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Assessing care and support needs

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

	· The assessment process would:

· assess the nature, frequency and intensity of an individual’s support needs, regardless of how these might be met. While the process would be person-centred and forward looking, it would be focused on what was reasonable and necessary

· consider what willingly and reasonably could be provided by informal carers. Informal carers who met a large share of a person’s support needs would receive their own assessment if they wish

· translate identified needs into a person’s individualised package to be funded by the NDIS, after taking account of natural supports.

· The NDIS would periodically re-assess people’s needs as their circumstances changed, especially at key transition points like leaving school, getting a job, moving out of home, or losing a natural support.

· A coherent package of tools (a ‘toolbox’) should be employed to determine the support needs and funding for a person covered by the scheme. Different tools would be suited to particular needs for support (for example, the need for aids and appliances compared with attendant care). Any tools used by the NDIS should be rigorous, valid (testing what they purport to), reliable (giving consistent results) and cost-effective. 

· Governments should not delay implementation of the scheme in the absence of ‘perfect’ tools. The NDIS would use the best available tools in its initial stages, with the later development of better tools. 

· Excessively tough use of the assessment tool would be unfair, but ‘loose’ use would threaten scheme sustainability. To guard against both:

· assessments would be conducted by allied health professionals approved or appointed by the NDIA and trained in the use of the tools. They would be continually assessed for their appropriate use of the assessment tools

· the assessments would not be ‘rubber stamped’. Prior to making budgetary decisions, the NDIA would confirm that the particular assessment followed the appropriate protocol, and was consistent with a ‘benchmark’ range of assessed needs for other people with similar characteristics. Deviations outside the norm would require further investigation

· any tools employed would be continually monitored and refined.
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Introduction 

One of the primary functions of the NDIS will be to provide individualised, funded supports. A robust process for determining who gets what will be critical for both scheme users and administrators. The assessment process must provide a reasonably close estimate of a person’s support needs and the resource allocation to achieve them. It should avoid being too generous or too tough. The process must be fair, rigorous and safeguard against exaggerated claims of support needs.

At the most general level, the assessment process will be about identifying the supports that would allow a person to fulfil a range of functions, such as participate in their community in keeping with personal goals and aspirations. However, there are many issues to resolve regarding the design of the assessment tool(s) including:

· what is being assessed, and across what ‘domains’ or range of life activities (section 7.2)

· the purpose of the assessment process beyond indentifying an individual’s support package (section 7.3)

· desirable features of assessment tools, such as validity, reliability and rigour (section 7.4).

Having regard to the intended role of assessment tools in the context of a NDIS, it is useful to then consider:

· the range of tools currently available (section 7.5) 
· whether a single tool will be universally appropriate or whether the scheme should employ a ‘toolbox’ (section 7.6).

The remainder of the chapter considers a range of issues relating to the tools’ use, such as:

· who should conduct assessments (section 7.7) 

· when, over the course of an individual’s life, assessments should take place (section 7.8) 

· whether carers should have their own assessment (section 7.9) 

· how a ‘typical’ assessment process might work, and the importance of calibration and checking to ensure fairness and scheme sustainability 
(section 7.10)

· how to ensure that tools are applied rigorously, including safeguards and processes for adapting and refining them over time (7.11)

· the transition to a fully developed toolbox (section 7.12).
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What is being assessed?

Needs, wants and aspirations

An obvious first question to pose with respect to assessment is ‘what is being assessed’. The scheme should meet reasonable needs (chapter 5). Broadly speaking, Victoria’s Transport Accident Commission (TAC) and the NSW Lifetime Care and Support Authority (LTCSA) have this as their objective. In these schemes, the assessment process focuses on needs rather than wants. The TAC for example, states: ‘The needs of every person are different, and the TAC looks at each case individually when determining what to pay’ (TAC 2011). While the NSW LTCSA notes that ‘you will get what you need, not things that are simply nice to have’ (LTCSA NSW 2011).
But defining and determining ‘need’ is by no means straight forward. There is a danger that people will ratchet up their claims for support by presenting wants as needs.

The United Nations has noted the complexity involved:

Defining and determining need is easier said than done. It is not value-free, as who determines it, how it is determined and for what purpose it is done, will all affect the outcome. Neither the methods used to identify needs nor the concepts of social needs have been clearly defined. (ESCAP 2003)

A similar view was put by Anglicare Australia:

Throughout the social policy and justice histories needs have played an integral role for the planning and development of policy and program responses. However over the course of those histories there has never really been a consensus on what needs are and there is even more contention over the derivation of particular types of needs. (sub. 594, p. 6)

A number of academics such as Maslow (1954), Harvey (1973) and Bradshaw (1972) have attempted to ‘unpack’ the concept of need. Of those, perhaps Bradshaw’s work is the most informative from a social policy perspective. Bradshaw distinguishes between four types of social needs — normative, felt, expressed and comparative (box 7.1). This framework is relevant in disability policy. As Anglicare observed:

… the needs identified by Bradshaw, particularly perceived [felt] and normative needs resonate most closely with the types of need identified by Anglicare Australia network members. (sub. no 594, p. 6)

Do not delete this return as it gives space between the box and what precedes it.
	Box 7.1
Unpacking the concept of need

	Bradshaw’s framework involves four different ways of thinking about ‘need’.

Normative need is defined by reference to ‘appropriate’ standards or required levels of services or outcomes determined by expert opinion. Individuals or groups falling short of these standards are defined as being in need. But normative need is by no means absolute, as Bradshaw observes, normative need ‘may be tainted with a charge of paternalism’. Moreover, experts may have different and possibly conflicting standards.

Comparative need is determined by comparing the resources or services available in one area — be it a community, a population group or individual — with those that exist in another. A community, population group or person is considered to be in ‘need’ if they have say more health or social problems, or less access to services, than others. The main problem with the concept of comparative need are its two underlying assumptions — first, that similarities exist between the areas and second, that the appropriate response to the ‘problem’ is to align service levels. This need not hold true, for example, when both areas experience chronic shortages for a particular service.

Felt need has a subjective element and is defined in terms of what individuals state their needs to be or say they want. It can be defined easily by asking current or potential service users what they wish to have. But felt need by itself is generally considered to be an inadequate measure of ‘real need’. For example felt need can be inflated by users’ own high expectations.

Expressed need is defined in terms of the services people use. It is based on what can be inferred about a person or a community by observing their use of services (or waiting lists for services). A community or person who uses a lot of services is assumed to have high needs. While a community or person who does not, is assumed to have low needs. But expressed need is influenced by the availability of services — a person cannot use or put their name down on a waiting list for a service that is not offered. 

	Source: Bradshaw (1972).

	

	


Taking account of aspirations

While the assessment process would primarily be about assessing an individual’s needs, it should not disregard their aspirations. The Commission sees merit in the approach employed in the United Kingdom whereby:

The purpose of a community care assessment is to identify and evaluate an individual’s presenting needs and how these impose barriers to that person’s independence and/or well being. Once eligible needs are identified, councils should take steps to meet those needs in a way that supports the individual’s aspirations and the outcomes that they want to achieve. (UK Department of Health 2010, p. 20)

The intention would be to assess ‘reasonable and necessary’ support needs, but within this objective, the assessment process would consider people’s aspirations. There was some support for this approach among participants:

Valued Independent People support the Commission’s findings that assessment should be focused on needs and in particular, reasonable needs. We agree with the Commission’s findings that individual’s aspirations should also be taken into account. (Valued Independent People, sub. DR932, p. 9)

Aspects of life 

Individuals lead multi-faceted lives and so a second question to consider is how broad ranging the assessment process should be. Many assessment tools are designed to provide a rounded picture of an individual’s needs and related circumstances. The tools themselves are a collection of scales and questions, which are often grouped in common or related life areas referred to as ‘domains’. Examples of domains that are potentially relevant for assessing care and support needs include, but are not limited to, self-care, mobility and communication.

The International Classification of Functioning (ICF) — the World Health Organisation’s (WHO) framework for measuring health and disability at both individual and population levels — lists nine ‘activities and participation’ domains of relevance:

· communication — communicating by language, signs and symbols, carrying on conversations, and using communication devices and techniques

· mobility — walking, running or climbing, changing location or body position, carrying, moving or manipulating objects, and using various forms of transportation

· self-care — attending to one’s hygiene, dressing, eating and looking after one’s health 

· domestic life — carrying out everyday tasks such as acquiring necessities (like a place to live and goods and services), preparing meals, caring for household objects and assisting others

· interpersonal interactions and relationships — relating with strangers, formal and informal social relationships, family and intimate relationships 

· learning and applying knowledge — learning, applying the knowledge that is learned, thinking, solving problems, and making decisions
· community, social and civic life — engaging in community, civil and recreational activities 

· general tasks and demands — carrying out single or multiple tasks, organising routines and handling stress

· major life areas — carrying out responsibilities at home, work or school and conducting economic transactions.

Each of the nine domains (for example mobility) consist of facets or blocks (such as walking and moving) within which are nested groups of second, third and sometimes fourth-level categories (figure 7.1).

Figure 7.
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The International Classification of Functioning, Disability and Health

Activity and Participation Domains (showing the details behind one heading ‘mobility’)
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Source: The World Health Organisation, ICF Online, http://apps.who.int/classifications/icfbrowser/.

The ICF is a comprehensive and robust framework not an assessment tool itself. The WHO (which developed the ICF) noted that:

The ICF is impractical for assessing and measuring disability in daily practice; therefore, WHO developed the WHO Disability Assessment Schedule (WHODAS 2.0) to address this need. (Üstün et al., 2010, p. 3)

The implication is that rather than replicate all elements of the ICF framework, any assessment tool would incorporate the best mix of indicators or relevant domains of need. The preferred assessment tool(s) would still be consistent with the overarching ICF framework. 

In addition to encompassing elements of self-care, communication and mobility, the assessment process should include aspects of learning and applying knowledge, and community and social participation. To do otherwise, might mean the support needs of some individuals were systematically overlooked:

Many in the Autism population frequently experience problems with assessment instruments that overestimate their abilities and underestimate their need for assistance. This is largely because measures of mobility and communication that form the basis of many tools do not pick up (and are not designed to measure) the severe and disabling impact of Autism on daily functioning. There are many people with Autism who have no problems with mobility or spoken language (have a normal IQ) but are severely impaired in their ability to synthesise information, to understand their social environment or to make informed decisions. They remain very vulnerable individuals in need of continuing support to function in daily life. The Autism Association is greatly concerned at the potential for an assessment tool that will under-estimate the needs of the Autism population or, indeed, exclude them from eligibility for support. (Autism Association of Western Australia, sub. DR795, pp. 2-3)
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What is the purpose of the assessment process? 

As Owen et al. (2005) noted, ‘Assessment is a valuable intervention in its own right, and is not just the entry point into service provision’. The assessment process can provide an opportunity for individuals to articulate their care and support needs, identify issues that need to be addressed in any personal plan, and be used to collect data. Indeed, in the context of a NDIS, the assessment process will fulfil a number of functions.

Determining whether an individual would receive individualised supports

A short upfront module would establish whether an individual would receive NDIS‑funded, individualised supports (figure 7.2). This stage would be waived for some sources of disability that resulted in significant and unambiguous care and support needs — such as quadriplegia, Down syndrome and neural tube defects — or where the scheme had already identified opportunities for cost-effective early interventions across a group of individuals. Having this initial assessment would reduce overall costs as some people will not be entitled to individualised supports and will not require more extensive assessments. (Tier 2 services may be more appropriate for their needs.)

Determining the service offering 

A comprehensive component would consider the supports that would allow a person to fulfil a range of functions, such as participate in their community. This component would be supports driven, and so would not solely focus on an individual’s diagnosis or what they cannot do.

Assessments would be person-centred, taking account of people’s unique circumstances. Consistent with the ICF framework, the assessment process would identify support needs across a range of life activities, and would take into account the interactive effects of an individual’s health condition (and impairment), their desired activity and their context (including environmental and personal factors).

The assessment process would identify the type, intensity and frequency of support needed, regardless of how these needs might be met. Moreover, assessments would provide a dynamic account of an individual’s support needs, including having regard to fluctuating needs and anticipating changes that can be expected to occur. (For example, as the result of skills development, ageing, or a health condition that is progressive.)

Determining what reasonably and willingly could be provided by unpaid carers and the community 

At present, informal care, such as that provided by unpaid family carers and friends, accounts for the overwhelming majority of hours of care provided. Access Economics estimated that the total value of informal care amounted to around $30.5 billion in 2005.
 No scheme is likely to fund the full cost of this care, so natural supports will remain an important part of the care and support response. 

But informal care arrangements need to move to a more equitable and sustainable footing. The pressure on carers should be lessened by more and better services. This approach is consistent with that advocated by the House of Representatives inquiry into better support for carers:

Importantly, the Committee understands that with adequate levels of appropriate support in place, most carers wish to continue to provide care for as long as they feel able to do so. It is therefore in the best interests of all concerned — carers, care receivers, governments and society — to share the responsibility of providing care more evenly. If realised, this will allow carers and their families to participate more fully in society through engagement with education, employment and social activities. (SCFCHY 2009, p. x)

Under the NDIS, the focus would be on supports that could be reasonably and willingly provided by unpaid family carers and the community. For example, it would not be reasonable to expect elderly carers to provide the bulk of the support, but it would be appropriate (in most instances) to expect parents of a young child to provide ‘passive’ overnight support and for a reasonable period during the week, as this is what all parents do for their children. 

In gauging a person’s appropriate natural supports, the assessment process should have regard to:

· how much unpaid support is currently being provided or is likely to be provided

· the impact on family members, including young carers and other current or potential carers providing support

· the level of care and support (if any) current or potential carers want to provide.

The question of whether carers should receive their own assessment is addressed later in this chapter.

Determining an individual’s budget

The assessment process will need to identify a budget associated with meeting the assessed needs of individuals (after taking account of any reasonable natural supports). Crucially, there would be an obligation for the system to deliver the funding determined by the independent assessment. This feature is an essential element of avoiding the chronic underfunding that has beset past allocation systems.

An individual’s budget could be derived, through a ‘bottoms-up’ approach, by costing all of the support needs identified by the assessment process (after taking account of natural supports). As a very simple example, were a person assessed as needing 10 hours of attendant care per week, but their partner was happy to provide two hours, and the cost of attendant care was $30 per hour, their budget would be $240 per week (8 hours x $30 per hour).

As budgets will be attached to assessments, it will be important for the scheme to monitor patterns in assessments to test whether these reveal any unwarranted cost pressures (for example, those arising from defects in the assessment tool or permissive use of the instruments). (The need for, and benefits of, systematic checks are discussed further in section 7.11.)

Determining suitability for self-directed funding 

The assessment phase would substantiate the capacity of the person or carer to self-direct funds. This would not be a feature of the assessment tool per se, which would be about identifying needs, but would be part of the interaction with the person with a disability during the assessment phase.

Providing a referral to other schemes 

Under the current fragmented system, many programs have unique eligibility criteria and assessment systems. But as a number of participants have remarked, this often results in people contacting several agencies or service providers to request a service, providing their personal details, explaining their circumstances and being assessed multiple times (chapter 2). Bringing specialist disability services under a single umbrella, the NDIS, will go a long way to reducing this fragmentation and the consequent need for overlapping assessments. 

However, the care and support needs of people with a disability are broad-ranging, and the NDIS is not intended to address all of them. There are good reasons for the scheme to focus on disability specific needs, with mainstream services such as education and employment remaining outside its scope (chapter 5). But the ongoing distinction between specialist and mainstream services should not make for an overly complex system in which assessment effort is duplicated. Rather, assessments should be portable across the system — subject to protection of privacy — so that people do not have to repeat information for different providers or government agencies.
Where there is extensive overlap in the nature of information being provided, the NDIS should reach agreement with other departments or agencies to either act as the sole assessment point, act as a point of referral or to share information, subject to strict privacy safeguards. The following examples illustrate some of the different ways in which this could be put into place:
· The NDIS acts as the sole assessment point and agent — say the information collected via the NDIS assessment was sufficient to also establish that an individual was entitled to a disability parking permit, the NDIS could act as an agent for state and territory road authorities and issue the permit. 

· The NDIS acts as the sole assessment point and provides a referral — say the information collected via the NDIS assessment was sufficient to establish that an individual was also entitled to a disability parking permit, the NDIS would provide a referral and state and territory road authorities would issue the permit without undertaking an assessment of their own.

· The NDIS shares information with other departments and or agencies and government-funded service providers subject to strict privacy safeguards — say the information collected via the NDIS assessment partly satisfied the information requirements for a disability parking permit, such that further information was needed. The NDIS would share the relevant information with state and territory road authorities, who would then add to it in order to satisfy their own requirements. State and territory road authorities would then issue the permit.

The NDIA and mainstream providers should identify opportunities to employ these and other models for information sharing, in order to reduce the paperwork burden on people with disabilities. 

Providing data for program planning and cost management

Administrators of the scheme need to establish whether costs and revenues are in tune and, if not, the best response. They need to know what is safe, what works, for whom, when and how. They need to know whether the benefits of given services and interventions are worth the costs. The assessment process would be an important source of data for program planning, high-level reporting, monitoring and judging the efficacy of interventions. It would also assist in forecasting the likely long-run liabilities for the scheme — a major focus for the management and sustainability of the NDIS.
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Desirable features of assessment tools 

There is no universally agreed tool for assessing the care and support needs of individuals. There is however, reasonable consensus about the attributes that any assessment tool must have. These include validity, reliability and rigour.

Validity and reliability

In order for assessment tools to be generally considered effective, they must be both valid and reliable. The key aspect of assessing validity is to pose the question: ‘What is the tool for?’ and ask whether it meets that purpose. For example, in the context of an NDIS, the assessment tool is not intended to measure needs per se, but needs that must be funded by the scheme. 

Validity is measured in a number of ways, including by reference to a gold standard measure which has been used and accepted in the field. Another related aspect is the responsiveness of the tool or its capacity to detect change in a person over time. This is an important feature in the disability care and support context, as individuals’ needs change. 

A reliable measure is one that measures a construct consistently across time, individuals, and situations. A good measure should produce consistent results when the test is repeated within a reasonably short space of time (test-retest reliability) and when different assessors use the instrument to assess the same individual (inter-rater reliability). In order to be valid, a measure must be reliable, but the converse need not be true (box 7.2). 

Do not delete this return as it gives space between the box and what precedes it.
	Box 7.2
Making sense of ‘reliability’ and ‘validity’ with examples

	Just because a measure is quite reliable, this does not also make it valid. Take for example a metre long ruler, but assume instead that the ruler is in fact 120 cm long. Every time the ruler is used to determine the height of a person or object, it systematically underestimates height by 20 cm for every metre. A child, for example, who according to this measure is one metre tall, would actually be 120 cm tall. 

But this error does not affect the reliability of the ruler. The results would be quite consistent if repeated a number of times (test-retest reliability) or if several different people used the ruler to measure a given person or object (inter-rater reliability) despite being obviously incorrect. In short, this particular ruler would provide a quite reliable but totally invalid indication of height.

	Source: Adapted from Carmines and Zeller (1979).

	

	


Aside from validity and reliability, there are a number of other factors to take account of in establishing a tool’s suitability. Guscia et al. (2006a) identify susceptibility to manipulation, completion time, assessor training requirements and ease of administration more broadly. Owen et al. (2005) also highlight ease of administration and applicability. Finally, in the context of an NDIS, a tool needs to be nationally consistent. 

Rigour

As Harries (2008) notes, a dilemma for funding bodies in the context of individualised funding is that some individuals will overstate the extent of a disability in order to receive increased levels of funding. (This need not be by the person with disability. Under current arrangements, for example, service providers might face an incentive to overstate people’s needs to get more funding.) In some cases, people might be conscious of what others receive and may inflate their own claims.

An Australian study conducted by Guscia et al. (2006b) investigated whether assessment tools obtained different results for different purposes. They found that the assessed support needs of individuals were much greater when they were assessed for funding purposes compared to when they were assessed for research purposes. 

There are a number of ways to reduce the risk of such ‘gaming’. These include the use of professional assessors, careful calibration and gatekeeping and the monitoring of data. But the choice of tools can also affect the scope for gaming. Harries (2008) notes that the use of objective and auditable measures of need can reduce the risk of gaming. It has been suggested that the use of objective functional measures are potentially less susceptible to manipulation and therefore may be more appropriately suited to funding purposes (Dyson et al. 2000 as reported in Guscia 2006a and Harries 2008).

Where people receive an entitlement to supports rather than a budget to purchase those supports, the incentive to overstate needs is reduced. For example, a person would face little incentive to exaggerate their need for assistance in showering, if that only resulted in more showers (rather than a bigger budget).

Applicable

Applicability refers to whether the tool can be applied to a particular target group. Some tools for example, target particular disabilities such as intellectual disability, while others target people of certain ages, such as children. Given the target population of the NDIS (chapter 3), the assessment tools will need to be applicable for individuals of different ages and with a wide range of levels, types and combinations of disabilities.

It is important that any tool not unfairly discriminate against people from Indigenous or ethnic communities. As noted by The Victorian Equal Opportunity and Human Rights Commission, ‘assessment tools and processes must be culturally robust’ (sub. DR885, p.3).

A number of participants raised concerns about the applicability of assessment tools. They were worried that the assessment tools employed by the NDIS would fail to capture fully their particular needs.

The Commission considers that the NDIS should only use a tool to assess the needs of particular groups where its reliability and validity have been established for that group. Recognising the importance of applicability, key groups have already been working with the developers of assessment tools. For instance, the Royal Society for the Blind is currently working with the University of Adelaide on the D-Start Assessment Trial (sub. DR826, p. 13).

Practicability

Practicability refers to the ability of a tool to be applied in a given situation or context (Owen et al. 2005). In the case of a NDIS, a tool will be used for both screening prospective users and determining an individual’s package of supports and the budget associated with meeting those supports. In the first instance, a tool that is quick and easy to administer might be preferred. In the second, given the complexity of the task and the need for the outcome to be highly valid and reliable, it would be appropriate for the scheme to invest relatively more time and/or effort in undertaking the assessment. This suggests a role for either a hierarchical tool or multiple tools (section 7.6).

The skills required by staff that implement the tool also affect practicability. A tool that is easier to administer and requires less training of staff, while still producing reliable results, may be preferred to one which requires extensive training of assessors by accredited trainers. 

User fees and copyright

Increasingly, the developers of tools are charging license fees for their use. Given the number of people who may receive individualised supports under the NDIS (around 411 000) and the regularity with which assessments will occur, whether a user fee must be paid each time the assessment tool is used will be a consideration. Hence, in its draft report, the Commission suggested that any tool should be in the public domain. The Centre for Disability Studies argued quite strongly that this was an unnecessary (and potentially problematic) criterion:

The majority of national and international jurisdictions do not make publically available the algorithm that is used to compute assessment scores into resource allocations.  As much as greater transparency is required in the public arena regarding how resource allocations are made, if it is widely known how items in an assessment are weighted in a funding allocation algorithm, then potentially it is easier for people to inflate their scores to gain maximum funding in the required areas and it may/may not be detected that they are gaming on the assessment process.  Although there are examples of people returning funding not required, it is also well known that other situations exist where persons or case managers have exaggerated support needs in order to receive higher funding when resources are scarce, and cases where everyone seeking services through particular service providers are scored in the high or very high brackets. (Centre for Disability Studies, sub. DR992, p. 4)

The Commission agrees that an assessment tool need not be in the public domain. But considers that, over the longer-term, the NDIS should oversee the development of its tools (and ideally hold copyright), since such tools effectively determine resource allocation and because the NDIS would have the best evidence for their ongoing development. The tools should also be made available at no cost to researchers wanting to develop them further.

Efficiency

An efficient tool is one which collects sufficient information to assess support needs in the most economical manner. Assessing need can be time consuming and costly for an agency and the individual and family concerned. It is generally considered best to use the shortest tool available that still meets appropriate standards of reliability and validity. 

Nationally consistent

Under existing arrangements it is relatively common to find instances where individuals with similar support needs in different states (and even in the same state) receive quite different care and support packages. (The reasons for this are discussed fully in chapter 2.) Not only is this situation inequitable, it hinders people’s ability to move between states. Substantially increasing the quantum of disability funding would not resolve these problems. Recognising this, governments have stated that they will move towards a national assessment model.

There are (at least) two options for achieving greater national consistency and enabling portability. The first involves setting national guidelines for a common assessment approach. Guidelines might list criteria for choosing tools, include a requirement that tools be able to produce core summary data or information, or outline a preferred assessment process. This resembles the option employed in the United Kingdom. But it is not clear that this response has resolved their portability and inter-jurisdictional equity concerns:

People with the same needs receive different levels of care depending on where they live. Local authorities across England use the Fair Access to Care Services (FACS) guidance, issued by the Department of Health, to assess and determine eligibility for services; this aims to make such decisions more transparent. However, different authorities interpret the FACS criteria differently and so they differ in the levels of need they support. Some authorities provide support for care packages for people with moderate or higher levels of need, whereas some only provide support for the higher levels. (UK Green Paper 2009, p. 42)

The second approach builds on the first, but also specifies a ‘toolbox’ that would be employed nationally. The Commission favours this approach, since it would ensure more equitable access to nationally funded support services and allow portability of funding across borders when people move.
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The current suite of assessment tools

There has been little investment within Australia in the development or refinement of assessment tools that provide a rounded picture of individual’s needs across a range of support types. That is because there has been little incentive to do so — the fractured and highly rationed nature of the system means individuals are typically assessed for a narrow subset of services, and assessed need does not translate into entitlement. That said, all governments have agreed to simplifying and improving the consistency of assessment processes and some jurisdictions have recently begun developing and piloting new tools. 

The process of starting from scratch to develop a new assessment tool in any field is time-consuming and expensive. As Owen et al. explain:

A large pool of draft items needs to be written. These need to be tested in a pilot study. The best items are then selected on their psychometric performance, the structure of the tool is analysed to ensure it covers the necessary domains, including reliability, validity and norm development. (2005, p. 21)

Where possible, it makes sense to use existing tools that capture the life areas or domains of interest. 

There are well regarded tools that could be employed by the NDIS for assessing certain needs (table 7.1). Though generally, these tools focus on a narrower range of supports than will be offered by the scheme. For example, they do not typically assess home and car modification needs. 

Moreover, some tools focus on a narrower subset of disabilities than is relevant for the scheme. The Functional Independence Measure for example, is designed primarily to be used in rehabilitation settings, while the Supports Intensity Scale is targeted at assessing support needs of individuals with intellectual disability. Both I‑CAN and D-START are intended to assess the needs of a broader group of individuals, though both are still in the relatively early stages of development and are not yet widely used. More detailed descriptions of the main support need assessment tools can be found in Appendix B. 

Table 7.
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Summary of relevant assessment tools

	Tool
	Intended purpose and target population
	Life areas or ‘domains’ covered
	Ease of administration
(assessment time)
	Current use

	D-START
	Assess needs, capabilities and aspirations of people; resource allocation

Adults with different types, levels and combinations of disability
	· medical and health

· activities of daily living

· behaviour

· functional skills

· personal risk

· environmental factors


	Hierarchical model with short and long assessment options

Mainly for use by trained assessor

(45-90 min)
	Being trialled by the South Australian Government

	FIM
	Assess an injured person’s function 

Adults in rehabilitation settings. (Wee-FIM caters for children) 
	· self-care

· sphincter control

· locomotion

· transfers

· communication

· social cognition 
	Trained assessor with some clinical qualification (medicine, allied health, nursing)

(around 30 min) 
	Used internationally  

	I-CAN
	Assess and report on the support needs of people with intellectual or multiple disabilities

(the developers are currently investigating the tool’s application to those with traumatic brain or spinal cord injury)
	· physical health

· mental and emotional health

· behaviour 

· health and support services

· applying knowledge

· communication

· self-care, domestic life

· mobility

· interpersonal relations

· life long learning

· community and social life
	Trained facilitator guides a semi-structured group self-report process

Hierarchical model with short and long assessment options

(30-120 min depending on complexity of need)
	Currently used by some NGOs and by teams within government in some states  


Continued next page

Table 7.1
(Continued)

	Tool
	Intended purpose and target population
	Life areas or ‘domains’ covered
	Ease of administration
(assessment time)
	Current use

	ICAP
	Assess adaptive and maladaptive behaviour to determine type and amount of support needs

Can be used for determining eligibility, planning and in funding reports
	Adaptive and maladaptive behaviour with the former covering:

· motor skills

· personal living skills

· community living skills

· social and communication skills
	Assessor requires no formal training but should self-study manual 

(20-30 min)
	Widely used in the United States

	SIS
	Assess frequency, type and duration of support needed. 

Adults with intellectual and developmental disabilities
	Behavioural, medical, and life activity with the latter covering

· home living

· community living

· lifelong learning

· employment

· health and safety

· social activities

· protection & advocacy
	Staff resource use is intensive. Trained staff required for reliability

(1 hour but can be up to 2.5 hours) 
	Used by several states in the US and  a number of Canadian provinces as well as in around 14 other countries

	SNAP
	Measure the support needs of individuals with different disability types and levels of severity in receipt of accommodation and day support services
	· personal care

· physical health

· behaviour support

· night support

· social support
	Assessor requires no specialised training but must have good knowledge of the person

(10-20 min)
	Has been used in NSW to guide funding of residential and day support services, and was trialled by the South Australian Government
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A single tool or a ‘toolbox’?

The assessment process will need to be applicable for individuals of different ages and with a wide range of levels, types and combinations of disabilities. However, as noted in the previous section, many current assessment tools tend to be developed on the basis of a single disability type (such as intellectual disability) or service type (such as attendant care or home modifications) and so lack the flexibility or breadth of coverage required by the NDIS. A simple and common response to this problem is to employ a toolbox rather than a single tool. 

In order for this model to work effectively, a thorough benchmarking and mapping process would be required. The aim being to ensure that all relevant activities were covered, that there was no overlap, and that where individuals were assessed for the same support using different tools, the outcome was equitable. The assessment process must be both coherent and equitable if it is to gain broad user acceptance.

While this approach may appear disjointed, it is preferable to a situation in which the ‘tool is made to fit the task’ and reliability and validity are sacrificed. There was support for the idea of a toolbox:

ANGLICARE Sydney welcomes the toolbox approach. People with disabilities are a diverse group, including within sub-groups of disability. One tool will never address all people’s support needs even within the one sub-group. A toolbox approach would allow an assessor to access a range of profiles/questions that suit the person being assessed. ANGLICARE Sydney’s experience… has shown us that one tool does not fit all… We have one assessment tool that has a number of profiles however they don’t always address the support needs of the client. These needs are usually drawn out in conversation and rapport building by the case-manager. (Anglicare Sydney, sub. DR799, p. 11)

PHCS agrees that good assessment practice is complex, and that it likely takes the form of a suite or a ‘toolbox’ rather than a single assessment tool.  As the draft report describes, there are many tools currently available both in Australia and internationally.  Every person is different and should be at the centre of any kind of assessment suite is used. (Perth Home Care Services, sub. DR906, p. 5)
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Who should conduct assessments? 

Who conducts needs assessments can have big implications for both the reliability of the results and the extent to which an individual seeking support feels that they are central to the process. Typically, assessments of need have been conducted by trained assessors. Almost all of the tools outlined in section 7.5 are administered this way (though some have self-report elements). The evidence shows that this produces higher rates of reliability. 

But self-assessment is increasingly being advocated as a way of actively involving and empowering service users. And a number of participants in this inquiry have called for its use:

It is essential that a self-assessment tool be developed, to enable people with disabilities to identify the supports they need in order to fulfil their goals and to participate in society. (Madden et al., sub. 493, p. ii)

[The] Level of funding for individual disability support should be determined through a self assessment approach. (Physical Disability Council of Victoria, sub. 534, p. 5)

While self-assessment is widely advocated, it is not clearly defined or understood. In its simplest form it refers to:

An assessment that is completed by the subject of the assessment without the immediate involvement of professionals, or a professionally employed layperson. (Griffiths et al. 2005, p. 17)

But beyond this, there is little agreement among researchers or practitioners about its precise meaning. Griffiths et al. proposed that self-assessment of care needs must have, as a minimum:

· self report as distinct from examination or observation

· self completion by the individual concerned rather than by a professional, layperson or family member

· self as the beneficiary of the assessment as distinct from provision of a survey response for population needs assessment.

Self-assessment has been used in many ways and for many groups of people. As Madden et al noted that is a long history of using self-reported data in Australia:

The development of new processes and tools … should draw on Australian statistical experience, and on new developments around the world. For three decades Australia has relied on statistics reflecting self-reports of the need for assistance and indeed the PC relied on these data in preparing costs estimates for the proposed NDIS. (Madden et al, sub. DR942, p.8)

While self-report has been used in surveys, there are few examples of its use in the area of resource allocation.

How accurate is self-assessment?

The desirability of self-assessment has not been well explored in the area of health and less so in the area of social support. One major study was conducted by Griffiths et al. (2005) (commissioned by the National Health Service in the United Kingdom). Griffiths et al’s research suggests that the accuracy of self-assessment in social care remains largely untested: 

No evaluations of the accuracy of self-assessments in the domains of comprehensive or life and social skills were found. (2005, p. 92)

While the suitability of self-assessment in social care has not yet been rigorously evaluated, early experience from the UK has revealed problems with its use. A review of the Individual Budgets Pilot Programme found that case managers were not confident that self-assessment alone would adequately capture individual’s needs:
Most IB [Individual Budget] lead officers felt that some degree of professional assessment was necessary in addition to self-assessment. Having both views was believed to produce a more accurate assessment of needs and offered an opportunity for useful dialogue between the service user and care coordinator. Further, a small number of care co-ordinators and team managers had more serious doubts about the value of self-assessments and reported that it was often necessary to assess needs independently of service users, in order to establish ‘what people’s needs were as well what their own perception of what their needs were’. (Glendinning et al. 2008, p. 147) 

As Griffiths et al. observes, self-assessment relies on a single subjective source, and an individual’s own perception of their need can vary from that of professionals (this is consistent with the views put by Bradshaw, box 7.1). However, the review of the Individual Budgets Pilot Programme was suggestive of more systematic divergences: 

A number of sites had experience of older people, and people with mental health problems in particular, under-assessing their own needs; in part this was felt to be a consequence of older people having low expectations, or people with mental health problems being in denial about their needs, or not perceiving their actions or behaviours to be anything unusual. In contrast, people with physical disabilities, sensory impairments or learning disabilities were felt to be more likely to over-assess their needs. This may come from a longer history of campaigning for greater rights, choice and control, particularly among physically disabled people. (Glendinning et al. 2008, p. 149) 

Some participants recognised that self-assessment remains a largely untested area, but thought that its use should be investigated:

while self assessment sounds like a good idea and one that would enhance a sense of dignity and independence in the person with a disability who is assessing their own support needs, a number of research reports are cited from the UK indicating that there is a need for caution in proceeding with self assessment, and in particular, that there is already evidence to suggest systematic distortions in self assessment depending on the type of disability and demographic characteristics. It is stated, in our view correctly, that self assessment remains largely untested … Since self assessment would have benefits in terms of dignity and independence for the person with a disability who is assessing their own needs … it is a way of assessment that should be investigated. (Dr Neil Kirby, sub. DR1060, p. 12)

Does self-assessment deliver greater user involvement and partnership?

One of the rationales for self-assessment is the view that it provides greater opportunities for self-definition of needs and desired outcomes; and increased opportunities for users to determine for themselves how they want those outcomes to be achieved.

But as Griffiths et al cautioned: 

Benefits should not be assumed and in particular the use of self-assessment should not be equated with user involvement and partnership. Generally more clarity is required when advocating self-assessment … the partnership is embedded in how the assessment is used, not the assessment itself. (2005, p. 12)

The Commission considers that the assessment process should be collaborative, but is cautious of the benefits attributed to self-assessment. 

Keeping the person with the disability front and centre

Assessment should be carried out as a collaborative process, and in a way that is understandable for the person seeking support so that they are able to:

· gain a better understanding of the purpose of assessment and its implications for their situation

· actively participate in the process

· identify and articulate the outcomes they wish to achieve (a support plan will also be key here)

· identify the options that are available to meet these outcomes and to support their independence and well being 

· understand the basis on which decisions are reached.

Maintaining professional objectivity

In order to promote independent outcomes, assessors should be drawn from an approved pool of allied health professionals. Assessors should also be independent of the person being assessed to reduce the potential for ‘sympathy’ bias. This means that health professionals — GPs and others — with past treatment and support responsibilities for the person, would not undertake assessments. It is clear from the experiences of VCAT appeals on TAC benefit decisions that treating professionals are often placed in an invidious position when asked by their patients to make an assessment that determines the person’s eligibility for benefits.

Participants expressed some concerns about the independence of assessors, preferring to have someone with knowledge of the individual undertaking the assessment. 

… in my view, taking the assessment process too far away from experts who have the best view of the needs of the person who is living with the disability. I think it would be wrong to completely remove treating doctors from the assessment process. I would suggest that any assessment should be made taking careful consideration of the expert advice provided by any treating doctors. (Paul Petrie-Repar, sub. DR988, p.4)

As noted elsewhere in this chapter, while the individual undertaking assessments would be independent, it would important to involve other interested parties (a so called circle of support) in the assessment process. Ideally, these would be people who were familiar with the care and support needs of the individual, they might include family members, carers and direct support professionals. Moreover, the assessment process would draw upon existing medical reports.

As in New Zealand, assessors would be mentored in their first six months of assessments, and all assessors would be regularly assessed to ensure comparability of outcomes. This would prevent assessors from developing their own criteria for assessment, and avoid outcomes such as ‘sympathetic bracket creep’. Assessors would be approved or appointed by the NDIA for the purpose of conducting NDIS assessments and their approaches to assessment would have to be aligned with the objectives of the NDIS (which is another reason why a person’s general practitioner would not be a suitable assessor). Assessors would be properly trained in the use of the tools and in listening to the input of participants. 

Many participants were supportive of assessments being undertaken by an approved pool of allied health professionals. However, they also pointed to the need for experience, particularly with respect to more complex cases:

… our experience shows that the vast majority of assessment decisions of this kind are straightforward and non controversial based on available information, context and functional assessments. It is the complex and ‘by exception’ situations which require a more resource intensive process. An assessment panel with the option to draw on specialists is suggested. (Victorian Coalition of ABI Service Providers Inc., sub. DR804, p. 8)
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When should assessments occur?

Before being able to access individually tailored supports, new entrants to the scheme would undergo an initial assessment. That process is intended to provide a dynamic account of an individual’s support needs, so that the needs of people who have fluctuating and or longer terms conditions are properly taken into account. Even so, it would not be possible to anticipate all changes to an individual’s care and support needs over time. These changes would need to be identified through a periodic reassessment of need. Reassessments will be an important way of making sure that people are able to access the right mix of supports at the right time.

The timing of reassessments depends on a number of factors, such as the nature of the disability, the age of the person and any major life transitions. But it is possible to identify some timely opportunities for reassessment.

For children acquiring disabilities at birth (or revealed in early infancy), key assessments points might be:

· at the time the disability is first identified 

· at the point of entry into schooling (around 5-7 years of age)

· at the point of entry to high school and puberty (around 11-13 years of age)

· at the point of transition to adult education (between 15 and 18 years of age)

· at the point of transition to adult work (between 15 and 25 years of age)

· at major life transitions, such as marriage, divorce, moving out of home or losing a natural support.

These examples are not intended to be exhaustive — reassessments should occur when an individual’s circumstances have changed, or are about to change, such that a review of their care and support needs is warranted. For example, an individual might approach the scheme to have their need reassessed following a period of ill health.

Scope for reassessments was advocated by a number of participants: 

The level of support required should be reassessed regularly to ensure that services and supports provided continue to be appropriate for meeting the person's needs, and also be able to be reassessed, and adjusted as required in response to changing needs or circumstances. (Jewish Care (Victoria) Inc, sub. 355, p. 3)

… reassessment of need should occur regularly enough to ensure responsiveness to changes over the life course. (Down Syndrome Victoria, sub. 492, p. 3)

Where an individual's disability may undergo change – degeneration or improvement, reassessments and reviews should be available as needed. (Youth Disability Advisory Service, sub. 487, p. 10)

While having an up to date picture of care and support needs is important, it should not result in unnecessarily burdensome processes (subs. 487 and 26). Much of the information collected at the initial assessment would still be relevant in a reassessment context, where this is the case, it should be used.  

It is clear from submissions that a balance will need to be struck with respect to conducting reassessments. On the one hand, reassessments need to be sufficiently frequent that they reflect the foreseeable needs of individuals. But on the other hand, assessments should not be so frequent, so as to leave people with the sense that they are perpetually being assessed. As the Spinal Injuries Association observed:

The Association’s experience also highlights the need for responsive re-assessment of people when their needs change. These situations may be in time of crisis for an individual (death of a main unpaid carer, health, career and relationships) and this reassessment needs to be timely and responsive.

While the need to ensure that appropriate supports are being provided to individuals, the NDIA needs to make certain that people are not assessed unnecessarily, as historically people with a disability, particularly those with lifelong disabilities, are re-assessed on many occasions … (sub. DR928, p. 2)

A fully-fledged reassessment might not always be required. Baptcare Tasmania uses ‘active monitoring’ as part of their involvement in the Gateway system:

The active monitoring role is about contacting people proactively to see whether or not their needs have changed. So if we think about an older carer with an adult, something that we find happens very often is that our next contact with someone in that situation might be when things have become really difficult for the carer - perhaps they're in hospital or some crisis has happened and they're unable to care for their adult child.

A key thing around this model is to say, ‘If you're self managed in the community, we'd like to be in touch with you perhaps every six, nine or 12 months to see whether your needs are changing and to touch base with you and to provide a safety net around whether or not the case plan that’s in place remains suitable and whether or not all options that might be supportive for you are in place at this point in time,’ so that we hopefully are managing those changes that take place that very often people won’t ring and tell you or contact you about until things have become quite difficult or in crisis. (Baptcare, Transcript, p. 59)

Shifting the emphasis towards wellness 

One of the major criticisms of the current system is that is not forward looking. It fails to anticipate changes in people’s needs over time, with the result that many people are either unsupported or poorly supported through major life transitions. It also fails to systematically explore ‘what might be’. Opportunities for improving independence or functioning are not systematically assessed on either an individual or group level. 

NDIS supports should be provided in a way that maximises an individual’s functioning and independence. That does not mean that people should go without the support they need, but rather that they should gain a greater sense of control over their lives. It could be as simple as an attendant carer ‘doing things with’ a person rather than ‘doing things for’ them. 

In some cases, that might mean individuals will need to learn or relearn the skills necessary for daily living. For those individuals where skilling or re-skilling is not appropriate the aim would be to minimise functional losses or future dependencies. (As might be the case with some degenerative conditions.) The assessment process would be a way of identifying these opportunities. This should be a primary focus of the assessment process when people first enter the scheme or when they are reassessed following say a period of ill-health.

This approach is similar to that adopted in a number of other jurisdictions. For example, the NSW Attendant Care and Physical Disability Unit (ACPDU) operate a ‘transition model’ which, is designed to provide clients with an opportunity to build skills. While not aimed exclusively at any particular client group, it is thought that individuals with an acquired brain injury will most likely benefit from this type of intervention. The New South Wales Department of Human Services noted: 

The Transition Model is a component of the Attendant Care Program (ACP) where a person may be approved for an interim period (3 or 6 months). During this time they will receive support from an ACP service provider skilled in working with people with their specific needs with the aim of assisting them to improve and reduce the hours required to support them in the community. The service provision will be reviewed for progress, improvements and likely level of ongoing support required. (ADHC NSW 2010, p. 1)

In the United Kingdom, in some cases, a ‘skills building’ phase precedes an assessment of longer term needs:

Before proceeding to determine eligible needs, councils should consider whether an individual might benefit from a short period of re-ablement or intermediate care to increase what they are able to do for themselves before an assessment of longer-term need is undertaken. (UK Department of Health 2010, p. 18)

If the NDIS is to do this effectively, the assessment process must not only focus on the supports needed to maintain the person in their present situation but also on those required to make them more independent. Moreover, assessors will need to be kept up to date on best practices:

To ensure optimal outcomes in terms of independence for people with disabilities and reduced costs for government, there is a need to ensure that assessors of support needs and those implementing support to increase independence and reduce long-term costs are kept aware of best practice as it evolves over time. Such information and periodic updates concerning bench marks and best practice need to be made available to assessors and service providers on an ongoing basis rather than as information that would be available only after a major evaluation of the assessment. (Dr Neil Kirby, sub. DR1060, p. 2)
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Should carers have their own assessment

As noted earlier, the current disability system places an unreasonable reliance on family carers and one objective of the NDIS is to change that imbalance. Even so, many people will still want to provide care and support to family members with disability, but may need support to sustain their caring role (or to relieve the isolation and stress that often comes with that role). The question of supporting carers is discussed more fully in chapter 15. But anticipating that chapter, the Commission considers that there should be greater assistance for (unpaid) carers through properly funded training and counselling services. This chapter deals with how to go about identifying those support needs.

The role of carers will already form part of the assessment process. As noted in section 7.3, the assessment process should gauge a person’s appropriate natural supports — those which could be reasonably and willingly provided by unpaid family carers and the community. When it becomes apparent, as part of that process, that an informal carer will provide a substantial share of the care package, the Commission considers that carers should receive their own assessment if they wish.

The role of a carer assessment would be to consider the sustainability of the caring role and whether the carer would benefit from their own supports, such as counselling or training (for example, a carer may request training in relation to safe lifting or dealing with challenging behaviours). (The need for respite services would be fully appraised as part of the individual’s assessment in consultation with the carer.) The aim would be to support the relationship as well as the carer.

The consultation with the family as part of the assessment process should also explore the need for:

•
assistance with long-term/ life-long planning, particularly for adults with intellectual disabilities living at home with elderly parents

•
family/sibling counselling where there are high levels of carer stress.

Responses to family needs should be tiered, with referrals to local support groups for those with less significant needs, and access to NDIS-funded specialist assistance where the needs were high.

This is not a novel approach. A number of jurisdictions have carer assessments or are working towards them. For example, in the UK, carers who provide, or intend to provide, a substantial amount of care on a regular basis can request an assessment of their needs as carers, independent of the needs of the person they provide care for. 

But processes for doing so are not well established. Within the UK for example, processes have differed from council to council. Some jurisdictions incorporated a carer’s assessment into the main service user’s assessment. While in other areas, carers were assessed separately. In part, because it was considered that informal carers may feel unable to answer questions about their ability to cope honestly given the person they cared for would see their responses. 

As Seddon at al (2006) remarked: 

Our research findings consistently demonstrate that carers appreciate being able to talk privately about their caring role and to raise personal issues that may be difficult to discuss in the presence of the cared-for person. (p. 1345)

Some called into question the value of a carer assessment conducted in the presence of the person they were caring for. For example, one participant in Seddon’s research noted: 

I wouldn’t say anything detrimental in front of [cared-for person]. Having a carer assessment in front of the cared-for is a waste of time. (p. 1345)

There was broad support among participants for carers having their own, separate assessment:

Should the needs of all caring families be separately assessed? 75% of surveyed carers responded affirmatively… Carers have the bulk of the care, the responsibility for decision making in many cases, and many do not have outside unpaid carers to assist. The quality of the care they give can be very much affected by their own personal needs/ ill –health / lack of sleep / lack of rest generally. (Carers Australia, sub. DR1045, p. 4)
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How assessment might work in practice

The proposed structure of the NDIS as a central point of assessment and referral (as outlined in figure 7.2) would be a major improvement over the fragmented systems seen in various jurisdictions. Moreover, it is not a completely new concept, as it shares many similarities with Tasmania’s recently implemented Gateway. These similarities have been noted by both the State Government and organisations involved in delivering the Gateway:

In general, the proposed model of operation for the NDIA reflects the way in which the Gateway services operate in Tasmania in terms of assessment and referral of people with disability to specialist and mainstream services. (Tasmanian Government, sub. DR1032, p. 10)

As per our presentation to the Commission in Hobart on 4 April, 2011, Baptcare wishes to highlight the similarities of the Report’s proposed model to the newly implemented Tasmanian Disability and Family Support Gateway… The Gateway is a centralised intake point for people with a disability. The intake point provides a seamless entry point to a broad range of community support services as it is delivered through a collaboration of integrated community service organisations. The Gateway provides information and options that assist people to navigate the system. Based on a comprehensive assessment, we channel people into mainstream or specialised support systems as is appropriate to their needs. (Baptcare, sub. DR788, p. 1)

The Tasmanian experience will be a useful example of how to implement structural changes similar to those proposed by the Commission. Those involved in delivering the Gateway system note that much of the feedback received regarding the first months of system has been positive (sub. DR788).

Practical considerations

It is likely that people who approach the NDIS for funded supports will have a range of questions, which focus on more practical considerations. They will want to know things like, ‘What can I expect?, What should I bring?, How long might it take?, Who’s involved?, What happens in the interim? and What happens if I don’t agree with the outcome?’. The remainder of this sections aims to give a sense of how things might work in practice.

What to expect

Once it is apparent that a person is seeking, or is a likely candidate for individualised supports, they should be provided with an early planning and information package. This would provide individuals with a clear idea about what to expect and when, as well as materials to assist in early planning. It would help them to engage early on in the process, to think about their care and support needs and how they might best be met. The information package would also include information on the option of having a Disability Support Organisation (DSO) assist them to implement their support package. Material should be provided in a range of accessible formats such as DVDs and brochures.

What should I bring

Where possible (and with the individual’s permission) the scheme should make use of existing medical reports. Ideally, people seeking individualised supports would make these available at the initial screening stage.

Who is involved

Individuals should have scope to involve other interested parties (a so called circle of support) in the assessment process. Ideally, these would be people who were familiar with the care and support needs of the individual, they might include carers, family members, and direct support professionals. Individuals could also elect to involve DSOs (figure 7.3)

How long might it take

Individuals should not have to wait excessive periods for their care and support package to be finalised. Where possible, streamlined processes should apply. The NDIA should report annually on this metric.
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Suggested initial assessment process
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Suggested assessment process for tier 3

Following on from figure 7.2
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What happens if I don’t agree with the outcome

Following the assessment of support needs, individuals would be informed of their support package. This step would detail the nature, frequency and intensity of support they had been assessed as needing. In the event that a person disagreed with the outcome, there should be some scope for minor adjustments to be made, without necessitating a full reappraisal. Failing this, individuals could ask for a review. (Chapter 9 has proposed a layered approach to appeals, to be overseen by an independent statutory officer, the Inspector-General, who would have the legal capacity to direct the NDIA to alter a decision.) 

What happens in the interim

Where it becomes clear that the time required to complete an assessment of care and support needs will substantially exceed the norm, there should be scope for the NDIS to provide services on an interim basis. This might be the case where say an individual with complex needs disagrees with an initial assessment outcome.
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Diligent use of the assessment tool

Any tool that is used to inform decisions that impact on the lives of individuals or is used to guide the allocation of substantial sums of public money must be carefully examined and continually improved. 

The increasingly generous use of assessment tools by assessors would risk diluting resourcing, be unfair, undermine community acceptance of adequate public funding and threaten scheme sustainability. But the opposite situation (a progressively more conservative use of the assessment tools by assessors) is equally undesirable. After all, the goal of the NDIS is to properly fund the reasonable assessed needs of people with a disability. The Commission considers that a range of safeguards should be put in place to guard against these two outcomes.

· Assessments should be designed to be as objective as possible and, as noted above, assessors would be assessed themselves for their appropriate use of the assessment tools. 

· Assessments would concentrate on the reasonable and necessary supports people require. People would be asked what they had received under the old system. This would focus people on reasonable expectations about the packages they would receive (and in most cases, people would get more). That information would also be useful in modelling the impacts of the new system.

· Data would be collected to assess the reliability and validity of the assessment tools, and the tools would be subject to a regular cycle of evaluation and if necessary recalibration.

· The assessments would not be ‘rubber stamped’. Prior to making budgetary decisions, the NDIA would confirm that the particular assessment followed the appropriate protocol, and was consistent with the ‘benchmark’ range of assessed needs for other people with similar characteristics. Deviations outside the norm would require further investigation. That means that the NDIA would detect and adjust excessively hard or soft assessments before people got their individual package. 

7.

 SEQ Heading2 12
The transition to a fully-fledged assessment toolbox 

As noted earlier in this chapter, the process of starting from scratch to develop a new assessment tool in any field is time-consuming and expensive. But as Madden et al. observe:

The cost of developing disability assessment tools can be considerable, but applying ‘ready made’ tools to the wrong measurement question is likely to be more costly. It is important to follow the statistical adage that an exact answer to the wrong question is inferior to an approximate answer to the right question. (sub. 493, p. 15) 

Madden et al. recommend a staged approach to the identification and implementation of a preferred assessment tool(s), beginning with a process for identifying and evaluating nominated tools against agreed selection criteria. In the event that a suitable tool could not be identified, agreement could be reached for the temporary use of existing tools while further development of an assessment tool takes place. They went on to note:

The greatest risk in the area of assessment is the speedy adoption of an irrelevant instrument; the financial costs could be considerable, and later re-direction of such a large program very difficult for a range of reasons. (sub. 493, p. 17)

There is no ideal tool to use in the NDIS, reflecting the relatively limited research into generic assessment tools (noting that the imperative for developing robust assessment tools across the full spectrum of disabilities is weak in the presently heavily rationed system). In the lead up to the implementation of the scheme, the implementation taskforce and the NDIA should progress work on the toolbox and ideally identify tools that are valid and reliable across the full spectrum of disabilities. In any case, Governments should not delay implementation of the NDIS in the absence of ‘perfect’ tools. Accordingly, the NDIS would use the best available tools in its initial implementation phase, with the later development of better tools. 

recommendation 7.1

Working within the framework of the International Classification of Functioning, Disability and Health (ICF), the assessment process undertaken by the NDIA should identify the supports required to address an individual’s reasonable and necessary care and support needs across a broad range of life activities, and should take account of an individual’s aspirations and the outcomes they want to achieve.

recommendation 7.2

The assessment process should be a valuable intervention in its own right, rather than just an entry point to supports. The process should:

· draw on multiple sources of information, including:

–
information provided by the individual with a disability, including their aspirations and requirements for supports
· information provided by an individual’s circle of support, including family members, carers and direct support professionals 

· information on the current support provided both formally and informally

–
current medical information on the person with a disability
· assess the nature, frequency and intensity of an individual’s support needs. The process should be person-centred and forward looking and consider the supports that would cost-effectively promote people’s social and economic participation, rather than only respond to what an individual cannot do

· determine what supports outside the NDIS people should be referred to, including referrals to Job Services Australia providers

· consider what reasonably and willingly could be provided by unpaid family carers and the community (‘natural supports’)

· translate the reasonable needs determined by the assessment process into a person’s individualised support package funded by the NDIS, after taking account of natural supports

· provide efficiently collected data for program planning, high level reporting, monitoring and judging the efficacy of interventions.

Recommendation 7.3

The assessment tools should be valid and reliable, relatively easy to administer and exhibit low susceptibility to gaming. The tools should be employed nationally to ensure equitable access to nationally funded support services (and allow portability of funding across state and territory borders when people move).

recommendation 7.4

Assessments should be undertaken by trained assessors engaged by the NDIA. To promote independent outcomes, assessors should not have a longstanding connection to the person. The NDIA should continually monitor and evaluate assessors’ performance to ensure comparability of outcomes and to avoid ‘bracket creep’. 

Recommendation 7.5

The NDIA should periodically reassess people’s need for funded support, with a focus on key transition points in their lives.

recommendation 7.6

Where an informal carer provides a substantial share of the care package, they should receive their own assessment if they wish. This should seek to identify their views on the sustainability of arrangements and the ways in which the NDIS should support their role, including through the initiatives recommended in recommendation 15.3.

recommendation 7.7

The consultation with the family as part of the assessment process should also explore the need for:

· assistance with long-term planning, particularly for adults with cognitive impairments living at home with elderly parents

· family/sibling counselling where there are high levels of carer stress.

Responses to family needs should be tiered, with referrals to local support groups for those with less significant needs, and access to NDIS-funded specialist assistance where the needs were high.

recommendation 7.8

The NDIS should establish a coherent package of tools (a ‘toolbox’), which assessors would employ across a range of disabilities and support needs (including planning and active support, attendant care, aids and equipment, and home modifications).

recommendation 7.9

The assessment tools should be subject to ongoing monitoring, as well as a regular cycle of evaluation against best practices, including the ICF framework, and, if necessary, recalibration. The scheme should have systematic internal mechanisms to ensure that anomalies can be analysed and addressed.

recommendation 7.10

The NDIS should use the best available tools in its initial implementation phase, with the ongoing development of best-practice tools. 

�	This reflects the value of resources that would need to be diverted each year from the formal economy, if all hours of informal care (for people of all ages) were replaced with services purchased from formal care providers and provided in the home. 


�	The importance of long-term planning was underscored by the Senate Community Affairs References Committee in its report Disability and Ageing: lifelong planning for a better future (see for example recommendation 12).
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Person approaches the scheme, in person or by phone or email to seek a funded package


Short set of questions to determine whether the person is likely to be eligible for a funded package or whether there is a alternative service that could help them 


Trained staff would employ their network of contacts to provide a ‘warm referral’ and would actively connect individuals with the services they require outside of the NDIS


Tier 3 assessment process


Person is directed to information services on web or where appropriate, information provided by a trained NDIS advisor


person likely to be eligible  for NDIA services


The NDIA provides information on ‘where to next’ including on the self report questionnaire and the assessment process. Information would be provided in a range of accessible formats including brochures and dvds
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There would be a public information campaign prior to the commencement of the scheme, and its rollout would take place over five years. Public information sessions would inform people about how the assessment process and the scheme will work. 
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A trained assessor reads the self report and the required medical reports (with a clear focus on using existing medical reports). Considers the current supports provided.  Assessor contacts the person to advise what information will be needed at the assessment  


A meeting between the person, their carer (if appropriate) and the trained assessor to assess needs. A separate assessment of the needs of the carer if they wish.


Trained assessor sends assessment to NDIA after any necessary clarifications or checks


NDIA costs the assessment and compares the assessment to the benchmark average profile of needs to see if it looks right. NDIA contacts the assessor for any clarifications


Person (or their carer or family member) fills in a self report questionnaire (including an initial personal plan) or meets with trained staff who fill in the form based on the person’s responses or views. The person can provide permission to obtain medical information and to contact medical practitioners/specialist service providers if confirmation/clarification is required


The assessor and the local area coordinator visits the person to better understand their circumstances. The local area coordinator will have regular on-going contact with the person.


The NDIA determines a draft support package. This will indicate for example the hours of attendant care, the aids and appliances to be funded, the supports for community participation.  This is then subject to discussion with the person, their Local Area Coordinator, the trained assessor and where a person elects, a DSO. There will be scope for small adjustments to be made. 


Individual referred to internal review process, where a new person reviews the assessment


Matter now investigated and reviewed by the Inspector General (see chapter 9)


NDIA finalises package of supports. Person informed. 


The person can now choose to take charge of their package through self-directed funding of their budget (chapter 8), or have one or several service providers provide funded supports to them, or have a DSO manage their package.


The NDIA provides information on ‘where to next’ including on the self report questionnaire and the assessment process. Information would be provided in a range of accessible formats including brochures and dvds


Person agrees to package


matter resolved
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