keep individualised funding accounts separate from other money and must only spend money on recognised carers, respite services and other goods and services identified as legitimately disability-related. In some countries, such as the Netherlands and Sweden the self-directed funding is largely restricted to personal care. 

The question is the nature of any constraints and how these would rationally be determined without destroying the underlying rationales for self-directed funding. The broad principle would be to maximise choice, while safeguarding the person and the scheme from excessive risks. (Some participants thought that any earmarking was at odds with the nature of publicly-funded income support arrangements, where historically people have had the freedom to spend the payments as they felt appropriate. However, that does not recognise that the purpose of the payments is different and income support arrangements are now subject to some controls.
) 

The NDIA would need to determine the appropriate boundaries for cashing out supports. Regardless of such constraints:

· people should be able to seek variations from the norm if that were justified by likely positive outcomes. In that sense, it would be undesirable to draw up a definitive ‘black’ list of supports that should not be able to be cashed out

· people’s packages would still be individually-tailored and reflect people’s plans, aspirations and needs.

That said, there are several areas where cashing out individual support packages would generally be inappropriate.
 

Ensuring the provision of essential goods and services

Providing self-directed funding as an untied budget would mean that people could choose to give up purchases essential to good outcomes. Such supports would include adequate aids, home modifications, employment supports and some clinical interventions. An example would be specialised job readiness services (for example, the two-year intensive readiness scheme funded and overseen by Disability NSW), which are important for good employment outcomes. Another example would be essential specialist therapies and interventions —such as the services of prosthetists and people able to provide orientation and mobility training for the blind. Several participants highlighted the need to exclude early interventions from self-directed funding or to caution against the use of the funding in areas where expert judgment was required.
 

The only way of ensuring that essential supports are purchased is to include these in the package of supports, but not permit them to be traded off against other purchases. In effect, such separation is like making such essential supports free, in that consuming them does not displace other purchasing options. (Moreover, the individual budget would necessarily exclude some core goods and services earmarked for people with disabilities, but funded outside the scheme, such as mainstream employment services, health services, educational goods and services and public housing — see chapter 5.)

The obverse side to services and supports needed to ensure good outcomes (which should not be able to be traded off against alternatives), are goods and services that are positively associated with harm. These are supports that should not be publicly funded at all. A sensible criterion identified by the Julia Farr Association (sub. 494, p. 18) is that these would be goods, like gambling and alcohol, that can sometimes be contributory to the incidence of disability or the deepening of disadvantage. 

A cost-effective scheme relies on critical investments

Some purchasing decisions are long-run investments that are required to produce good outcomes for the person and that also increase the long-run cost-effectiveness of the scheme (such as a vehicle modification that saves on future taxi use, and that may allow a person to get a job). The high cash-out value, combined with people’s common tendency to be short sighted, could increase the risks of cashing out such investment purchases. The experiences with lump sum payments in accident compensation cases illustrates this risk, with people often not putting aside enough funds to meet their lifetime needs (chapter 17). Notably, the purest form of self-directed funding would give people the present value of the future lifetime expected stream of their assessed entitlements — in effect a lump sum — with the problems these have. In that context, the NDIA should pay annual allocations of self-directed funding in monthly instalments paid in advance. That said, there could be broader lessons for self-directed funding from examining the experiences of people awarded lump sum compensation packages (Spinal Cord Injuries Australia, sub. DR786, pp. 7–8), as this may reveal some innovative practices.

Sometimes expert knowledge is required for informed decisions

Cost-effective choices among some supports require significant technical knowledge and evidence, which may be absent or limited among many people. Clinical services are those where clinical or expert knowledge is required in the appropriate delivery of the support (for instance, specialist disability physiotherapists and psychologists).

As an illustration, while the science is evolving, there are certain clinical protocols for appropriate early interventions for acquired brain injury and autism, which requires expert input. Notably, the Helping Children with Autism package from the Australian Government has specific requirements for eligible interventions, practitioner qualifications and program processes based on existing evidence (Roberts and Prior 2006). It would be hard to justify allocating NDIA funds to unproven or even potentially hazardous clinical interventions just because they represented self-directed choices. (The same limits to self-direction apply more generally in the health system. People are not able to use public or private health funding for any-health related therapies they prefer or to cash out the funding for non-health purchases.) 

People could still have some choice among approved therapies with similar efficacy, choose an accredited provider of a given therapy or use their own money. They and their agents (such as peak bodies) could also contribute to debates about new therapies through private advocacy. People and their family members could also have a greater role in self-management once they had received expert advice. In the latter vein, in 2005, the World Health Organization (WHO), the Associazione Italiana Amici di Raoul Follereau (AIFO), and Disabled Peoples’ International (DPI) jointly initiated the ‘New Paradigm of Medical Care for Persons with Disabilities’. The approach recognised some of the limitations of the traditional model of acute care for long-term health care, and particularly the insufficient role it gave to people with disabilities in managing their own care. There is evidence that this approach worked well in one test location for people with spinal cord injury (World Health Organization and the World Bank, 2011, p. 76). The point is that there can be a continuum of power, and that removing the capacity to ‘cash out’ all package elements does not remove the capacity for people to have control over their lives.

People sometimes need quick and emergency supports

Sometimes people need support they cannot pre-specify, which, by definition, cannot be cashed out of an individual support package. For instance, this includes crisis supports or other unanticipated needs (like family counselling or emergency respite), and supports needed before assessments are finalised. 

Accountability

Completely untied funding may create incentives for people to overstate their needs, undermining the integrity of the assessment process and leading to adverse fiscal and welfare impacts. The tools used to assess people for their needs and the extent of their natural supports are not perfect (chapter 7). To some extent, they rely on information provided by the person with a disability and their family. Once that is the case, it becomes possible for someone to err on the side of greater revealed needs and to underestimate the availability of natural supports, leading to larger individual support packages (with concerns for the fiscal sustainability and fairness of a scheme). The incentives to do that are greater if people can treat the funds like ordinary money, and spend it on anything they want.
 

In addition, the availability of high levels of untied payments may unwittingly encourage the persistence or exaggeration of an injury or disability — with adverse long run impacts on enablement (an example of so-called compensation ‘neurosis’ as happens with compensable injuries). This does not imply that people with disabilities are innately untrustworthy, but rather that, as a group, people with disabilities are like everyone else when responding to incentives. (To think otherwise is to adopt an inherently stereotyped view of disability.) 

Moreover, were people given the complete latitude to trade off essential supports against other purchases, and did not actually purchase an essential support, then the NDIA would feel compelled to allocate additional funds to provide them. This would reduce any personal impacts of poor decisions, thereby lowering people’s incentives to choose carefully (‘moral hazard’), and decreasing the scheme’s cost effectiveness.

Finally, the capacity to completely cash out individual support packages raises probity risks (perceived and real). The less open to scrutiny and the greater the value of untied payments, the greater is the risk of fraud and the inappropriate use of what is public money. Any significant abuse of funds — with funding sometimes exceeding $150 000 annually for a person with high care needs — would risk alienating public support for any form of self-directed funding and may jeopardise the scheme itself. 

There should still be a lot of latitude

Requiring some constraints does not mean losing much flexibility in self-directed funding. Many times people take too narrow a view about what would be an appropriate support. Few would contest the legitimacy of spending on traditional respite services or personal care. However, some spending categories, especially community access, do not have clear boundaries. For example, could a movie ticket or a gym membership ever be appropriate?

From one perspective, movie tickets are customary goods that most people buy with their own money. The wider the set of permissible goods, the more self-directed funding resembles untied funding, with the problems identified above. 

However, looked at from a broader angle, without adequate support, many people with disabilities are unable to participate fully in society in ways that most people take for granted. Even buying ordinary things — movie tickets, attendance at a class, going to the football, joining a gym or theatre group — can be very effective ways of achieving the goal of community participation compared with costly specialist alternatives (and these often could not be afforded through income support payments). One participant noted that a scheme should cover leisure costs:

… because a person with disability requiring constant or frequent care [is] rarely employed. They have a lot of leisure time to fill and they need to be supported to engage with the community. (name withheld, sub. 74, p. 10)

The Commission knows of one woman with an intellectual disability where going to a movie means learning and maintaining skills (catching public transport), engagement with the public (buying the ticket, sitting with others in the theatre), and the creation of a sense of independence. The money spent on a movie in this case may be much more cost-effective and appropriate than some disability-specific services. In this particular instance, it was a fraction of the cost of the alternative disability services, she enjoyed the activity much more than specialist services and liked that fact that it was not a segregated activity (Val Stone, sub. 228, p. 4). Notably, a NSW day program (Life Choices), which is not run through direct payments, includes many entertainment options (including movies, sporting clubs and concerts). It would be problematic to allow such options when a service provider acts as the intermediary, but not to permit them when a person controls their own budget.

The problem of drawing the boundaries for ‘disability’ expenditures under individualised funding reflects the broadness of the goals of contemporary disability policy — achieving independence, community engagement, ordinary life skills and citizenship for people with disabilities. Given these broad goals, and people’s diverse needs and preferences, it would not be sensible to be overly prescriptive about where the money should be spent, but to stipulate a few exceptions (as discussed earlier) and put in place other approaches to deal with the risks of unrestrained choice (section 8.13). 

The experiences in various self-directed funding programs in Australia and in other countries suggest considerable benefits from an accommodating approach by authorities about flexibility (for example, Carmel Laragy, sub. 84, p. 2). One Australian user of self-directed funding gave an illustration of the benefits of creative use of funding: 

Tim turned 21 and like any young man he's entitled to the rite of passage of a 21st birthday. Self-management allowed me to do something that was absolutely inconceivable any other time. I was able to employ [someone] for a small number of hours … to do some social education informally with him in preparation for his 21st birthday. It worked sublimely. He got the issue, even though his cognitive capacity is quite limited … and he had a ball. … But no other place except self-management allows you to do that kind of thing. So the system needs to have that flexibility to deal with that kind of life issue. (C. Quinn, trans., p. 836)

Another submission pointed out that self-directed funding provided personal assistance for a person to regularly visit a cemetery for cultural and faith-based reasons, which would not have been otherwise possible (National Ethnic Disability Alliance, sub. 434, p. 33).

A further aspect of desirable flexibility would be the capacity to save a proportion of an annual entitlement to spend on future needs. This has the advantage that people can plan ahead. It would also reduce incentives to spend all of an entitlement, even on lower priority needs, because the funds would otherwise be lost. The Commission considers that a capacity to carry over 10 per cent of the self-directed funding budget to the following year would be appropriate. Similarly, there should be a limit to the accumulation of surpluses — say to two years — with any further surpluses returned to the NDIA. Allowing people to accumulate significant reserves by adding successive 10 per cent surpluses year after year would bring into question the accuracy of the assessed package of supports. 

Some considered a 10 per cent limit in carryover as reasonable,
 while others argued that the limit was too low or prescriptive.
 Some participants pointed to other considerations in determining the appropriate degree of flexibility in spending over time: 

· Some saw a capacity to accumulate surpluses as important for making infrequent equipment purchases (Cerebral Palsy Alliance, sub. DR682, p. 4; the South Australian Council on Intellectual Disability, sub. DR1016, p. 9). However, as discussed earlier, the Commission considers that any large non-recurrent expenditures would be met directly when needed from people’s individual support packages, but could not be cashed out to purchase other supports.

· Others noted that people with episodic disability — such as those with mental health problems or certain chronic diseases — may benefit from more flexible arrangements that allow them to access a ‘support bank’ when their needs are greatest (for instance, the Australian Federation of Disability Organisations, sub. DR953, p. 28; and the Australian Federation of AIDS Organisations and the National Association of People Living with HIV/AIDS, sub. DR969, p. 7).

In the absence of analysis of scheme outcomes and performance, there is little guidance for prescribing arrangements in this area. The Commission has adopted a cautious approach, specifying the 10 per cent figure in line with current practice in Victoria (appendix D). The Victorian model also includes some limits on the accumulation of surpluses. However, as with many other details of the NDIS, the appropriate flexibility in this area should be re-considered after the rollout of the scheme, when more evidence will be available. 
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The process for accessing self-directed funding

Clear structures would need to apply to self-directed funding to make it easy to communicate how it would work for people, ensure fairness and meet reasonable accountability requirements. As an illustration, any system of direct payments (or arrangements close to these) would need to distinguish well enough between cases where it would be reasonable to spend money on entertainment services, and when that was not appropriate. If the risks were too high, some blanket rules might be appropriate. Nevertheless, completely avoiding risk would undermine the benefits of self-directed funding, and create many administrative and compliance costs. So how can the goals of accountability and flexibility be reasonably met? Probably the best approach would be to adapt the current Victorian model.

Step 1 Assessment and budget determination

The individual budget for self-directed funding would be based on the formal individual assessment of the person’s needs and would include the cashed out value of all goods and services covered by the NDIS, except those where specialist knowledge is required for informed choices. The prices for services underlying that budget would be based on efficient supply prices. For example, if an assessment indicated that a person needed 10 hours of attendant care a week, and the efficient supply cost for a typical supplier was $45 an hour in that geographic area, the budget would be $450 per week. (A more complex question is the estimate of the budget for appropriate accommodation, since different types of accommodation solutions have varying costs).
 The parallel Commission inquiry into aged care discusses the determination of appropriate prices at length — and the NDIA would need to follow similar processes (PC 2011a). 

The amount allocated to self-directed funding should be equal to the budget determined by the assessment process. Were a discount factor applied to self-directed funding then this would encourage supply by specialised disability agencies, against the principles of competitive neutrality and economic efficiency.
 A potential objection to this might be that people using self-directed funding do not face some of the costs experienced by specialised providers — such as an office, the need to administer the funds, supervisors, a computer system and other overheads. However, people with disabilities would still have to undertake some of the functions performed by agencies (like administration), but would take the payment for these tasks in the form of a capacity to access more services. Moreover, to the extent that self-direction involves lower costs than specialist provision (say because a person’s home is also their ‘office’), then this is an efficiency gain that should not be penalised. Finally, people may choose to pay a DSO to undertake administration tasks on their behalf, and for this to be a realistic option, their budget must include an amount that allows them to do so.

Step 2 Set up a plan and funding proposal

The person would develop a personal plan and a funding proposal. If appropriate or desired, the person could do so with the help of their family, friends, others strongly connected to them or a disability support organisation (see below). This would be aimed at meeting the individual’s aspirations and the outcomes he or she wanted to achieve, within the budget determined by the assessment. 
The funding proposal could be reasonably flexible by specifying a range of spending options to achieve certain goals, rather than an excessively detailed breakdown of spending intentions. For example, where a person could not engage independently with the community, the proposal might say that the goal of community access would be achieved by going to the movies, attendance at a gym or swimming pool, participating in a community class or similar such activities, with a budgeted average cost of $40 a week. In this instance, the person would be able to choose among these options as they felt appropriate, but would not have to pre-specify which one he or she would use. In general, the goal would be to provide as much flexibility as possible related to the particular needs of the person.

However, for the reasons outlined earlier, there would be a strong presumption that people would not be able to trade-off funding for essential aids and appliances and building and motor vehicle modifications against other spending options. However, people could direct some non-recurrent funding to other purposes if they could provide persuasive reasons for this as part of their funding proposal. The discipline of an approved funding proposal (described below) would prevent the practical dilemmas and risks of completely free choices about these high-cost non-recurrent spending items.

The NDIA would help in the formation of the planning and funding proposal by providing written resources and other guidance, as occurs in Victoria already. If the person wanted further assistance in planning or formulating the funding process, they could engage a DSO, which could provide specialist planners and other support for choice. Some participants specifically requested such a coordinator to assist with self-directed funding (for example, the Australian Leukodystrophy Support Group, sub. 564, p. 3). 

Step 3 Getting the funding proposal approved

The funding proposal would allow considerable flexibility, but would also impose some disciplines on spending because the NDIA (or a panel, as suggested by Valued Independent People, sub. 201, p. 4) would have to approve the proposal or any significant alterations in it. The NDIA would pre-specify generally admissible supports, guided by the principles above.

A plan would get approval if it met some clearly specified criteria relating to outcomes for the person and for appropriateness. The guidelines used in various Australian and overseas jurisdictions could be adapted to create a national approach under the NDIS, such as the guidelines used in the Florida self-directed care program (Hendry 2008). 

There would also need to be a reasonable degree of accountability for spending and an ongoing reassessment of the funding proposal to ensure its continued relevance and appropriateness. The way in which risks could be reduced is discussed in section 8.13, but the emphasis would be on the minimum required. Notably, some accountability can be useful to people. For example, one parent using self-directed funding in Victoria said that she found the accountability requirements ‘quite helpful keeping you on track. It gives a little bit of structure ... ’ (C. Quinn, trans., p. 842).

That said, another element of a flexible arrangement would be to allow a modest component of the individual budget — such as $30 a week (or a small percentage of their budget) — to be free of any requirements for receipts. This would have the benefit of allowing people to meet expenses that are not readily invoiced (say, hiring a canoe) and for irregular and incidental ‘employment’ arrangements of the kind described later without any documentation. Notably, this kind of incidentals policy is already in place in the Netherlands (Wiener et al. 2007, p. 570, Phillips and Schneider 2007, p. 408) and the United States. For instance, three US states allow people to receive a small fraction of their allowance in cash for incidentals, providing the purchase plan states the overall amount and the types of goods and services people purchase.

Step 4 Leveraging the proposal with private funds

People with disabilities, their families or the community generally could add their own funding to the proposal. For instance, that could allow the person to buy a better wheelchair, a longer holiday or a dwelling in a more preferred location. 

Recommendation 8.

 SEQ Recommendation \* ARABIC 2
Self-directed funding should include the following key stages.

· It would be informed by any prior planning and aspirations expressed by the person during the assessment phase (recommendation 7.2).

· The individual budget for self-directed funding would be based on the formal individual assessment of the person’s needs. The budget should include the cashed out value of all goods and services covered by the NDIS, with the exception of those where cashing out would pose credible risks to the person and/or the sustainability of the scheme. 

· The person with a disability — and/or their support network or chosen disability support organisation — would create a personal plan and a concrete funding proposal to the NDIA that outlines the person’s goals and the type of support that would be necessary and reasonable to achieve within the allocated budget.

· The resulting funding proposal would require approval by the NDIA.

There should be a capacity for a person to: 

· obtain quick approvals for changes to a funding proposal

· add their own private funds to a funding proposal

· allocate the individual budget to any mix of preferred specialist and mainstream goods and services, subject to the requirements that the person spend the budget in areas related to his or her disability needs and consistent with the agreed funding proposal

· jointly manage their cashed out benefits with a disability support organisation (‘shared management’).

Recommendation 8.

 SEQ Recommendation \* ARABIC 3
The NDIA should pay annual allocations of self-directed funding in monthly instalments paid one month in advance, with the capacity for the person to ‘bank’ up to 10 per cent of the annual allocation to the subsequent year.

8.

 SEQ Heading2 9
What about spending options in regional and remote Australia?

Some think that self-directed funding would be hard to achieve in regional and remote areas because of limited options for purchasing services (for example, the Attendant Care Industry Association, sub. 268, p. 6 and the Physical Disability Council of NSW, sub. DR832, pp. 6–7). This might be true in some cases. However, as discussed earlier, people would not have to take up self-directed funding, so they would not be worse off. Even if there were only one provider, the potential for self-directed funding would at least encourage entry by a new provider or the use of mainstream services as replacements for specialist services. 

In many cases, however, people would still be able to use self-directed funding in regional Australia. My Place (sub. 217, p. 8) and Perth Home Care Services observed that the demands of people using self-directed funding can often be met in the country because:

… the lion-share of supports that people with disabilities and their families seek are practical, everyday supports. These supports are generally available in most communities. (Perth Home Care Services, sub. 520, p. 7)

The evidence suggests that many of the patterns of spending by people with access to self-directed funding between country and metropolitan areas were similar in that state, suggesting comparable spending options were available. For example, Perth Home Care Services noted that the spending shares for aids and appliances, leisure support and personal care were very close between these two areas (sub. 520). 

Advocacy Tasmania (sub. 483, p. 15) noted that Tasmania is the least urbanised state in Australia, with many small towns, but that (fledgling) self-directed funding arrangements still appeared to have worked well. A trial of a voucher for buying care in the United States
 suggested that people in regional areas were still able to buy services, but did so in a different way. People in rural communities were much more likely than urban dwellers to spend their voucher on non-agency workers compared with agency workers (Meng et al. 2010). Some of the reasons for this were shortages of agency workers in rural locations and the preferences of rural people for hiring workers they knew, rather than receiving services through formal agencies. 

A potentially important aspect of self-directed funding relevant to regional Australia is the capacity to hire family members. This controversial issue is discussed at greater length in section 8.11 (and appendix G), but it appears that this flexibility can be a further way of reducing shortages of formal support workers in regional areas. 

The difficulties in accessing specialised or even mainstream, services are accentuated for Indigenous people in remote areas. These problems are compounded further by:

· the high rates of disability in these communities, creating a higher level of incipient need

· the multiple sources of disadvantage that often affect such communities

· weakened informal support networks for people in some communities

· a cultural tendency not to identify disability or to access services when they are needed. 

Together, these features present challenges for both traditional agency-based and self-directed funding arrangements for Indigenous people in regional Australia (an issue discussed in detail in chapter 11).

8.

 SEQ Heading2 10
Employing people directly

A common feature of self-directed funding overseas is the employment of attendant carers or other support workers by a person with a disability (or their agent). Attendant care often comprises the main share of the recurrent costs faced by a person with a disability. An arrangement that allows people to hire people suited to them is a major source of the gains from self-directed funding. Many care services are ‘low-tech, non-medical and do not require extensive training or oversight’ (Kodner 2003, p. 2), which reduces the need for mandatory qualifications or for third party screening of people’s choices. 

Moreover, an essential aspect of the quality of support services is the extent to which support workers have an emotional connection and intangible skills specifically suited to the specific person with a disability, which only that person can observe. For instance, in a major UK study of self-directed funding (Adams and Godwin 2008), people with disabilities listed the top three desired attributes of an employee as a friendly attitude (89 per cent of employers), a willingness to work flexible hours (78 per cent) and adapting to the specific needs of the person with a disability (77 per cent). In contrast, having an employee skilled in healthcare tasks or with work experience in social or health care was important to less than 30 per cent of people with disabilities. My Place found similar patterns in the use of self-directed funding in Western Australia, with people with disabilities preferring to hire people suited to their particular needs, often without formal qualifications (sub. 217, p. 6). On these grounds, there are strong arguments for employment arrangements to be an eligible part of self-directed funding. The Youth Disability Advocacy Service said that it has heard from many young people who want to be able to do this:

… so that they can exercise more control over their lives and have a stronger say on how their supports are delivered and who provides this support. Directly employing support workers will not be everybody's choice, but we believe that it is an important option. (sub. DR989, p. 1)

On the other hand, some people think that direct employment is not appropriate because of the vulnerability of people with disabilities and risks to workers. These concerns are considered in detail in appendices E and G and section 8.10, but the evidence suggests that these perceived risks do not usually eventuate, and can be addressed through appropriate oversights. That said, in some instances, such as where workers require some kinds of specialist knowledge, such as upper bowel care, tracheostomy support and formulation of behaviour management plans, choice should be limited to workers having some credentials in the relevant skill (Attendant Care Industry Association, sub. 268, p. 8; Disability Discrimination Legal Centre, trans., p. 757). 

A bigger concern may be that the responsibilities and compliance burdens associated with employing someone are so big that it is not a realistic option for many people with disabilities. One participant in this inquiry noted:

… if a family carer or the individual endeavours to personally manage their funding they will need a commitment equivalent to a lengthy part-time job to find, engage and supervise care and support, as well as be accountable for income and expenditure. (Lorna Carroll, sub. 106, p. 3)

The administrative and compliance obligations for employment of people under self-directed funding depend on the exact nature of the employment arrangement, which can be complex to determine (appendix F). In many instances, self-directed funding would involve no superannuation, tax withholding or OH&S obligations, which may well suit some of the flexible arrangements people might adopt. Such arrangements would be likely to cover arrangements in which:

· someone gets a neighbour to drive them to a gym class sometimes and pays them for doing so

· an adolescent helps babysit a child with a disability and gets $15 an hour

· a neighbour helps mow the lawn or clean the house most weeks and gets paid $20 each time

· a support worker provides an average of 10 hours of care a week in the home of the person with a disability, but with the amount of work and the times when it takes place varying with the needs of the person with a disability.

However, the full employer responsibilities would usually apply where people and families receive large funding packages and employ support workers for regular and substantial lengths of time. In those cases, people would either have to learn how to do this themselves (largely a fixed cost that may be low relative to the long-run benefits) or could contract a third party, such as a DSO, to undertake the tasks for them. Either way, it is likely that people with disabilities and their carers would need help in employing support workers, at least at the start of any employment arrangement. Section 8.12 discusses the supports people may need to self-direct.

An additional question is the best approach for vetting employment arrangements to ensure they meet the various statutory obligations. There are grounds for a two-tiered arrangement, in which the person with a disability would provide the relevant documentation to the NDIA for substantive employment arrangements in large employment packages, but with no or few reporting requirements for other forms of employment. This would be more akin to the situation outside disability, where small, sporadic and informal domestic arrangements like paying for a babysitter are not burdened with compliance or reporting requirements. 

Employment of family members raises special issues of risk and benefits.

8.

 SEQ Heading2 11
Paying relatives for care

Payment of family members has been a controversial element of self-directed funding, with concerns about abuse and unintended impacts on caregivers, people with disabilities and government budgets. In principle, these concerns are sound and some anecdotal cases back them up. There was a multitude of views about this matter by participants in the inquiry (box 8.2).

Do not delete this return as it gives space between the box and what precedes it.
	Box 8.

 SEQ Box \* ARABIC 2
Views from participants about paying family members

	Some participants expressed significant misgivings:

[The Physical Disability Council of NSW] does not agree that the employment of close family members should be encouraged as this goes against the intent of accessing outside assistance, and may exacerbate family stresses. And as a consequence [the Council] has some general concerns about [the Commission’s recommendation in this area], but more particularly with the risk of creating unrealistic dependencies between the recipient and family members, and not having plans that cater for the future. (sub. DR832, pp. 13–14)

Nevertheless, most participants favoured some capacity for paying family members. However, their perspectives on the design and scope of the arrangements varied considerably. 

The Autism Association of Western Australia believes that family members should be eligible to be employed as paid carers in some clearly defined circumstances. In particular, this should be considered as the preferred option where a sibling or relative takes on the long term care of an adult who would otherwise require out-of-home full time care in a congregate care facility; and where this arrangement is the choice of the person (or their advocate, where they are unable to represent themselves). … For many individuals, if given the choice between their home and congregate care, the person will choose their own home. It would be to great disadvantage of people with disabilities to rule this choice out of bounds because of some paradigm concerns. (Autism Association of Western Australia, sub. DR795, p. 4)

One participant proposed its immediate implementation, with no trial (name withheld, sub. DR627, p. 6). The Association for Children with a Disability agreed with a trial, but subject to appropriate training (DR1022, p. 9). 

The Multicultural Disability Advocacy Association of NSW (sub. DR917, pp. 20–23) argued for a trial of paying family members for people from a non-English speaking background, noting the both the need for checks and balances, but also the implications of a 2010 New Zealand High Court case that established that withholding such payments could be discriminatory. 

Concerns about discrimination in certain contexts were also raised by the Australian Federation of Disability Organisations (DR982, p. 50) and the Gippsland Carers Association (sub. DR718, p. 5). 

Many agreed with a trial, rather than immediate implementation, but without the Commission’s proposed reduction in the entitlement (Community Lifestyle Accommodation sub. DR880, p. 4; Baptistcare, sub. DR852, p. 39; Disability Advocacy Network Australia, sub. DR1010, p. 19; Perth Home Care Services, sub. DR906, p. 16; and Anglicare, sub. DR799, pp. 15–16). 

Others simply agreed with the recommendation (such as the Council of Regional Disability Services, Western Australia, sub. DR749, p. 4; and the Mental Illness Fellowship of Australia, sub. DR865, p. 2).

	

	


The international evidence generally finds that payment of family members is beneficial (appendix G). However, a study of Transport Accident Commission clients paying family members for attendant care (not self-directed funding as a whole) found that the overall costs of claimants paying family carers were greater (Kerr et al. 2009). Some countries have tightened the circumstances in which family members can be paid (appendix G). 

Aside from the (relatively modest) Carer Payment and Carer Allowance, Australia has little experience in administering funding arrangements that permit payments to family carers.
 This suggests a cautious approach (which was generally supported by participants in the inquiry).

· Carer Payment (and to a lesser extent, Carer Allowance) is already a payment to a family member (or others close to the person with a disability). These (or similar) payments should continue, though there are grounds for their inclusion in the overall self-directed funding package.

· The arguments about the risks from paying family carers relate to ongoing employment of resident family members. They apply less clearly to non-resident family carers and even less so to intermittent or one-off employment contracts. Accordingly, there are strong grounds for at least intermittent (rather than just recurrent) payments to non-resident family members, with less stringent accountability, for activities like respite and holiday care. For instance, one parent of a child with a disability, Sally Richards, was able to hire her sister for two weeks to care for her son and maintain his community participation while Sally went on holiday (trans., p. 400). 

Moreover, the NDIS should conduct a trial of payments to resident and non-resident family members to test its risks, advantages, disadvantages and optimal design. The trial should use an appropriately rigorous scientific approach, drawing on the evaluations used in the United States ‘Cash and Counseling’ programs. The trial should include several safeguards:

· the part of any self-directed funding package relating to payments to family members should be discounted (for instance, by 20 per cent). This recognises that once self-directed funding allows family members to be paid, it creates stronger incentives to maximise these wages by understating the availability of natural supports or by overstating needs. A discount would reduce such cost-padding incentives and is a feature of the German system (appendix E). Some participants did not think that any discount should be applied (DisAbility Connections, sub. DR702; Perth Home Care Services sub. DR906; and Anglicare sub. DR799). However, the Commission reiterates its cautious approach, noting that the evaluation of the trial could reassess the risks in this area in determining any appropriate future discount  

· paid family care would initially be limited in duration (say 6 months), with continuation based on assessment of ‘burn out’ or psychological distress for carers, and the consequences of the arrangements for the independence of the person with a disability

· appropriate management of the risks. The Wisconsin Guidelines for Paying Family Caregivers 2003 provides a useful template for overseeing payment of family carers.
 Among other things, the process included assessment of the competence of the carer, checks to identify any past abuse or neglect, training, education about the pitfalls of paid family care, a mandatory schedule of respite if caring is intense, and assessment of any economic stresses that may indicate the potential for financial abuse. The managed care team can decline authorisation on health and safety grounds if they are not satisfied that appropriate care would be provided.

Recommendation 8.

 SEQ Recommendation \* ARABIC 4
There should be a capacity for people to recruit and employ their own support workers, subject to the proviso that these should not be close family members, other than when:

· care is intermittent and provided by a non-resident family member

· exceptional circumstances are present and after approval by the NDIA 

· the person is in the family employment trial spelt out in recommendation 8.5.

Recommendation 8.

 SEQ Recommendation \* ARABIC 5
There should be a trial of the employment of family members under self-directed funding to assess its risks, advantages, disadvantages and optimal design, with its wider adoption if the evaluation proves positive. The trial should use an appropriately rigorous scientific approach, drawing on the evaluations used in the United States ‘Cash and Counseling’ programs. For the trial:

· the NDIA should determine that there are low risks from hiring relatives for each family in the trial 

· the individual budget should be discounted by 20 per cent

· support should be initially limited in duration to six months, with continuation of any arrangement for a given family based on a short review

· risks should be carefully managed to ensure appropriate use of funds and to safeguard people with disabilities and carers (recommendation 8.8).

8.

 SEQ Heading2 12
Take-up of self-directed funding and the need for support

The evidence from overseas is that relatively few people initially take up full control of their budgets when it is offered (Vick et al. 2006, p. 2; Carmel Laragy, sub. 84, p. 2), with particularly good evidence on this issue from the UK (appendix E). In England, the take-up of self-directed funding, while modest, is still increasing rapidly. Just over 10 per cent of all people receiving disability supports used self-directed funding, but nearly one in five of carers where they were the responsible person. These international experiences suggest that most people will not use self-directed funding initially, especially in those jurisdictions where arrangements for self-directed funding are in their infancy (such as Queensland). Nevertheless, take-up is likely to grow quickly, especially if people are supported in taking control over their budgets.

Some contributors to low take-up are not problematic. The evidence from abroad suggests that low take-up rates sometimes reflect satisfaction with delivery by specialised agencies. Self-directed funding is not an objective in its own right. If people make informed choices in favour of other arrangements then it should not be a policy goal to persuade them otherwise. 

However, other reasons for low take-up are appropriately the target of policy. These include different levels of enthusiasm for self-directed funding among local authorities and service providers; reticence by frontline disability workers to promote it; lack of awareness that consumer-directed payments are an option; and perceived concerns about the risks to, and compliance costs for, users (Carr and Robbins 2009, pp. 6–7; Adams and Godwin 2008). 

Inertia, uncertainty and lack of confidence may also affect people’s willingness to take up self-directed funding. For example, one participant thought that a short-run cultural obstacle was the learned passivity of some people with disabilities, who were too long accustomed to command and control services:

The disability service system has taught people with disability and their families to be dependent users of services, discouraging initiative and rewarding crisis. The system has often destroyed their dreams for their sons and daughters and until recently, most families have been immobilised in their ability to plan and think about the future because so much of the picture seemed dependent on the whims and changing policies of government. (Joyce Bellchambers, sub. 58, p. 11)

Compliance costs are also a significant issue because users have some responsibilities when they have greater choice and power. If consumers take full control of funding, they would be responsible for hiring any staff they want (section 8.10 and appendix F); ensuring that they have adequate public liability or other insurance; overseeing service provision; and accounting for spending. 

The costs and uncertainty associated with these responsibilities act as a barrier to take-up of self-directed funding (as noted, for example, by Autism Spectrum Australia, sub. 443, p. 19 and Perth Home Care Services, sub. 520, p. 5). This is especially so when many people with disabilities and their carers are exhausted by their existing responsibilities. Moreover, people’s willingness to invest in the upfront costs of self-directed funding (such as learning about obligations to employees) depends on some confidence that they will get funding in later years. This has not been the case in some existing schemes. Wesley Mission Victoria said:

Through our current evaluation of the ISP Funded Facilitation program, we know that people feel uncertainty and anxiety about the continuity of funding — they worry that what they have in their current allocation may be taken away or diminished in the next allocation. (sub. 541, p. 12).

Moreover, a system with too many compliance costs may result in people still using self-directed funding, but not to its full extent. Adam Johnston, who participated in the NSW Attendant Care program (a trial of self-directed funding) said:

My case should stand as an example of the inefficiencies in a system, whereby the recipient of funding declines to proceed with available, additional funding. This is because dealing with my own current personal circumstances and arrangements … is currently easier and less emotionally taxing, than engaging with the bureaucrats of the ACP. (sub. 55, p. 3)

A direct way of increasing people’s willingness to use self-directed funding is to provide certainty about support entitlements through a transparent and rigorous assessment process (chapter 7) and to reduce compliance burdens where they do not undermine public accountability or the safety of people with disabilities or support workers. Reducing compliance burdens for people with disabilities using self-directed funding has the likely added advantage that it will lower the administrative costs of the NDIS. Bits of paper in one part of the system need to be read and processed in other parts, so cutting the bits cuts the costs. 

A further way of facilitating self-directed funding is through effective support and training. 

Effective support and training

The United Kingdom experience suggests that take-up can be improved through better support of people using self-directed funding, and training and commitment by front-line staff in government and other disability agencies (figure 8.2).
 This was view more generally endorsed by Carmel Laragy (sub. 84) in this inquiry and by a range of other participants:

We need more information, training and peer support groups to assist people to make choices and take more control. (Youth Disability Advocacy Service, sub. DR989, p. 1)

Self directed funding options need to include development and implementation of appropriate support mechanisms for people with a psychosocial disability to ensure that they are able to effectively control decision making about their lives. (National Mental Health Consumer and Carer Forum, sub. DR960, p. 14)

For self directed funding to be successful, it is imperative that increased information about how self directed funding could work and could be used be made available prior to and during the introduction of the proposed scheme. Many of the individuals we spoke with were suspicious of the proposal, concerned about fraudulent use and uncertain how this could be applied in their own lives. This reinforces the need for a well equipped information gateway as the one stop information source. (Blind Citizens Australia, sub. DR758, p. 16)

The Arkansas Department of Human Services, responsible for one of the three large experimental trials of self-directed funding in the United States, has argued similarly, observing that offering self-directed funding ‘without the necessary counselling and fiscal services is a recipe for a disaster’ (ADHS 2008). This was why the main US scheme for self-directed funding is structured as Cash and Counseling. Several participants in this inquiry have voiced similar views about the need for consumer supports to implement self-directed funding in an Australian context.
 One noted:

A lot of people with disabilities and families are coming from a background of being disadvantaged, poor, powerless, not used to actually making those decisions. So to expect that people might just jump into a system is, I think, a bit silly. There has to be some of those capacity-building things in place. (Samantha Jenkinson, trans., p. 982)

Figure 8.

 SEQ Figure \* ARABIC 2
How can take-up of self-directed funding be encouraged?

Evidence from the UK experience

	[image: image94.emf]0 20 40 60 80 100

Effective support for

clients

Training & support of

front line staff

Leadership within the

local authority

Positive staff attitudes

National legislation,

policy & guidelines

Accessible

information

Critical Important Helpful

Not important

or applicable

Share of local authorities (%)




Data source: Davey et al. (2007, p. 100).

There are several critical elements of an effective support system. 

One would be adequate support of people using self-directed funding — principally by disability support organisations or other parties contracted to people with disabilities. Where people wanted assistance, it would include helping them to draw up a funding proposal and addressing the main compliance burdens of self-directed funding. The overseas evidence shows that many people would like to self-direct the key elements of their budget — such as hiring their own support workers — but prefer to pay a fee for intermediaries to undertake the ‘red tape’ and administrative aspects of hiring workers or managing and accounting for the funds. This already occurs in some jurisdictions, for example, Allowance Incorporated in the ACT and New South Wales (sub. 130, p. 1) and Western Australia generally. However, it should be an optional feature of the NDIS since some people may not need such guidance. One participant in this inquiry already despaired of being ‘smothered’ by coordinators (Adam Johnston, sub. 55, p. 7).

A second element would be training of local area coordinators and other front-line government agencies in implementing self-directed funding — why it exists, how a plan is drawn up, knowledge about the supports for people with disabilities, and the risks. Drawing on their evaluation of the ISP Funded Facilitation program in Victoria, Wesley Mission Victoria argued that staff needed to be supported in implementing self-directed funding (sub. 541, p. 12). 

However, regardless of whether people use a DSO to provide support during and after the creation of a funding proposal, there are grounds for the NDIA local area coordinators to play a role. They would provide ‘light touch’ guidance and fulfil a safeguarding role, recognising that public funding is at stake and that some people using self-directed funding are vulnerable. 

Self-directed funding in a national disability scheme can draw — with adaptation — on extensive existing practical information and guidelines on how to provide support to all the agents affected by this funding model. Several Australian jurisdictions already applying self-directed funding have released practical guides, including a detailed manual from Perth Home Care Services (2010) and a handbook from the Victorian Department of Human Services (DHS Victoria 2009a). The Tasmanian Government emphasised the need to build on existing approaches in Australia:

Transition to an NDIS would need to recognise the past and existing efforts of state governments in developing innovative approaches to services and funding. This includes self directed services and more autonomy about service choices and funding arrangements. There are examples of good practice currently operating across state disability service systems that could be used to build on, and enhance, future arrangements for disability services. (sub. 1032, p. 14)

In the United Kingdom, the Social Care Institute for Excellence and In Control has produced many different guides to personalisation geared to certain purchases, clients and service providers. The handbook produced in the United States by Crisp et al. (2010) represents an elaborate and pragmatic guide to setting up the appropriate types of supports, and in providing guidance for users, local area coordintaors and service providers. 

There are strong grounds to draw from these existing guides in developing support arrangements for users (and any hosting agencies) and in informing them about how self-directed funding works. Equally, there is already a free, open source, software tool (the CDM or Consumer Direction Module from the US National Resource Center for Participant-directed Services) for administering self-directed funding,
 which could be adapted for Australian use (and which could be made freely available on the NDIA’s website). 

There should be a continued evidence-based approach to reducing the barriers to the use of self-directed funding, as new research shows how different approaches may be effective. As an illustration, a small-scale pilot of self-directed funding in the UK among young people found that practice budgets helped people understand how to set budgets, and that shared experiences among families about self-directed funding plans helped people to realise what was possible and how to set up practical plans (Crosby and Fulton 2007, p. 35). More broadly, it would be critical for a disability scheme to systematically monitor take-up, determine why there may be variations by area, by the severity or nature of the disability, or by other traits of recipients, and then adjust the scheme design and administration accordingly. 

The NDIS will subsidise the use of DSOs (at least initially) whose role, among other things, would be to help people create innovative plans (if they wish this). 

Recommendation 8.

 SEQ Recommendation \* ARABIC 6
The NDIA should:

· inform people with disabilities and/or people who act on their behalf of the various options for self-directed funding

· encourage the formation of disability support organisations to support people in the practical use of self-directed funding

· provide support for people using self-directed funding, including:

· easy-to-understand guidance about the practical use of self-directed funding

· the provision of examples of innovative arrangements

· standard simple-to-follow forms for funding proposals, hiring employees and acquittal of funds

· making people aware of their capacity to contract out the administrative tasks associated with self-directed funding to disability support organisations

· provide training to local area coordinators, service providers and NDIA front-line staff about self-directed funding.

8.

 SEQ Heading2 13
What about the general risks of self-directed funding?

Quite apart from the special risks (and benefits) associated with employment of family members discussed in appendix E, there are many other perceived risks associated with self-directed funding. Since self-directed funding is public money, there must be at least some mechanism to ensure that people spend the money as intended and that there are no other significant risks to people’s safety and wellbeing. Leaving a system without adequate protections against these risks would undermine the integrity of a scheme and threaten its viability and pubic support. As National Disability Services noted: ‘effort needs to be put into avoiding stories of funding mismanagement without being overly prescriptive’ (sub. DR836, p. 17). 

There are many possible sources of general risk from self-directed funding:

· people with disabilities or their families might deliberately or accidentally misuse the funds through theft, or by spending on goods and services unrelated to disability needs, an issue raised by several participants (for example, the Centre for Cerebral Palsy, sub. 290, p. 5; Anglicare, sub. DR799, p. 14). Some people with disabilities have to address addictions and substance abuse problems that may make it difficult for them to handle money directly (though other parties could act on their behalf). For example, there is empirical evidence that 68 per cent of people who experience traumatic brain injury have a history of substance abuse (Headwest Brain Injury Association of Western Australia, sub. 448, p. 6). And, while a small share of people with a disability have come into contact with the justice system, nevertheless some have (Holland et al. 2007; Office of the Public Advocate Queensland 2005; DIG 2009a, p. 110). For these cases, self-directed funding would require careful oversight

· people might exaggerate disability in order to acquire funds. This risk is reduced if funding is limited to disability-related supports identified in people’s funding proposals and if this process is able to detect exaggeration and bracket creep. (Most people do not want unnecessary support, since it is often intrusive, although this would not hold for paid family carers.) Moreover, the strong process of assessment and governance arrangements of the NDIS also aims to control inflated claims (chapters 7 and 9). In particular, these risks could be moderated through systematic data analysis. Under the NDIS, people will be asked about their previous package and the supports they require, as well as many other aspects of their circumstances (such as condition, duration of disability, extent of functional limitations, family circumstances and so on). It would then be possible to develop a model that predicted people’s budgets using this information. If a person requesting self-directed funding was to obtain a budget that, given their characteristics, lay well outside the range predicted by the model, that would require closer scrutiny of their assessed budget 

· people with disabilities and their families are sometimes vulnerable — tired, isolated, poor, and in some cases, unable to complain due to their disability. Overall, rates of abuse of people with disabilities are multiples of those for people without disability (Hayes 2009), indicating their general vulnerability. Data from examination of referrals to the United Kingdom’s Protection of Vulnerable Adults list shows that people with a learning disability were more likely to be abused physically or sexually than those with a physical disability (Stevens et al. 2008, p. 45) 

· on the other side of the coin, paid carers can also be vulnerable without the support of an agency, and may be exploited by people with disabilities 

· some functions of self-directed funding — like hiring one’s own carers — involves relatively complex administrative and compliance tasks that if not performed adequately, may leave the employer or the employee at risk (for example, inadequate workers’ compensation arrangements) or, if funds are poorly managed, under-payment of providers (Glendinning et al. 2008, p. 205) or under-provision of important services

· people may be left with inadequate or no services if self-directed funding arrangements break down (a carer becomes unreliable or leaves), suggesting a need for backup ‘last resort’ services, which have to be funded.

As an illustration of their strength, the perception of such problems by officials and others — particularly of misuse of funding — held back the passage of legislation that would have allowed direct payments in the United Kingdom for a long period (Pearson et al. 2005). It is still a barrier to the practical expansion of self-directed funding in that country. In 2008, survey evidence suggested that more than one third of the social care workforce in the UK believed that the personalisation agenda was the wrong direction for adult social care (Mickel 2009b). More than 90 per cent of local authority social workers were concerned that self-directed funding would make people with disabilities more vulnerable. Similarly, officials in several trials of self-directed funding in the United States were initially anxious that beneficiaries might use the cash benefits to buy alcohol, cigarettes, drugs or gambling products, or that support workers hired under self-directed funding would neglect, exploit or abuse the person with a disability (Doty et al. 2007, p. 383; O’Keefe 2009). 

These latter concerns partly reflect the fact that support workers hired under self-directed funding may be subject to little third-party scrutiny, potentially exposing people with disabilities to greater risks. In the United Kingdom, some people using direct payments have not been required to request Criminal Records Bureau and Protection of Vulnerable Adults checks for people they employ, while this is mandatory for formally employed staff (Stevens et al. 2009). In contrast, specialised services have, in theory, a greater capacity for delivering quality because they have accreditation processes, monitoring of staff and a reputation to maintain, which may not be present in transactions between a household and a paid carer in the informal, largely unregulated market. But ‘in theory’ and ‘in practice’ outcomes may diverge.

Perceptions aside, what is the evidence? 

The evidence about the extent of risks is often anecdotal. In the UK study of individual budgets, there were anecdotes of financial abuse of direct payments (Glendinning et al. 2008, pp. 173–4). The study reported that:

… examples were cited of financial abuse, financial irregularities, concerns about the criminal record of the carer (fraud), deception regarding levels of need, allegations of rape and personal assistants ignoring court injunctions preventing family visits. (p. 175)

For example, one team manager of disability services indicated three or four cases of financial abuse by attendant carers within a four-month period. 

However, while anecdotes indicate that abuse occurs, the systematic evidence suggests that the levels of abuse are low. If anything, the evidence suggests that while people with disabilities are vulnerable, if anything, they are less vulnerable under consumer-directed care arrangements than through those organised by specialised services.

Carmel Laragy (sub. 84, p. 5) noted that in the (Australian) individual funding models she had studied, there ‘was always a high degree of review and no instances of abuse reported’. A Queensland service provider reiterated this point, indicating that of the 165 families getting access to cash payments, there was just one instance where a family did not meet the accountability requirements (Ward, Mamre Association, trans., p. 402). Perth Home Care Services observed that in Western Australia the evidence suggested fewer risks with self-directed funding than traditional agency approaches (sub. 520, p. 7).

Evidence from annual audits of direct payments over a three year period in one council area in the United Kingdom identified one minor case of misuse of funds (relating to taxi receipts). The audit costs to detect this instance were around £165 000 (Poll et al. 2006, p. 85). The third evaluation of self-directed funding in the United Kingdom found a significant improvement in the capacity of professionals to manage risks (around 40 per cent of professionals sampled), while less than 5 per cent considered that risks had worsened (Tyson et al. 2010, p. 143).

A more detailed empirical examination of rates and types of abuse experienced by people with disabilities under self-directed and traditional funding arrangements in the United Kingdom found that the rates of any form of financial abuse was 5 per cent under self-directed funding and 9 per cent under traditional care models. The comparable rates of psychological, physical and sexual abuse for the two different forms were 6 and 13 per cent, 1 and 3 per cent, and 0 and 2 per cent (with the first number of each set being for self-directed funding) (Adams and Godwin 2008, p. 34).
 

Other evidence more generally points to the considerable problems of abuse in specialised institutions compared with informal settings, notwithstanding the quality controls that governments put in place in the former.
 For example, in the United Kingdom, a relatively significant number of complaints of abuse (for the elderly disabled) relate to nursing homes and hospitals, and there are similar concerns 
about abuse in specialised residences for those with an intellectual disability 
(Poll et al. 2006, pp. 94–95).

In the United States, there was likewise little evidence of any systematic exploitation, neglect or fraud associated with self-directed funding, even though the target populations tended to have lower than average incomes. There were very few instances of reported fraud or abuse (of consumers or workers) in the large US Cash and Counseling trials of self-directed funding (Schore et al. 2007, pp. 461–2). Counsellors periodically contacted consumers and their representatives in person and by telephone, and both counsellors and bookkeepers reviewed consumer spending. Only two of 37 New Jersey counsellors reported any incidents and they related to only two people (one of self-neglect and the other for exploitation). Counsellors considered that any agents chosen by consumers acted in the consumers’ best interest in all but a few cases. In this trial, people had the right to enrol in the program without any screening for their suitability, which would tend to increase the risks of abuse. For that reason, the program director in each state had the power to revoke the right to use self-directed funding in the event of abuse or exploitation. Very few consumers had this right revoked (Phillips and Schneider 2007, p. 404).

The trials also revealed that informal carers had far fewer concerns about the safety of the person with a disability where that person was enrolled in self-directed funding (compared with outcomes for a control group without access to self-directed funding). The share of caregivers worrying that:

· a care recipient’s safety was at risk ‘quite a lot’ fell from by between 19 and 14 percentage points (depending on the state)

· there was a significant risk that someone will take the care recipient’s money or other belongings fell by between 5.5 and 7 percentage points 

· a care recipient would face a significant risk of inadequate help fell by between 13 and 18 percentage points (Foster et al. 2005, p. 29).

Cash and Counseling had no adverse (and sometimes positive) effects on objective, care-related outcomes for consumers, such as injuries incurred while receiving care. This is again consistent with higher, or no lower, levels of health and wellbeing outcomes for people with disabilities (Carlson et al. 2007 and appendix E). For example, the incidence of bedsores, urinary tract infections and falls were lower among those using self-directed funding than those in the control group.

A further large US study of the risks associated with consumer-directed care compared with traditional agency services (based on the California In-Home Supportive Services Program) found that self-directed funding was associated with a lower or equal level of risk for people than agency-based care (Matthias and Benjamin 2003). 

Risks for support workers

There can also be risks for support workers, such as low pay, failure to meet statutory employment standards and abuse. However, there is little consistent evidence of low wages, but reasonably reliable evidence that wellbeing of employees is typically better, or at least no worse (appendix E). For that reason, there are no grounds for blocking people with disabilities from employing support workers directly or of excessively regulating their employment. However, there are grounds for some protections (discussed below).

What do the risks mean for policy?

The trade-off between the risks of self-directed funding and the benefits it brings suggests the need for prudent oversight.
 People with disabilities also acknowledge the need for safeguards from misuse and abuse of self-directed funding.
 Risk mitigation should be achieved by:

· assessing the capacity of people to handle their funds before agreeing to direct payments. Scope (sub. 432, p. 19) recommended that the stability of a person’s social situation and health needs should be a condition for eligibility to self-directed funding. Brightwater (sub. DR752) observed that people with cognitive or psychosocial disabilities may not be able to make well-informed decisions by themselves (though that would not rule out assisted decision-making). In the United Kingdom, there is a legislative requirement that people be ‘willing and able’ to manage direct payments (Frontier Economics 2006, p. 55). Some local authorities have explicitly assessed the risks for individuals using Risk Enablement Panels, and these have generally received strong support by care coordinators (Glendinning et al. 2008, p. 177). If a person is perceived as high risk, then management of the funding could be the responsibility of an intermediary, but the person could still determine the decisions about the allocation of funds in accordance with their approved personal plans. DSOs could play such a role in Australia. Local area coordinators would also assess whether a person was coping with self-directed funding
 

· providing information, training and support to people using self-directed funding where it is needed, and clear guidance on appropriate usage of funds, including an understanding that penalties may be applied for misuse (as suggested by Melissa Ryan, sub. 251, p. 9)

· providing avenues for people using self-directed funding to complain to the NDIA about any inappropriate behaviour by providers and to have these investigated (chapter 9 describes the complaint mechanisms)

· ensuring reasonable accountability for funding, with acquittal periods determined on a risk basis, with less frequent acquittals by those who demonstrate proficiency in managing their funds and initially greater supervision for those inexperienced with self-directed funding. People would have to account for most of their expenditure with proof of purchase, but as discussed in section 8.7, a small amount of the individual budget should not require acquittal 

· ensuring that people with a disability and their carers have easy and cheap access to police checks of employees who provide personal services. Such vetting would be required for would-be employees working alone with vulnerable people,
 such as children or adults with intellectual disabilities (chapter 15)

· improving community engagement with people with disabilities (chapter 4). The Disability Advocacy Network Australia pointed out that ‘other measures that are known protectors of people with disabilities from abuse and neglect involve ensuring that the person is well connected to a range of people who care about their well-being including people who are willing and capable of advocating in their interest should the need arise’ (sub. DR1010, part B, p. 22). 

Just as self-directed funding (or any support arrangement) poses risks for people with disabilities, they also pose risks for employees. That suggests provision of information to, and support for, employers to help them meet their obligations to employees, particularly in relation to worker’s compensation (where that applies). It also suggests that there should be measures for employees that allow for mediation, lodgement of complaints and advice. These could address employee/employer disputes, inappropriate behaviour by employers, and issues relating to concerns about unreasonable expectations. For example, the latter might be requests to an untrained attendant carer for clinical services, where an issue of quality or safety arose (Attendant Care Industry Association, sub. 268, p. 8). Finally, one of the considerations in removing a person’s right for self-directed funding would be whether the person had handled any employer responsibilities inappropriately. 

Recommendation 8.

 SEQ Recommendation \* ARABIC 7
Before offering self-directed funding to a person, the NDIA should:

· meet with the person with a disability (and if appropriate, others involved in their care and support), and take account of their experience and skill sets

· use that and any information provided during the assessment phase to determine whether the person and/or their support network are likely to be able to:

–
make reasonably informed choices of services
–
manage the administrative and financial aspects of funding if they wish to oversee these aspects by themselves.
Recommendation 8.

 SEQ Recommendation \* ARABIC 8
In offering self-directed funding, the NDIA should ensure that:

· it reduces the risks of neglect or mistreatment of people with a disability by support workers or other service providers hired by users in the informal sector, by:

–
ensuring easy and cheap access to police checks
–
giving users the capacity to complain to the NDIA about inappropriate behaviour of providers, and to have these investigated
–
monitoring by local area coordinators 

· it reduces the risks to support workers employed under self-directed funding by requiring that they are covered by workers’ compensation arrangements and have an avenue for lodging complaints

· it adopts a risk-management approach for receipting and other accountability requirements, which:

–
requires less accountability for people with low risks or who have demonstrated a capacity to manage their funds well
–
takes into account the compliance costs of excessive accountability measures 

· allows a small component of the individual budget to be free of any receipting requirements

· there is adequate data disclosure, subject to measures to limit unnecessary ‘red tape burden’.

8.

 SEQ Heading2 14
Implementing individualised funding

The grounds for greater self-directed funding are strong. However, national implementation poses challenges. Western Australia already has a well-developed system and Victoria a rapidly developing one. In other jurisdictions, self-directed funding is still in its infancy. The international experience suggests that it takes time to adapt processes for consumer-directed payments and to build up the capabilities in government, service providers and service users for their adoption (Glasby and Littlechild 2009; University of Minnesota 2009). For example, the United Kingdom Government initiated consumer-directed payments through the Independent Living Fund in the late 1980s and introduced direct payments in early 1997. There was a myriad of changes over the subsequent decade to encourage the adoption of consumer-directed payments and to allow greater flexibility for people. Accordingly, there is a 20 year history of evolving arrangements in the United Kingdom, and arrangements are still in flux. It was notable that in the pilot programs for individual budgets in the United Kingdom, the evaluators noted:

The costs and complexities of implementing [individual budgets] alongside traditional resource allocation systems and service provision were major challenges in all sites. Even sites that intended using the [individual budget] pilot to transform the whole of their adult social care provision recognised the need to operate parallel systems for significant transitional periods. Particular concern was expressed about the capacity to offer [individual budgets] while resources were still tied up in relatively long-term block contracts, especially in smaller authorities where overheads were proportionately greater. (Glendinning et al. 2008, p. 23)

Different challenges emerged in the United Kingdom with the Independent Living Fund — the UK’s first cash-for-care scheme (which continues to exist alongside new self-directed funding arrangements like Individual Budgets and Direct Payments). While the Independent Living Fund has had beneficial impacts on people with disabilities (for example, Doyle 1995), a recent evaluation found that people did not understand how their cash amounts were calculated, the decision-making processes used in the scheme, or how they could challenge decisions (Henwood and Hudson 2007). These weaknesses reduced the benefits of self-directed funding — suggesting that the administrative processes used in any self-directed funding arrangement should be transparent and carefully explained. 

In the United States, the story is much the same, with the same perceived challenges. As one study pointed out: 

… individual budgeting requires a degree of fiscal flexibility, accountability and data management capacity that is unprecedented in developmental disabilities services and present significant challenges to states making the changes from traditional methods of funding and service design. (Moseley et al. 2005, p. 264)

Australia can benefit from the experiences of Western Australia, Victoria, the United Kingdom and other jurisdictions in implementing consumer-directed payments to avoid the same drawn out process. 

Nevertheless, it is important not to oversell the capacity for consumer-directed payments to revolutionise care arrangements in the medium run. It is unlikely that take-up will be very high initially:

· people with disabilities and their families will need to become aware that they have scope to be in control of their funding and to understand how the system works. Against an historical background of lack of choice and control, substantial capacity building and support will be required for many people with disabilities and their families. But regardless, many families will never want to undertake these tasks, given their existing workloads, and may well want to exercise choice through the ‘choice of provider’ model described in section 8.1 

· the NDIA overseeing the system would also need to develop accounting systems and other approaches to manage the new system, as would providers. The NDIA would also need to create practical guidance for people to use a system that pushes more administrative costs onto them (for instance, a guide on hiring and firing employees and how to deal with any occupational and health risks). In the early experiences of consumer-directed payments in the United Kingdom, there were cases where recipients faced thousands of pounds of debt because they had unwittingly failed to make the appropriate national insurance contributions for carers they employed (Glasby and Littlechild 2009, p. 16). In a major survey of local authorities in England, the single most important factor aiding direct payments was an effective direct payments support scheme (Davey et al. 2007, p. 100)

· service providers will have to adapt to a system that reduces their certainty of funding (chapter 10). Intermediaries that help people manage consumer-directed payments will need to develop

· service coordinators and local area coordinators will need to take different approaches to decision-making about services for their clients. The evidence from the United Kingdom is that positive staff attitudes and training can encourage take-up, which will take some time to realise (Davey et al. 2007, p. 97). A survey of local authorities in the United Kingdom found that staff training was rated as the second most important factor in implementing direct payments successfully (Vick et al. 2006)

· it will be important to ensure that local area coordinators and disability support organisations provide consistent advice about people’s entitlements and obligations under self-directed funding. Significant inconsistencies emerged in the United Kingdom as they implemented self-directed funding. The British Government developed overarching principles and national legislation, and local authorities implemented it in the field, but often at odds with the national rules. Nearly one in five local government policies indicated that people were unable to employ a close relative living in another household when national policy allowed this, and nearly one in ten local government policies stipulated a maximum amount of direct payments when national guidance stipulated no limit (Tobin and Vick 2004)

· the flexibility that underlies many of the benefits of self-directed funding means that people with disabilities will legitimately make purchases (like attending a football match) that the community may sometimes perceive as inappropriate. Accordingly, there will need to be some reassurance and education of the wider public about self-directed funding (a point made by the City of Playford DDA Community Reference group, sub. 308, p. 4)

· there should be certainty that direct payments to people made under self-directed funding are not treated as income for taxation and welfare purposes, since that would have the unintended impact of reducing the available funding and the incentives for uptake of self-directed funding (appendix F). The Commission recommends legislative change to avoid these problems as self-directed funding is rolled out across Australia. In addition, sometimes people may wish to augment direct payments with private funding, including early release of superannuation. There are reasonable restrictions on obtaining early release, but unnecessarily severe tax treatment of the released funds, which the Australian Government should change (a matter discussed in more detail in appendix F). 

Accordingly, the ‘gradual, step-by-step’ approach recommended by the Centre for Cerebral Palsy (sub. 290, p. 5) is appropriate. However, the speed of adoption of self-directed funding should still be as fast as possible, within the constraints of the development of supports, ensuring administrative efficiency, and safeguarding measures. The development of an evidence base from monitoring and evaluation to inform the ultimate form of self-directed funding will be an important component of its long-run effective implementation — a point emphasised by People with Disability Australia (sub. 524, pp. 30–1).

Recommendation 8.

 SEQ Recommendation \* ARABIC 9
The NDIA should undertake ongoing monitoring of self-directed funding arrangements, with a quarterly report to the board of the NDIA on issues arising from self-directed funding. There should be a full evaluation three years after their commencement to assess any desired changes in their design.

Recommendation 8.

 SEQ Recommendation \* ARABIC 10
The Australian Government should amend the Income Tax Assessment Act 1936 and the Social Security Act 1991 so that the following are not treated as income for assessment of taxes or eligibility for income support or other welfare benefits:

· self-directed funding paid by the NDIA and, in the interim, by state and territory governments

· early compassionate release of eligible superannuation amounts for disability expenditures which meet the criteria set down by the Superannuation Industry (Supervision) Act 1993.

Complementary initiatives

The benefits of self-directed funding can be improved substantially if there are other, complementary policy initiatives to improve the disability system. These are: 

· a reasonable number of competing service providers in the local area (or the prospect of their entry), so there is a genuine threat of moving to another supplier (chapter 10)

· information that allows the purchaser to assess the relative quality of competing providers (chapter 10). As one submission noted: ‘When you don’t know who to turn to or what questions to ask, living across the road from a brilliant service provider would not help’ (Kate Evans and Frank Beard, sub. 278, p. 4). A person could also contract with a DSO to help find the best services when assembling a package of supports

· adequate funding so that people receive the budgets determined by their individual assessments. Were funding to be inadequate, a person would be reluctant to move to another supplier for fear of going to the back of a waiting list, and the service variety and infrastructure available under self-directed funding may not meet people’s reasonable needs. Several participants made this point (for example, National Foundation for Australian Women, sub. 248, p. 11; Uniting Care Australia, sub. 291, p. 14). Moreover, a highly constrained budget would often mean people could only select the absolute necessities of support (an attendant carer, but no funding for community interaction), and could frustrate innovative aspects of self-directed funding.
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� 	While operating like a book of vouchers, the process would not literally require a physical book of vouchers as some participants thought. Rather, it would be an entitlement to supports that people could obtain from accredited providers of their choice.


� 	It may also be desirable for people to use personal support vouchers relatively flexibly so that they could sometimes trade off hours of support during the day for (say) hours in the evening or on a weekend by giving up more of their vouchers for the more costly options. 


� 	Just a sample includes: the Australian DeafBlind Council (sub. 35, p. 12); Ben Lawson (sub. 103); Susan Harris (sub. 190); John Pini (sub. 96); Action for Community Living (sub. 508); Pave the Way (sub. 528, p. 6); NSW Government (sub. 536, p. 75); the South Australian Government (sub. 496, p. 10); Yooralla (sub. 433); and Leisure Connection Association (sub. 306, p. 3). Community consultations undertaken in South Australia found that all participants were in favour of individualised funding or self-managed care (Disability Advocacy and Complaints Service of South Australia, sub. 267). However, some participants were more cautious about aspects of self-directed funding (for example, the Attendant Care Industry Association, sub. 268).


� 	And some participants understood that it would be optional, but that people on the ground may not realize this (Physical Disability Council of NSW, sub. DR832).


� 	These are Direct Payments (the cashed out value of community care services, with the person having full responsibility for purchasing, hiring and any statutory obligations), Personal Budgets (in which people receive a notional budget, but can have administrative and purchasing responsibilities met by local authorities) and Individual Budgets (which are like direct payments, but pool more funding sources into the budget, such as equipment services).


� 	Several participants distinguished between self-directed funding and self-managed funding (Valued Independent People, sub. DR932 and JacksonRyan Partners, sub. DR717). For example, Valued Independent People defined the former as choice intermediated through another party and the latter where people manage the funds directly. The Commission sees self-directed funding as a broad set of options that would encompass these two forms.


� 	In theory, block funding or regulated prices might lead to low prices. 


� 	For example, see Section 28 of the Guardianship and Administration Act 1986, Victoria.


� This was the Home and Community Based Service Physical Disability Medicaid waiver in Kansas in the 2000s (Kim et al. 2006).


� 	Nevertheless, a significant number of people take up the direct payment option (Schultz 2010).


� 	Income support payments act as a safety net for people on low income, rather than as a means for buying specific types of supports. The income is means and asset tested (unlike NDIS packages); is not aimed at purchasing support services, therapies or complex equipment; subject to relatively low ceilings; and, by virtue of the size of the payments must mostly be spent on basic needs, like food, clothing and accommodation. Moreover, quarantining for food and clothing has been introduced for some welfare payments in Australia following concern about the misdirection of payments away from essential purposes (Social Security and Other Legislation Amendment (Welfare Reform and Reinstatement of Racial Discrimination Act) Act 2010, No. 93, 2010).


� 	Economists often regard earmarked income as less valuable to people than untied income precisely because it restricts the capacity of people to make such tradeoffs. However, this is an area of expenditure where welfare outcomes from providing packages as pure income could actually harm the wellbeing and interests of people. This is an important issue in valuing the benefits to people of the package of supports they would receive from the NDIA (a matter examined further in chapter 20).


� 	Such as Valued Independent People (sub. DR932, p. 19), Children with a Disability Australia (sub. DR1007, p. 17) and MontroseAccess (sub. DR684, pp. 4–5).


� 	The fact some might do this need not reflect fraud (though that is a risk), but the desire given the uncertainty about actual future needs to have a buffer amount that can be spent on any option.


� 	Physical Disability Council of NSW (sub. DR832, p. 13).


� 	Perth Home Care Services (sub. DR906, p. 16); WA Individualised Services (sub. DR800, p. 14) and Disability Advocacy Network Australia (sub. DR1010, part B, p. 19).


� 	This model was advocated by several participants, for example, Northcott Disability Services, (sub. 376, pp. 11–12). But it was also seen by one expert in self-directed funding as ‘cumbersome and resource intensive’ because of its detailed planning and review process (Carmel Laragy, sub. 84, p. 5).


� 	Some participants pointed to concerns that self-directed funding would present challenges to creating accommodation infrastructure because suppliers would not be willing to invest without greater certainty about referrals (Disability Trust, sub. 230, p. 1). In other parts of the market, businesses are willing to invest in infrastructure, based on expected demand, if the price is right. So an essential aspect to infrastructure is ensuring that the budget amounts allocated to people reflect the prices needed to induce supply. 


� 	However, in some circumstances, a discount may be appropriate, such as when self-directed funding is used to employ family members.


� 	This was the Medicare Primary and Consumer-Directed Care Demonstration in New York State, West Virginia, and Ohio.


�	An historical exception is the Domiciliary Nursing Care Benefit, a precursor to Carer Allowance, but with little take-up despite its greater generosity (Howe 2007).


�	http://www.dhs.wisconsin.gov/ltcare/Partners/PDFs/famcaregvrs.pdf


� Steve Dowson (a UK-based social care consultant) argued that Direct Payments in the UK had low take-up because it required people to effectively ‘opt out’ of the disability system and organise their packages without much support (sub. DR1034). He saw the Commission’s self-directed funding approach as adopting the same ‘go it alone’ approach, but the Commission proposes a model that would include support, and that would allow people to draw on the strengths of the existing disability system.


� Among others, these included Carer’s NSW (sub. 244, p. 6); Samantha Jenkinson (trans., p. 982); Rhonda Held (trans., p. 409); Wesley Mission Victoria (sub. 541, pp. 11–12); and Maree Ireland (sub. 233, p. 4).


� Among other things, the CDM allows the overseeing agency to keep track of participants in a self-directed funding arrangement (brokers/counsellors, fiscal agents, employees, medical providers, representatives/guardians); maintain case notes; generate spending plans; track participant expenditures; coordinate approvals, denials and appeals; and communicate with all participants.


� 	A flaw in these statistics is that the questions related to ‘ever’ experiencing abuse. One reason people may report a higher abuse rate for traditional services is that they had used such services over a longer period than self-directed funding. Nevertheless, survey evidence that asks people to rate their relative vulnerability in the two systems overcomes this bias. That evidence shows that 77 per cent of people with disabilities felt they were less vulnerable under self-directed funding than under previous traditional support models (Adams and Godwin 2008, p. 39).


� A point made by the Pave the Way Mamre Association (sub. 528, pp. 17–18) and name withheld (sub. 74, p. 11).


� Some participants stressed the need for a balance between risks and benefits, for example, the Councils of Social Service in Australia (sub. 369, p. 7); and Scope (sub. 432, p 19).


� For example, name withheld (sub. 482, p. 5) and consultations by the Disability Advocacy and Complaints Service of South Australia with up to 50 people with disabilities (sub. 267, p. 11 and attachment).


� 	The Australian Federation of Disability Organisations (sub. DR982) argued that it would violate the UN Convention of the Rights of Persons with Disabilities were funding only to be available to people who could meet the risk criteria. However, this fails to recognise that poor risk management could easily harm the person with a disability, contrary to the goals of the UN Convention to protect their interests.


� Such employees would need to be distinguished from one-off employees. That could be determined by any contract period or where the person was covered by the full employment arrangements described in section 8.10.
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