8 Specialised data development
areas

This chapter details some areas of data development that were particularly complex,
interesting or fundamental to the final CSTDA NMDS.

First, the development and conceptual processes involved in the following data items or
areas are discussed:

e service type, organisational units, agency identifiers and CSTDA funding (Section 8.1);

e disability and functioning (Section 8.2);

e support needs (Section 8.3);

e indicators of outputs and outcomes, including a trial participation module in which to
record service user outcomes (Section 8.4);

e informal carer arrangements (Section 8.5); and

e feeding back into National Data Standards (Section 8.6).

Throughout the redevelopment project, the refinement of data items and concepts drew from
a range of sources and processes. These included: the expressed information needs of
Disability Administrators; extensive consultation with the FIG (including non-government
representatives of service users and funded agencies); field testing (with funding
departments, funded agencies and service users); and the development of an appropriate
data transmission strategy and framework. The work undertaken in each of these areas was
highly interrelated, with developments in one area feeding back to others.

8.1 Service type, organisational units, agency
identifiers and CSTDA funding

Following the preliminary redevelopment work in 1999, the AIHW noted a range of agency
characteristics for possible inclusion in the redeveloped CSDA MDS. The April 2000
‘shortlist” included:

e service type—to indicate either the main funded service type or the service type actually
provided by CSTDA-funded entities;

e organisational level —to show where in its own organisational structure an agency or
outlet fits;

e unique agency identifier —to identify the agency in which provision of the service event
occurred; and

e CSTDA funding.

Accurate classification of service types is fundamental to the redeveloped CSTDA NMDS,
which has as its basic counting unit a ‘service type outlet’ (which, by definition, delivers one
CSTDA service type from a discrete location). A realistic understanding of organisational
levels existing in the field, in conjunction with agency identifiers to describe and locate these
levels, is also essential to the redeveloped CSTDA NMDS, as it enables the collection to

64



incorporate maximum flexibility in the way funded agencies and jurisdictions collect,
transmit and collate data. Such reporting flexibility is especially necessary in the case of
funding data, which is available at various levels within jurisdictions.

This section outlines the conceptual work undertaken during the redevelopment project to
develop these four interrelated data items.

Service type

A service type classification has been included in the CSDA MDS since its inception, to
reflect the main service type each outlet was funded to provide under the CSDA. The CSDA
MDS service type classification had evolved over time in an effort to reflect changes in
funding methods and service delivery models. However, at the time of the preliminary
redevelopment project in 1999, it appeared that the service type classification needed some
revision to bring it into line with modern reality in the field. In addition, administrators
expressed interest in exploring a service type classification that described services actually
provided or delivered, rather than main service type funded.

The development of a robust new service type classification was critical to the new CSTDA
NMDS for a number of reasons:

o It was always planned that the CSTDA NMDS would be a tiered information system,
with varied information requirements for different service types. Thus, the classification
of each service type outlet would have ramifications for the type of data collected.

e It was apparent from early on in the redevelopment that service types were likely to be
intricately related to the data transmission unit and the work on organisational units.
That is, it was hoped that organisations would be able to record information in relation to
each service type they provide but be offered flexibility in terms of the organisational
level that would transmit the data to the funding department.

e Work conducted in relation to service type was closely interrelated with work done in
relation to outputs, outcomes and costs. For example, output measures were expected to
vary according to CSTDA NMDS service type (e.g. while hours of service might be
appropriate for some service types, it would not be for others). Administrators were also
interested in improving information about cost per output.

o It was clear that the redeveloped collection needed to better reflect funding mechanisms
such as brokerage and individual funding packages. It was not yet clear whether these
funding mechanisms should be considered service types or funding characteristics or
both.

In late 2000, jurisdictions were asked to provide information to assist the AIHW to review
the existing CSDA MDS service type classification to incorporate changes in each jurisdiction
and to explore its use as a service provided data item rather than as a way of categorising
funding (i.e. main service type funded). The AIHW also explored the topic of service type (both
funded and provided) with funded agencies in Round 1 field testing.

By early 2001, the AIHW had developed a draft revised “service activity” classification —
actually a revision of the sub-classifications of the eight main service types recognised in the
Commonwealth/State Disability Agreement itself. The draft revised classification was
prepared for discussion at an intensive two-day indicator development workshop held at the
AIHW in February 2001. The indicators workshop aimed to make progress on the agreed
priority of ensuring that the new CSTDA NMDS collection provide the NDA with national
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indicators of output, cost and outcome. The draft revised ‘service activity” classification was
central to discussions of outputs and costs. The revised classification was designed to:

e allow jurisdictions to map the service types they fund to a national framework;

e be the framework for output indicators —client counts and possible service quantity
measures —which could be related to data on government funding by service category;
and

e allow CSTDA funding information to be obtained as an administrative by-product of
jurisdictions” normal financial operations.

That is, the concept of service activity was intended to reflect service provided and to work in
association with a separate classification for main service type funded.

Discussions at the indicators workshop provided important guidance on specific changes
that could be made to the draft ‘service activity” classification. It became clear at this time
that separate classifications of service provided and funded service type would not be practical
or useful. Future drafts of the service type classification therefore aimed to group like with
like in a functional sense, to better reflect funded service types.

Jurisdictions advised that most funding agreements were in fact framed according to the
service types or activities an agency was funded to provide. Where this was not the case
(e.g. block grants), jurisdictions were generally aiming to modernise funding arrangements
to clarify the purpose of CSTDA funding (in terms of outputs and outcomes per service
type).

After incorporating comments from the indicators workshop the AIHW further revised the
classification for funded service type, mapped it to each jurisdiction’s local service type
names (e.g. program names) and suggested output measures for each service type. In the
Round 2 interviews conducted by the AIHW with each jurisdiction, staff were asked:

e to confirm whether the mapping of jurisdictions’ local terminology to the national draft
service type classification was correct;

e aseries of generic questions. For example: ‘Can the two categories “Family/individual
case practice/management” and “Brokerage/direct funding/individual support
packages” be combined or are there brokerage services that offer no case coordination? If
an “individual funding package” flag is included in the redeveloped CSDA MDS, should
direct funding and individual support packages still be collected as service types?’

e aseries of specific questions which related to the way service types were funded and
provided in their jurisdiction. For example, ‘Does the NSW service type “Community
Support Team —School Therapy” which focuses on school aged children, with the aim to
link consumers with a wider range of supports, belong under the national service type
“Therapy support for individuals” or “Early childhood intervention”?’

e to confirm the appropriateness of the suggested output measures for each service type
(e.g. ‘contracted hours’ for therapy and early childhood intervention, number of funded
places in a group home at a specified date).

Particular data development effort was focused in the service type areas of:

e family/individual case practice/ management services and brokerage/direct
funding/individual support packages. This was an effort to reflect services provided via
Local Area Coordination and seek an appropriate method for recording the services
delivered as a result of individual and flexible funding packages. For example, a range of
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individual packages had emerged that included various combinations of coordination,
brokerage and direct service delivery;

information and referral services and how they relate to the provision of other services
(e.g. respite, resources for parents and carers);

the possible need for a new category for provision of ‘financial and material assistance’.
This would include, for example:

- aids and equipment;

one-off payments;

- assistive devices;

- home modifications;
- education fees; and

- taxi subsidy schemes.

The service type classification and associated definitions were then revised, with FIG input,
prior to commencement of Round 3 field testing.

The redeveloped CSTDA NMDS service type classification

The key definitions and collection methods of the CSTDA NMDS collection are outlined in
Chapter 2 (see Box 2.1). Briefly, funded agencies are requested to provide funding
departments with information about each service type they are funded to provide. Service
type is defined as the “support activity which the service type outlet has been funded to
provide under the CSTDA’ and a service type outlet is defined as “the unit of a funded
agency that delivers a particular CSTDA service type at or from a discrete location’. The new
service type classification is critical to the new CSTDA NMDS collection which:

has varied information requirements, depending on the service type funded (see
Table 8.1);

seeks separate information about every service type funded and the service users
accessing each service type outlet. There is some flexibility in terms of whether
organisations transmit information to the funding department directly from service type
outlets or from funded agencies (on behalf of the service type outlets they operate);

has varied output measures, depending on the service type (see Table 8.4, Section 8.4).
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Table 8.1: CSTDA NMDS service type classification and information requested according to each

CSTDA NMDS service type

Draft service type classification

Service type outlet—
details required
(except for those
provided by the
jurisdiction)

Service user—details
required

Services received by each
service user in the
reporting period—details
required

Accommodation support

1.01 Large residential/institution All All All (except for data items on
hours received—items
17f-g)*

1.02 Small residential/institution All All All (except for data items on
hours received—items 17f—g)

1.03 Hostels All All All (except for data items on
hours received—items 17f—g)

1.04 Group homes All All All (except for data items on
hours received—items 17f—g)

1.05 Attendant care/personal care All All All

1.06 In-home accommodation All All All

support

1.07 Alternative family placement All All All

1.08 Other accommodation support All All All (except for data items on
hours received—items 17f—g)

Community support

2.01 Therapy services for individuals | All All All (except for data items on
hours received—items 17f—g)

2.02 Early childhood intervention All All All (except for data items on
hours received—items 17f—g)

2.03 Behaviour/specialist intervention | All All All (except for data items on
hours received—items 17f—g)

2.04 Counselling All All All (except for data items on

(individual/family/group) hours received—items 17f-g)

2.05 Regional resource and support All All All (except for data items on

teams hours received—items 17f—g)

2.06 Case management, local All All (except for All (except for community

coordination and development community development activity within
development activity this service type)
within this service
type)

2.07 Other community support All All All (except for data items on
hours received—items 17f—g)

Community access

3.01 Learning and life skills All All All

development

3.02 Recreation/holiday programs All Linkage key elements None

only (items 2a—2e)

3.03 Other community access All All All
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Table 8.1 (continued): CSTDA NMDS service type classification and information requested
according to each CSTDA NMDS service type

Draft service type classification

Service type outlet—
details required
(except for those
provided by the
jurisdiction)

Service user—details
required

Services received by each
service user in the
reporting period—details
required

Respite

4.01 Own home respite All All All

4.02 Centre-based respite/respite All All All

homes

4.03 Host family respite/peer support | All All All

respite

4.04 Flexible/combination respite All All All

4.05 Other respite All All All

Employment

5.01 Open employment All All (except for carer— | All (except for data items on
primary status, hours received—items 17f-g)
residency status, age
group—items 12b,c,e)

5.02 Supported employment All All (except for carer— | All (except for data items on
primary status, hours received—items 17f—g)
residency status, age
group—items 12b,c,e)

5.03 Open and supported All All (except for carer— | All (except for data items on

employment primary status, hours received—items 17f—g)
residency status, age
group—items 12b,c,e)
Advocacy, information and print
disability
6.01 Advocacy All None None
6.02 Information/referral All None None
6.03 Combined information/advocacy | All None None
6.04 Mutual support/self-help groups | All None None
6.05 Print disability All None None
Other support
7.01 Research and evaluation All (except number of None None
service users—item 7)

7.02 Training and development All (except number of None None
service users—item 7)

7.03 Peak bodies All (except number of None None
service users—item 7)

7.04 Other All (except number of None None

service users—item 7)

* The data item numbers (e.g. 17f) refer to the question numbers on the Service Type Outlet and Service User forms, the CSTDA NMDS Data
Guide and the CSTDA NMDS Data Transmission and Technical Guide. See Appendix 1 for a copy of the collection forms and
www.aihw.gov.au/disability for copies of the remaining CSTDA NMDS collection materials.
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The special case of brokerage and individual funding

A key aim of redeveloping the service type classification was to facilitate improved collection
of information about services provided via brokerage or individual funding. By December
2001, following Round 3 field testing, this remained one of the most complex issues for the
project team. The issue was eventually solved using three mechanisms, as follows.

Individual funding status as a service user characteristic

In December 2001 it was agreed that a data item would be included to identify the
‘individual funding status’ of each service user. Collecting this information will enable an
examination of, for example:

e what types of services individualised funding is being used to purchase;

e how service users with individualised funding differ from other service users (e.g. in
terms of disability group, support needs, age, etc.); and

e trends in the use of individualised funding over time.

Consumer representatives involved in the CSTDA NMDS redevelopment strongly
advocated the collection of this information.

Individual funding and brokerage as service type outlet characteristics

However, by December 2001 there had been no agreement across jurisdictions on how to
specify service types relating to individual funding packages, brokerage, Local Area
Coordination, individual case management, etc. Because of this lack of consensus, a very
broad service type category, ‘2.06 Case management, local coordination and development’,
was trialed in Round 3. This broad service type category ‘includes elements of individual or
family focussed case management and brokerage as well as coordination and development
activity within a specified geographical area... Brokerage is one method of purchasing
appropriate supports for an individual and should be included in this category’ (AIHW
2002c: 22).

The broad category appeared to have been confusing in some jurisdictions, due to the
particular way they funded in this area. It was therefore agreed that the broad service type
category ‘2.06 Case management, local coordination and development’ be retained for
national collation purposes, allowing jurisdictions who wish to split the category into sub-
components to do so at a jurisdictional level (while supplying national data to the AIHW
according to the agreed classification).

Counting rules for brokerage to avoid double counting

In addition, counting rules were agreed in order to avoid or limit double counting of services
provided via brokerage (either service type 2.06 or other service types, where “sub-
contracting” arrangements were sometimes used). The following rules are included in the
CSTDA NMDS Data Guide: Data Items and Definitions 2002-03 (Box 8.1).
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Box 8.1: Counting rules for individual funding and brokerage

Where agencies are funded separately and clearly to provide service type 2.06 ‘Case management,
local coordination and development’, service type outlets:

e are required to record all service user details, including the hours received by the service user of this
funded service type (i.e. number of hours it took for case coordination/ management, arranging
purchase of appropriate services, etc.); and

e are not required to report on the services purchased/brokered/arranged on behalf of the service user for
national MDS purposes (i.e. do not report the number of respite, therapy hours purchased or received
etc.); and

e are required to record all service type outlet information, including staff hours relating to the case
coordination/management/brokerage activities; and

e are not required to report on the staff hours needed by the agencies who provide the purchased/
brokered services (e.g. respite, therapy, etc.).

The linkage key will enable analysis of the range of services provided within the CSTDA service system to
any service user. Services purchased outside the CSTDA service system are not captured.

Sub-contracting within other CSTDA NMDS service types

Sub-contracting (sometimes and confusingly also called ‘brokerage’) can also exist within service types
(e.g. in-home accommodation support provider sub-contracting provision of some in-home accommodation
support to another agency, which may or may not be CSTDA-funded). In this case:

e the funded agency/service type outlet that receives funding under the CSTDA is responsible for
providing details about the service user and the service of this type that they receive. That is, it is up to
the funded agency/service type outlet to gather service user information from the sub-contractor. The
sub-contractor should be asked not to provide details of the hours received for this service user (of this
service type), in their own CSTDA MDS data return, if also included in the CSTDA MDS.

o the funded agency/service type outlet would include the staff hours sub-contracted in their own staff
hours allocation (and the sub-contractor outlet should not include these hours in their service type
outlet return, if also included in the CSTDA MDS,).

Similar counting rules apply to recording staff hours relating to service type 2.06 ‘Case management, local
coordination and development’ or brokerage in a more general sense.

Organisational units, agency identifiers and CSTDA funding

It was envisaged that specifying an organisational level of an agency (e.g. overarching
management level, funding management or accountability level, service delivery level, etc.)
might allow the CSTDA NMDS collection to begin to deal with the structural complexity in
the disability field. Funding data could be collected ‘naturally’, in respect of the entity
receiving funding, whether a service type outlet or an agency higher up the chain, (i.e.
increased flexibility in reporting). Many jurisdictions had expressed interest in collecting
information on cost efficiency (cost per unit of output), which required answers to the
questions:

where do the funding dollars go? and

what services are delivered for these dollars?

Specifying organisational unit level, in conjunction with suitable agency identifiers, would
support the collection of such funding information. For example, if an agency identifier was
constructed that included information on organisational level then, following linkage, the
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fact that different organisations ‘hook’ their funding to different levels, could be
accommodated in the model. This might also assist if there are any differences in the way
jurisdictions define ‘outlets’, “agencies’, “‘organisations’, etc.

At the first FIG meeting in December 2000, the AIHW presented a draft classification of
‘organisational units’, recently developed by a national working group (the Organisational
Units Working Group) for the health field. The draft classification defined organisational
units at six levels: Enterprise Group, Enterprise, Management Unit, Establishment, Location
and Units/Wards. The classification had been designed to be consistent with the definitions
of business unit levels used by the ABS, and scheduled for revision in 2003. FIG members
were asked to consider whether it could be adapted for the disability services field.

The AIHW also undertook a modelling exercise with the FIG to tease out the possible
avenues through which funding dollars can travel before services are actually delivered. This
included a discussion of the way in which outlets, sites, locations, organisations, agencies,
etc, are defined in each jurisdiction. Jurisdictions were also asked to consider exactly what it
is that they would like to know in relation to cost efficiency, and what they thought would
be feasible to collect. This modelling exercise confirmed the AIHW understanding that:

e the predominant funding model within the CSTDA sector is for an
administrative/financial entity to receive government funds and then (a) use them to
deliver services or (b) distribute them among a number of outlets that deliver services;
but

o there is a range of other models, some of which mean the jurisdiction has access to
detailed service delivery information and some which mean the jurisdiction has only
higher level funding information (i.e. the dollars cannot be explicitly related to service
types or outputs) (see Figure 8.1 for examples).

This exploratory work was progressed at the first FIG meeting and then pursued further at
the indicators workshop in February 2001.

In Round 2 field testing, the AIHW asked each jurisdiction to comment on draft
organisational unit definitions (Box 8.2) and how closely they related to administrative
reality in their jurisdiction. Staff were asked to comment on whether they could provide
information in this way (e.g. service types for each outlet, outputs for each outlet, funding
dollars allocated to organisations and how this relates to outputs at an outlet level). They
were also asked about the value in developing a unique agency identifier.
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Figure 8.1: Conceptualisation of organisational structure and flow of government funding,
December 2000

Box 8.2: Organisational unit definitions trialed in Round 2 field testing

Service outlet
A service outlet is a service provider providing a particular CSDA service type.

Service provider

A service provider is an agency that delivers one or more CSDA service types.

Auspicing organisation

Some service providers are part of a wider auspicing organisation — either non-government or

government — that has some management control over the provider. Frequently this is the legal entity that
receives government funding. The funding may come as a block grant, as output-based funding or as
outcome-based funding (AIHW 2000a). In practice, the framework in which outputs are defined appears to
be the CSDA “service type’ (AIHW 2000b) framework — that is, the auspicing organisation can relate the
funding to a service type (outlet). There is a possible issue for some organisations receiving block grants
where funding may not be clearly allocated according to service types.

Government funder (CSDA)

Government organisations that administer CSDA funds, and allocate them to NGOs, governmental entities
(sometimes part of the funding department) to provide CSDA services, and to individuals to purchase
services (AIHW 2000a).
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It was pointed out at this stage that unique agency identification, including identification of
whether the agency is an outlet, service provider (combination of outlets) or organisation
(combination of service providers) may:

e assistjurisdictions to model interrelationships between agencies they fund;
e provide a method for increasing flexibility of data transmission; and

e enable easier mapping of CSTDA funding data (collected by the jurisdiction at one level,
e.g. organisation) to related CSTDA service type and output information.

During this period, the AIHW and some jurisdictions also participated in a series of
workshops to develop specifications for a possible CSTDA NMDS data collection and
transmission tool. It was agreed by the NDA that developing unique agency identification
within jurisdictions, relating to various organisational unit or agency levels, was essential in
terms of supporting not only data transmission software, but also the collection
methodology overall.

The August 2001 report to the NDA stated that there appeared to be three possible
organisational unit levels:

e organisation (or sponsoring organisation);

e service provider (or management body); and

e service outlet.

These were similar to the organisational levels previously defined.

The new collection would require a set of related ID numbers so that these organisational
relationships are recognised. This would enable the funding amounts to be collected in a
way that relates simply to administrative reality, but still allows funding to be related to
groups of clients. The ID for an outlet, for instance, would comprise (organisation ID)
(management body ID) (outlet ID), with outlet ID defining both the service type and location
of the outlet.

It was noted:

1. All three levels are not always present in any organisational structure. In any one
structure either one or both of the top two levels may be redundant. Thus, it is possible to
have one, two or three levels of management, for example:

e an outlet is its own management body and there is no higher organisation involved,
i.e. outlet = management body and there is only one entity (outlet);

e there is no higher organisation, i.e. management body = organisation and there are
only two entities (outlet and management body).

2. Funding can go to any level in the hierarchy, depending on jurisdictional arrangements.
Agencies receiving funding are not asked to split funding to organisational levels lower
than at which the funding is given by the funding department.

For instance:

e funding may go to an organisation/sponsor as a block grant; the new system will
record this; the sponsoring organisation organises client data collection at outlet level
and the funding is related to the whole client group “under’ that organisation; or

e funding may be given to a management body/service provider that provides a
number of service types (e.g. accommodation and respite). If the funding body does
not split the funds, the MDS system will not; the system will record the level and ID
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of the body to whom the funds went, and the client data (at outlet/service type level)
can be related (via layered agency IDs) to that package of funding. The same applies
where one service type is provided at a number of different locations.

If funding systems become more refined (e.g. funding is provided closer to outlet or “cost
centre’ level), the system can adapt immediately, as the funding is simply recorded at a new
(presumably lower) level in the system.

The NDA agreed that each jurisdiction would establish an identifier structure to relate to
their own administrative practice, within this national framework [ID structure being
(organisation ID) (management body ID) (outlet ID)].

Funding data would then be transferred to the national collation from jurisdictions (rather
than agencies). Jurisdictions could specify the IDs of recipient agencies in a way that includes
the agency level and relationship to outlets. If a jurisdiction is funding outlets directly, this is
straightforward and is reflected in the data.

Following further data development work and Round 3 field testing it was agreed to
compress the organisational unit levels down to only two organisational units, as these better
reflected reality in the field. The names of the organisational units were also amended to:

e service type outlet; and
e funded agency.

The names were amended to make it clearer that a service type outlet is an organisational
unit that delivers one and only one CSTDA NMDS service type, and a funded agency is the
organisational unit that receives the government funding.

The final definitions of service type outlet and funded agency are in Box 2.1 (Chapter 2).
Data items for Service type outlet ID, Funded agency ID and CSTDA funding are all
included in the CSTDA NMDS.

8.2 Disability and functioning

The April 2000 ‘shortlist’ of data items for the redeveloped CSTDA NMDS reflected
jurisdiction interest in exploring a range of data items to describe the functioning and
disability profile of CSTDA service users. The ‘shortlist’ suggested that existing data items
for “disability group’, ‘method of communication” and ‘support needs’ be retained as well as
exploring additional items such as “health condition/diagnosis’, ‘impairment’ (as defined in
the International Classification of Functioning, Disability and Health (ICF)), “‘who assessed
support needs’, “‘what was the date of last assessment” and “participation restriction’. As a set,
these data items are relevant to information on support needs, service user outcomes, and to
providing basic information about the person’s disability —all stated information
requirements of administrators.

The data items “who assessed support needs” and “what was the date of last assessment’
were not included in the final CSTDA NMDS (see Chapter 5). The concept of “participation
restriction” was operationalised in both the support needs data item (see Section 8.3) and the
participation module (see Figure 8.4). This section focuses on the development of the revised
disability group data item (included in the final CSTDA NMDS) and the reasons why the
data items “health condition” and ‘impairment” were not included in the final CSTDA NMDS.
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Using the International Classification of Functioning, Disability and Health
(ICF)

Throughout the redevelopment project, the ICF provided a useful framework for data
development. In the ICF a person’s functioning or disability is conceived as a dynamic
interaction between health conditions and environmental and personal factors (WHO 2001:6;
and see Figure 8.2). Functioning and disability are both multidimensional concepts.
Disability is the umbrella term for any or all of: an impairment of body structure or function,
a limitation in activities, or a restriction in participation.

In the case of developing possible new data items to describe the disability and functioning
of CSTDA service users, the conceptualisation of disability and functioning in the ICF

(Box 8.3 and Figure 8.2) provided a useful framework for illustrating areas where
information was currently missing from the CSTDA NMDS.

Box 8.3: Overview of ICF components

In the context of health:

Body functions are the physiological functions of body systems (including psychological functions).
Body structures are anatomical parts of the body such as organs, limbs and their components.
Impairments are problems in body function or structure such as a significant deviation or loss.
Activity is the execution of a task or action by an individual.

Participation is involvement in a life situation.

Activity limitations are difficulties an individual may have in executing activities.
Participation restrictions are problems an individual may experience.

Source: WHO 2001.

Health condition
(disorder or disease)

Body functions
y functi <4+—»  Activity <4—»  Participation
and structures

T ‘ T
| I

Environmental Personal factors

factors

Source: WHO 2001.

Figure 8.2: Interactions between components of the ICF
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Disability group

‘Disability group” is the name given to the common terminology used in the field to group
people. The grouping is a broad categorisation of disabilities in terms of the underlying
health condition, impairment, activity limitations, participation restrictions and
environmental factors. Thus, “disability group” is a one-dimensional representation of a
multidimensional concept, ‘disability’. The National Community Services Data Dictionary
Version 2.0 (NCSDDv?2.0) refers to it as ‘the grouping that most clearly expresses the
experience of disability by a person’. This alludes to the fact that many of these group names
are self-identified.

Disability groups (e.g. intellectual, physical, psychiatric disability, etc.) have been included
in the CSDA MDS since its inception (as two data items, ‘primary disability group” and
‘other significant disability groups’). Along with information on ‘support needs’ and
‘method of communication’, ‘disability group” has been used to describe the functioning and
disability profile of the client population. Information on disability group is considered to
have been useful to service users, service providers, administrators and researchers. In
particular, this information enables an answer to be given to common questions such as “how
many people with physical disability (for example) access CSTDA services?” and “how does
this compare with the presence of people with physical disability (for example) in the
general population?’.

Considerable consultation and data development work was undertaken in 1999 and 2000 to
refine the disability groups currently in use and ensure that they met the needs of key
stakeholders. This work resulted in the inclusion of two new disability group data elements
in the National Community Services Data Dictionary Version 2.0 (NCSDDv2.0) as well as a
range of other data items to describe disability and functioning, and a comprehensive
Disability Information Annex to the NCSDD (AIHW 2000c).

The consultation process re-confirmed that support groups for people with disabilities are
often organised according to disability groupings. Common experience as well as a
particular cluster of health conditions, impairments, activity limitations, participation
restrictions and support needs is the key to the existence of these groups; people want and
frequently request data relating to members of the group (AIHW 2000a). Further, the
disability groupings have also been useful for providers of services to particular client
groups with similar clusters of health conditions, impairments, activity limitations,
participation restrictions and support needs. A service can employ people with a particular
range of skills that matches the needs of the people with disabilities being supported (AIHW
2000a).

In the NCSDD two separate approaches are taken to grouping similar clusters of disabilities:
e Disability grouping — Australian national.

e Disability grouping —International.

The CSTDA NMDS “disability group’ is based on the updated NCSDD Disability grouping —
Australian national (which, in turn, was based on the original CSDA MDS disability
grouping). ‘Disability group” was tested in each of the three rounds of field testing and also
benefited from considerable input during national training conducted in each jurisdiction.
The final CSTDA NMDS Data Guide and Data Dictionary include additional explanatory
text to assist service users and funded agencies to identify the appropriate disability group.
For further detail about disability groups, also see the NCSDDv2.0, including the Disability
Information Annex 4.3 (AIHW 2000c).
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Health condition

Health condition or diagnosis was considered for the CSTDA NMDS, as it is relevant to
people with disabilities and service providers and because diagnostic information and less
‘broad” information than that provided by the current ‘disability groups” was requested by
administrators. The main reasons for considering the collection of “health condition” were:

e itis collected in population surveys by the Australian Bureau of Statistics (ABS);

e itis often provided by funded agencies (i.e. at least some funded agencies appear to
think in terms of ‘health condition” rather than ‘primary disability group” even though
the primary focus of disability services is to provide support for daily living — for the
outcomes of health conditions and environmental factors —rather than to focus on or
simply treat the health condition); and

e it would enable more consistent mapping of health condition to various different
groupings used in Australia (e.g. using health condition plus body function impairment
to map to disability groupings used to assess eligibility for specific government benefits
and pensions).

The AIHW investigated possible options for a data element on ‘health condition” and an
associated code list for use in the disability services sector. At the outset of the
redevelopment project, it appeared possible that data developments in the Home and
Community Care (HACC) program might be useful in relation to health condition. However,
this did not prove to be the case.

At the beginning of the redevelopment project, a “health condition” data element had
recently been developed by the AIHW for the Aged Care Assessment Program (ACAP). The
associated ‘health condition” code list grouped International Classification of Diseases (ICD)
codes in a way which would produce data comparable to the ‘disabling condition” categories
used in the ABS Survey of Disability, Ageing and Carers. The AIHW offered to adapt the
draft ACAP health condition code list so that it elevated ICD codes of particular interest to
the disability field. For example, the AIHW would include the conditions and syndromes
that are currently forwarded to the AIHW through the CSDA MDS collections. Using an
ACAP-like code list would result in a health condition code list relating to ICD groups,
rather than disability groups (as per the AIHW grouping described above). Prior to
commencing this considerable body of work, FIG members were asked to consider:

e Why collect information on health condition?
What questions does the collection of “health condition” answer? How useful or
important is this information at the national level? What are the costs and benefits?

o The quality of data collected
In the CSDA MDS snapshot collection, the option exists to provide health condition in
addition to information on primary disability group. The following question appeared on
the 2000 CSDA MDS service user form: ‘If you had difficulty choosing the group for
Primary Disability Group, please also write your (the consumer’s) condition(s) here’.
Bearing in mind that health condition was therefore not compulsory, the following data
quality problems arose in the data provided:

- health condition was provided but primary disability was not provided;
- health conditions were misspelled in a wide variety of ways;

- primary disability groups were listed under health condition (i.e. non-health
conditions were included);
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- where only health condition was provided, the AIHW experienced great difficulty in
allocating CSDA disability group codes, as these codes are a mixture of impairments
and disability groupings, and can not be directly inferred from health condition
alone.

The logistics of collecting health condition information

As part of the development of the ‘health condition” data element for the ACAP,
extensive pilot testing was undertaken in the field. The reviewers found that there was
concern about non-clinical staff coding health conditions, especially mental health
conditions. In order to generate quality data on health condition, the reviewers made a
series of suggestions about, for example:

- the need to use a relatively detailed code list from ICD-10-AM (probably
computerised), along with regular updating of that list;

- the need for assessors to have knowledge of what is included in the coding lists so
that they have the expertise to record the relevant information for coding;

— the need for relevant clinical expertise and experience with relevant classifications;
and

— considerable training and implementation support.

The sensitivity of collecting health condition information
Sensitivity may be a particular issue in relation to mental health and certain types of
service provision.

Specific information issues relating to health condition

Are we interested in pathology or manifestation ,as there will be confusion unless
specified? If manifestation, would Body function impairment be easier? How would the
collection deal with multiple health conditions?

Following discussion with FIG it was agreed by the NDA that attempting to collect
information about health condition was too complex, potentially unreliable and possibly
irrelevant in the CSTDA NMDS context. The concept of health condition is reflected in the
data element for disability group but not included as a data element in its own right. Health
condition is no longer requested as supplementary information to primary disability group
where the person completing the service user details has difficulty in allocating to a primary
disability group.

Impairment

At the outset of the redevelopment project there was interest in collecting information about
‘body function impairment’. Impairments are defined in the ICF as ‘problems in body
function or structure such as a significant deviation or loss” (WHO 2001:10). The NCSDDv2.0
offers specific data elements for Body functions and Impairment extent. The draft ACAP
Data Dictionary V.10 also included a draft data element called “body function impairment’,
which seeks to operationalise the NCSDD data elements.

It was considered possible that ICF impairment coding may be more useful than ICD-10
coding (i.e. health condition) for the purposes of the CSTDA NMDS because:

agencies are more likely to be providing support on the basis of body function
impairments, activity limitations and participation restrictions than health condition; and
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e it might be easier for a funded agency (in conjunction with the service user) to identify
functional impairments than the underlying pathology relating to a person’s functional
impairment.

As with “health condition” the AIHW offered to undertake further work, based on the
NCSDD and the ACAP data elements, to develop a suitable “body function impairment” data
element and associated codes list, for field testing. However, administrators agreed that
there was inadequate demand for national data of this nature given the extra burden on data
providers and current assessment framework and agency record management systems in
place in the disability services sector. The concept of impairment is therefore reflected in the
‘disability group” data item in the final CSTDA NMDS but not included as a data item in its
own right.

8.3 Support needs

A national indicator of disability support needs has been included in the CSDA MDS since
its inception in 1994.

In 1999, as part of an initial review of the CSDA MDS, the AIHW undertook a project aiming
to produce:

e areview of measures of ‘support needs’, the findings being related to policies, practices
and developments in Australia in the disability field and in other closely related fields,
including the Home and Community Care (HACC) program;

e a presentation of options for data items which would encapsulate the main data needs
and developments in Australia; and

e adiscussion of each option in relation to its relevance, quality, relatability to other
developments including HACC, and comparability to national and international
developments in population measures of disability.

The 1999 ‘support needs’ project was approached with the understanding that National
Disability Administrators were interested in relatively high-level support needs indicators,
to which the data items currently collected in “local language’ in each jurisdiction could be
mapped. The project was not concerned with standardising the assessment of individuals at
a local level but rather about clarifying the concepts used to describe people’s support needs
so that information gathered during assessment could be mapped up to a national indicator
or indicators and used for national comparison.

The ultimate objective was therefore to develop options for a summary rating or indicator of
support needs:

e which was comparable with population data, specifically data collected on individual
support needs via the ABS Survey of Disability, Ageing and Carers;

e to which current State, Territory and Commonwealth practices, in as wide a range of
services as possible, could be mapped;? and

3 The goal was to reflect enough of the language used in each jurisdiction to ensure that jurisdictions
could translate the scales they use into an overarching scale (i.e. that the various types of language
could be meaningfully calibrated into an overall scale to which their input could be mapped).
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e  which would be consistent with current national data dictionaries and collections, to
increase the potential for national comparability and reduce the potential for duplication
in collection.

There were a number of constraints or factors to consider in the search for a 'support needs'
framework.

Firstly, it was essential that any support needs framework relate to the definition of ‘people
with disabilities” in the 1998 CSDA:

people with a disability attributable to an intellectual, psychiatric, sensory, physical or
neurological impairment or acquired brain injury (or some combination of these) which is likely
to be permanent and results in substantially reduced capacity in at least one of the following;:

J self care/management
J mobility
. communication

requiring ongoing or episodic support. (CSDA 1998)

Secondly, as noted above, it was also critical that the support needs framework be
comparable with population data. This constraint implied that the framework would
probably need to be a general support needs indicator, rather than a service-specific support
needs indicator. That is, the framework would aim to indicate an individual’s overall
support needs, rather than their support in terms of services required.

Finally, it was critical that the support needs framework relate as closely as possible to
existing data standards and practice in the area of disability and related support services.

The AIHW therefore aimed for consistency with (and an ability to map to):

e the CSTDA definition of ‘people with disabilities’;

e the Australian Bureau of Statistics Survey of Disability, Ageing and Carers (1998);
e the National Community Services Data Dictionary Version 2.0 (then in draft);

e the existing CSTDA NMDS (to a slightly lesser extent);

e tools currently in use in jurisdictions; and

e other major data collections, assessment tools, data development activities and concepts
of relevance, wherever possible.

The methodology for the 1999 “support needs” project was a two-stage process. In stage one,
the issues surrounding ‘support needs” were explored by:

e reviewing relevant literature, including national and international data dictionaries and
classifications;

e examining a range of relevant Australian data collections;
e investigating a number of well-known tools for assessing support need;

e analysing information provided by jurisdictions, detailing policy directions and the
assessment tools and frameworks currently in operation or under development; and

e synthesising this information to elucidate the major issues for discussion at an
AIHW-NDA workshop in November 1999.
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As part of the work undertaken in stage one (1999-2000), a draft support needs data item
was developed based on the life areas from the International Classification of Functioning,
Disability and Health (ICF).* In determining how to rate support needs within these life
areas, the project team looked at the ABS Survey of Disability, Ageing and Carers as well as
21 assessment tools identified by jurisdictions as in common use to the field. In doing so the
concepts ‘difficulty with activity” and “assistance with activity” were explored.

This work led to the recommendation that only ‘Assistance with activity” be collected for the
following reasons:

e the disability services involved in the CSTDA and its NMDS collection provide assistance
to people with disabilities;

e there was a large information gap in assessment tools used in the field, in terms of the
level of information collected about ‘Difficulty with activity” (see Table 8.2); and

e the ABS survey assumes that difficulty is experienced if a respondent identified needing
assistance with an activity. The ABS then only asks the subset of those respondents who
did not need assistance whether they experienced any difficulty in completing the
activity.

Using these findings, development of the support needs question progressed using the ICF

life areas and the concept ‘Assistance with activity’.

Table 8.2: Relationship of tools currently in use to proposed data elements

Percentage of
instruments and
assessment tools

Concept using concept
Difficulty with activity 19
Assistance with activity—non-personal assistance (e.g. presence of 67

aids/equipment/devices)

Assistance with activity—existence of or requirement for personal assistance (any 79
scale, e.g. none/minimal/some/substantial, occasional/frequent/continual,
independent/with assistance/dependent)

Personal assistance—hours per week (i.e. how much assistance in hours per week?) 10

Personal assistance—frequency of support (as per ABS, i.e. how many times per day, 10

week, month?)

Personal assistance—intensity (staff ratio) 10

‘Intensity’ (as per ABS—always needs assistance, sometimes needs assistance) 52

Presence of carer 29
In stage two, the AIHW:

e undertook further research and analysis in accordance with the direction provided by the
workshop; and

e developed a number of support needs data options for NDA consideration.

4 During the CSTDA NMDS redevelopment the ICF was endorsed by the World Health Assembly in
May 2001; prior to this, an earlier draft of the classification was used (the International Classification
of Functioning and Disability (ICIDH-2 Beta-2 Draft)).
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The ICF was an essential tool during the process of developing the support needs framework
(and the participation module discussed in Section 8.4). The redevelopment exercise
demonstrated three general ways the ICF can be used:

® asa framework to organise thoughts and ensure that major factors of interest are not
omitted from the final data item or minimum data set;

e as a set of classifications that can be used as a 'smorgasbord' from which to select the
domains of most interest to stakeholders in the data that will be collected via the final data
item or minimum data set; and

e to provide gqualifiers that assist the researcher to select a measurement scale that is either
directly related to an ICF qualifier or that ensures that the data collected will map to an
ICF qualifier.

Further details of the way the ICF was used in developing the support needs framework can
be found in the ICF Australian User Guide (forthcoming).

The work undertaken in the preliminary redevelopment project was subsequently advanced
during the redevelopment of the CSTDA NMDS in 2000-02. The support needs framework
was included in each of the three rounds of field testing and included in the final CSTDA
NMDS (see Figure 8.3 below for a copy of the item as it appears in the CSTDA NMDS Data
Guide).

A number of common themes emerged during field testing and were addressed in the final
collection materials. For example:

e There was usually discussion about the appropriate level of detail in each of the selected
life areas against which support needs are recorded. Often funded agencies and
consumers would express a desire to describe support needs in relation to each
component of a life area. That is, instead of being asked to record how often a person
needs help or supervision in communication generally, some would prefer that this item
separately ask about expressive and receptive communication. This desire possibly
related to a continued misunderstanding that the support needs data item is an
assessment tool (which it is not), rather than a framework into which the results of a
range of assessments used in the field can be transcribed.

e There was also discussion about the breadth of information collected in the support
needs question. That is, some jurisdiction staff and funded agencies felt that the number
of life areas in which support needs information was requested was too broad. For
example, some employment services reported that it was inappropriate for them to be
recording information about life areas such as self-care or domestic life. Again, this
probably relates to difficulties in promoting the function of the support needs data item,
as a tool to relate the needs of CSTDA service users to those of the general population.
Historically, the support needs question has been a critical item in terms of answering
very important questions about the needs of people currently accessing CSTDA services,
particularly in relation to the rest of the population. (This has apparently become less of
an issue as case-based funding tools for employment services now cover the majority of
these areas.)

83



How often does the service user need personal help or supervision with activities or participation

in the following life areas?

The person can undertake activities
or participate in this life area with
this level of personal help or
supervision (or would require this
level of help or supervision if the
person currently helping were not
available)

1) Unable to
do or always
needs help/
supervision in
this life area

2)
Sometimes
needs help/
supervision
in this life
area

3) Does not
need help/
supervision
in this life
area but uses
aids or
equipment

4) Does not
need help/
supervision in
this life area
and does not
use aids or
equipment

5) Not
applicable

a) Self-care, e.g. washing oneself,
dressing, eating, toileting

b) Mobility, e.g. moving around the
home and/or moving around away from
home (including using public transport
or driving a motor vehicle), getting in or
out of bed or a chair

c) Communication, e.g. making self
understood, in own native language or
preferred method of communication if
applicable, and understanding others

d) Interpersonal interactions and
relationships, e.g. actions and
behaviours that an individual does to
make and keep friends and
relationships, behaving within accepted
limits, coping with feelings and
emotions

In the following questions ‘not applicable’ is a valid response only if the person is 0—4 years old.

e) Learning, applying knowledge
and general tasks and demand, e.g.
understanding new ideas,
remembering, problem solving,
decision making, paying attention,
undertaking single or multiple tasks,
carrying out daily routine

f) Education, e.g. the actions,
behaviours and tasks an individual
performs at school, college, or any
educational setting

g) Community (civic) and economic
life, e.g. recreation and leisure, religion
and spirituality, human rights, political
life and citizenship, economic life such
as handling money

In the following questions ‘not applicable’ is a valid response only if the

person is 0—14 years old.

h) Domestic life, e.g. organising
meals, cleaning, disposing of garbage,
housekeeping, shopping, cooking,
home maintenance

i) Working, e.g. actions, behaviours
and tasks to obtain and retain paid
employment

Source: CSTDA NMDS Service User Form, 2002.

Figure 8.3: Support needs framework or 'information matrix'
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8.4 Indicators of outputs and outcomes

Administrators reported in 1999-2000 that they wished to improve output, cost and outcome
data and to move forward on the basis of the AIHW Integrating Indicators report in 2000
(AIHW 2000a). A two-day indicator development workshop was therefore held at the AIHW
on 7-8 February 2001. Its purpose was to develop indicators of outcome, output and cost for
inclusion in the redeveloped CSTDA NMDS. Representatives of all jurisdictions and of
disability service and consumer organisations and the Productivity Commission attended
the workshop.

The workshop represented a key component of ‘Phase One” of the indicator development
work suggested in the Integrating Indicators report (AIHW 2000a:81), which states:

An appropriate approach [to indicator development] may be to convene a working group that
would undertake intensive development of data items over one or two workshops. Members of
the group should, collectively, have the expertise to put theory, policy, administration and data
collection on the table together.

The data items developed should have a strong grounding in current practice ‘on the ground’,
to ensure that data collection is feasible and that the resultant measures or indicators are
relevant, not only in the context of high-level policy, but also at program and service level, for
planning and management purposes.

The development of indicators of output, cost and outcome was a central component of the
redevelopment of the NMDS, and relates to the key information needs of disability
administrators, summarised as follows in the March 2000 report to the NDA on the NMDS
redevelopment scoping study:

e  how many people were supported —and what were their characteristics and support
needs;

e  what was received —not just type of service, but some measure of ‘quantity” of service
provided by service type, e.g. staff hours, funding per consumer;

e from whom was it received — details of the service provider, e.g. size in terms of caseload,
staff profile and hours; the agency’s role in the system, e.g. case coordinator or ‘secondary’
provider;

e for how much (in terms of cost to government, although there was also interest in the
notion of ‘total cost’ to the service provider); and

e  with what outcome. (March 2000 report to NDA, page 5-2)

It should be noted that two important areas of data development were considered out of
scope for the redevelopment project: quality and demand. The reasons for their exclusion are
discussed in the Integrating Indicators report (AIHW 2000a). A question relating to the
concept of unmet demand or unmet need was subsequently included in Round 2 field
testing but excluded from the final NMDS for similar reasons to those outlined in the
Integrating Indicators report (see Section 5.3 on “unmet needs’).

The indicators workshop noted that the establishment of national indicators was a
challenging area. For example, workshop participants voiced doubts that there was currently
an ‘agreed enough’ policy and funding framework as a solid foundation for collecting and
relating funding and output data, despite considerable consistency of practice among
jurisdictions. Issues were also raised about the feasibility of developing outcome indicators,
both for individual service users and at a service level. The successful development of a set
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of service-level outcomes was seen to hinge on whether national outcome goals could be
specified for different service types. However, early in the project the NDA agreed that the
AIHW should continue to pursue data development in all these areas.

The development of suitable indicators continued throughout the redevelopment project,
drawing on field testing, reviewing annual reports and policy statements about service goals,
and extensive consultation with the FIG. This section includes a brief summary describing
the way the final indicators evolved. A separate discussion is included for each of the three
areas in which indicator development was undertaken:

e outputs;
e costs; and
e outcomes.

It was recognised from very early on in the development process that a revised classification
of CSTDA service types was needed in order to support indicators of both outputs and costs
(and to some extent outcomes). This revised classification would:

e allow jurisdictions to map the service types they fund to a national framework;

¢ be the framework for output indicators and enable output indicators to be related to data
on government funding by service type; and

e allow service funding information to be obtained as an administrative by-product to
jurisdictions” normal financial operations.

Further information on the development of the service type classification is provided in
Section 8.1.

Outputs

From the beginning of the redevelopment project, discussion focused on two types of output
indicator:

e consumer counts; and
e measures of quantity of service received.

For each service type there was discussion about counts and measures that would be
meaningful and feasible to collect, given the type of data that are currently collected by
funded agencies and/or required by administrators.

Discussion of outputs (and costs) also provided important guidance on changes that could
be made to the existing CSDA service type classification. From early on in the
redevelopment, it was agreed that the revised service classification should aim to group ‘like
with like’ in a functional sense, to better reflect funded service activities.

Consumer ‘counts’

Following the indicators workshop, the NDA agreed that Round 2 field testing should
explore the following consumer ‘counts’:

e consumers over the financial year; and

e an’as at 30 June’ count of “active” consumers (with workable definitions to be explored
during field testing); and/or

e a count of consumers who received a service on 30 June.
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These types of consumer ‘counts” would provide:

e service user characteristics (i.e. demographics, disability type, support needs, etc.) for all
consumers who received services in the year and, with the linkage key, a complete
picture of patterns of CSTDA service use (i.e. the characteristics of all consumers who
received each service type over the year, rather than just those who accessed services on
the snapshot day);

e anindication of service user turnover during the year;
e comparability of service user data with other data collections that provide “as at” counts;

e continuity with previous ‘snapshot day’ MDS data so that time series could be
constructed; and

e average government funding per service user receiving a service during the year (in
conjunction with suitable cost information).

Consumers over the financial year

The need for this information was not disputed throughout the redevelopment project. This
information is available in the final CSTDA NMDS by asking funded agencies to record
details of all service users accessing each CSTDA NMDS service type, in conjunction with
information about when a service user last received support.

Consumers ‘active” in the reporting period

Originally, it was suggested that this type of information could be collected by asking
agencies to identify the number of consumers considered “active” during a reporting period.
This would be achieved by a “tick box” approach for each service user.

This approach was partly adopted because, early in the redevelopment project, the FIG did
not recommend the inclusion of start and end dates for each service user (i.e. date support
commenced and date support ceased) either over a reporting period or in terms of episodes
of care. However, following the indicators workshop and report to the NDA, a number of
jurisdictions expressed their belief that start and stop dates were critical to the new NMDS.
Round 2 field testing therefore included questions to establish the feasibility of collecting
either “active’ status or “date support started” and ‘date support ended’. In Round 2 field
testing, a service user was deemed to have ended support if: they had ended the support
relationship with the agency; the agency had ended the support relationship with the service
user; or three months had elapsed since support was last received. The third criterion was
included to support quarterly data collection (proposed in some jurisdictions), but field
testing revealed that the methodology was too complex. It was also agreed that the NMDS
collection would not be a service episode-based collection.

In August 2001 the NDA agreed that all existing service users should be migrated to the new
collection with a uniform start date (e.g. 1 October 2002). This was proposed to avoid asking
service providers to examine historical files to establish the date a service user first received
service. (This was consistent with the experience of the HACC MDS collection, where ‘Date
of entry into HACC service episode’, was eventually dropped from the collection following
the difficulty providers experienced in going back through historical records to find when
the person first entered the program.) This rule was slightly relaxed in the final collection
materials to enable interested agencies to enter a true start date, if desired.

87



‘Date service last received” was included in the collection from Round 3 onwards. By asking
service providers to specify the last date on which a service user received a service, this data
item:

e avoids rigidly defining “active” status for all service types;

e avoids relying on artificial end dates (i.e. requiring service providers to enter a stop date
if a service user has not received a service for three months); and

e solves some of the collation difficulties arising from the varied reporting periods
proposed in different jurisdictions (i.e. this question can be asked in relation to the
relevant reporting period —e.g. when did the consumer last receive a service in this
quarter, financial year? —depending on jurisdiction).

Information on the “active’ status of service users is available in the final CSTDA NMDS
through the data items, ‘service start date’, ‘date service last received” and “service exit date’.

Consumers who received a service on 30 June

By August 2001 (i.e. before Round 3 field testing) there was renewed discussion about the
value of retaining a question on whether a client received a service on a given snapshot day
(during the transition to the new collection). It was, however, considered essential by the
AIHW that a tick box response be retained in the collection for 2002 and 2003 for this
purpose in order to ensure continuity of data interpretation in the years 2001, 2002 and 2003.
It was also agued that the data item would enable an evaluation of the success of the
redevelopment by, for example, allowing the extent of improvement in data to be
documented.

The data item “snapshot date flag’ is included in the final CSTDA NMDS.

Service quantity measures

Following the indicators workshop the NDA also agreed that, in addition to a count of
consumers over the financial year, measures of output quantity should continue to be
explored. It was understood that output quantity measures would vary by service type. The
development of consensus around the issue of output quantity measures was one of the most
challenging areas of the redevelopment project.

The indicators workshop recommended that the appropriate output quantity measures to
explore were:

e total quantity of service contracted/funded at outlet level —to give average quantity per
service user over the year; and

e quantity of service planned/contracted for each service user —to provide information on
the quantity and distribution of service outputs among service users in relation to service
user characteristics (e.g. demographics, disability type, support needs, carer status).

Both options would allow calculation of average government funding per output (either at
jurisdiction or outlet level, depending on how funding data were collected).

The indicators workshop did not recommend the collection of hours actually received by
service users over the financial year, advising that collection of this type of information was
unrealistic from a funded agency perspective. However, as the project progressed it became
clear that administrators were interested in information about hours actually received by
service users, at least for some key service types, for which this information was often
required in funding agreements.
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Prior to Round 3 field testing, preferred output quantity measures were proposed for each
CSTDA NMDS service type. For many service types, the proposed output quantity measure
was hours of service per service user. However, agreement had not been possible across
jurisdictions about the preferred method of specifying or collecting this information. It was
therefore agreed that the following hierarchy should be tested in Round 3 for those service
types where “hours of service per service user’ was the proposed output measure.

Hierarchy for hours of service per service user
(1) Hours delivered per service user (best practice output measure)

(2) Average hours allocated per service user (i.e. where outlets receive funding for total hours of
service delivery, their weekly allocation of hours to each service user) (acceptable output
measure)

(3) Average hours allocated per service user (based on full-time equivalent staff hours) (fall
back output measure)

Data providers would need to specify whether measure (1), (2) or (3) was used. (Round 3 field
testing materials)

It was proposed that all of the measures would be accepted, with (1) being the most
preferred and (3) the least preferred. Round 3 field testing documentation was developed to
determine whether this flexibility could be incorporated into forms and guides in a way that
was not too confusing for data providers.

In summary, the following output quantity measures were tested in Round 3 (Table 8.3).

Table 8.3: Output quantity measures proposed for Round 3 field testing

Service types Proposed output quantity measures

Accommodation support (large and small Number of people receiving the service type over the reporting period
residential/institutions, hostels, group homes, other

accommodation support) AND
Duration (calculated using start date and date service last received in
the reporting period)

Accommodation support (attendant care/personal Hours of service per service user over the reporting period
care, in-home accommodation support, alternative (determined according to the hierarchy above)
family placement) AND

Duration (calculated using start date and date service last received in
the reporting period)

Community support, community access (except Hours of service per service user over the reporting period

recreation/holiday programs) and respite (determined according to the hierarchy above)

Recreation/holiday programs Average hours allocated per service user (based on full-time
equivalent staff hours and total service users estimated using linkage
key)

Employment Durable employment outcome as defined by the Commonwealth

Department of Family and Community Services (FaCS).

Advocacy, information and print (including mutual Number of outlets funded
support/self-help groups) AND

Equivalent full time staff hours plus days of operation per week/year

Other support Number of outlets funded
AND

Equivalent full time staff hours plus days of operation per week/year

89



Following Round 3 field testing, most jurisdictions still acknowledged that collecting
information about quantity of service received by service users is important in order to
describe what people with disabilities are actually getting from the CSTDA service system.
However, varied views remained about the feasibility of collecting this information from
agencies and disagreement about which service types should be required to provide this
level of information.

It was then agreed that the final CSTDA NMDS would ask agencies to provide 'hours
received' from the following service types: attendant care/personal care; in-home
accommodation support; alternative family placement; case management, local coordination
and development; learning and life skills development; other community access; and all
forms of respite support. In relation to these service types, it was agreed that agencies be
asked to provide:

e total actual hours received by the service user in the week prior to data transmission; and

e average/typical hours received per week by the service user from the service type outlet
over the reporting period (included to enable agencies to indicate that the week prior to
transmission was not an average/ typical week).

Agencies would not be asked to record contracted hours in lieu of 'hours received'
information (as trialed in Round 3).

All jurisdictions agreed that quantity of service information should be expanded to
remaining service types over time.

The collection of information about hours received had been particularly complicated in the
case of one service type: case management, local coordination and development. Special
efforts were therefore made to clarify the collection method for this service type, in order to
avoid double counting. These are included in the CSTDA NMDS Data Guide for ‘hours
received’ and “staff hours’.

Examples of output measures available from the redeveloped CSTDA NMDS (following the
changes made after Round 3 field testing) are summarised in Table 8.4.
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Table 8.4: Examples of output quantity measures for the redeveloped CSTDA NMDS

Service types

Proposed output quantity measures

Accommodation support (large and small
residential/institutions, hostels, group homes, other
accommodation support)

Community support (therapy services for individuals, early
childhood intervention, behaviour/specialist intervention,
counselling (individual/family/group), regional resource and
support teams, other community support)

Number of service users receiving the service type over the
reporting period

Average hours allocated per service user, (based on staff
hours (reference week and typical week)

Accommodation support (attendant care/personal care, in-
home accommaodation support, alternative family placement)

Community support (case management, local coordination
and development) (except for community development
activity within this service type)

Community access (except recreation/holiday programs)

Respite

Number of service users receiving the service type over the
reporting period

Hours of support received per service user in (in a reference
week and a typical week) over the reporting period

Recreation/holiday programs

Number of service users receiving the service type over the
reporting period (estimated using linkage key and the data
item ‘number of service users’)

Average hours allocated per service user, based on staff
hours (reference week and typical week)

Employment

Durable employment outcome as defined by the
Commonwealth Department of Family and Community
Services (FaCS).

Advocacy, information and print (including mutual
support/self-help groups)

Number of service users (estimated using the data item
‘number of service users’)

Number of service type outlets funded

Hours of operation per day, days of operation per week,
weeks of operation per year

Staff hours (reference week and typical week)

Other support

Number of service type outlets funded

Hours of operation per day, days of operation per week,
weeks of operation per year

Staff hours (reference week and typical week)

Duration (calculated using start date and date service last received in the reporting period)
can also be recorded for most service types. This is most likely to be used as an output
measure in the case of accommodation support services.

Additional features that could be included

Discussion at the indicators workshop also led to the testing of two additional data items: an
Individual funding ‘flag” and an Equipment and modifications ‘flag’.

The concept of an Individual funding flag was to be included as a “tick-box” attached to
consumer-level information, to identify service users who are purchasing services via
individual funding packages. This would provide information on:

numbers of service users with individual funding packages;

types of services purchased with individual funding packages; and
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e characteristics of service users receiving individual funding packages in comparison with
other service users.

Together with measures of output quantity it would provide information on:
e amount and type of service outputs purchased using individual funding packages; and

e amore accurate indication of government funding dollars per output for different service
types.

An Individual funding ‘flag’ was tested in Rounds 2 and 3 of field testing and is included in

the final CSTDA NMDS. Following Round 2 field testing, particularly with consumers, there

was a suggestion that this ‘flag” be used as an indicator of consumer outcomes (i.e. with the

use of individual funding packages seen as a positive outcome for consumers). However, it

was eventually agreed by all that this data item should not be used as an outcome indicator.

The indicators workshop also suggested that an Equipment and modifications ‘flag’ should
be tested in Round 2 field testing. This item would be included as a “tick-box” attached to
consumer-level information, to indicate whether the service user received equipment or
environmental modifications that cost more than a specified amount (e.g. $100). This would
provide information on:

e numbers and characteristics of service users who receive equipment/modifications; and

e service types for which the provision of equipment forms a substantial component of
services provided.

This item was excluded following Round 2 field testing because the complexities of asking
for this information were considered to outweigh the benefits of having national information
of this nature (see Section 5.3 for further detail).

Costs

Following the indicators workshop, the NDA agreed that the redevelopment project should
continue to explore specific mechanisms for improving cost and related data, for instance by
relating government funding dollars (as recorded in jurisdictional financial systems) to the
service type outlet level. In relation to both outputs and costs it was agreed that a revised
service type classification should be tested. Field testing would include efforts to improve
the harmonisation of the service type classification with jurisdiction service funding
frameworks, to enable collection of nationally consistent data on funding dollars by service
type.

The indicators workshop suggested that gathering information about total costs (to a funded
agency) of delivering a CSTDA service was not feasible, and overly intrusive. The workshop
therefore recommended that a question about what proportion of a funded agency’s total
funds was accounted for by CSTDA funding should not proceed for field testing. Instead it
was suggested that the NDA could consider how an occasional survey of annual reports
might be conducted in order to obtain information on the average contribution of non-
CSTDA funding sources to the provision of CSTDA services.

Each round of field testing included questions about CSTDA costs to government, and this
issue was explored in depth when the AIHW conducted Round 2 field testing with
jurisdictions. In December 2001 the NDA agreed that jurisdictions would be responsible for
supplying funding information, for national collation, to the AIHW at whatever level they
currently specify or provide funding (i.e. at the funded agency or service type outlet level).
That is, as discussed throughout the redevelopment, jurisdictions will generally obtain
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funding information from administrative or funding systems, in the format available (i.e. at
the level at which they fund) and relate to appropriate service type outlet IDs.

The data item ‘“Total CSTDA funds’ is included in the CSTDA NMDS. The method of
collecting this information varies across jurisdictions; for example, some jurisdictions plan to
collect it directly from funded agencies, while other jurisdictions will extract the data from
their existing administrative databases. Because of this variation, the data item is not
included in the national collection materials for funded agencies, but rather in the Network
Guide, for jurisdiction use.

Outcomes

The ultimate goal of disability services is to deliver positive outcomes for service users, and
the concepts of participation and quality of life are central to the notion of outcome. This is
reflected in Clause 4(1) of the 1998 CSDA, which states:

The Commonwealth and the States strive to enhance the quality of life experienced by
people with a disability through assisting them to live as valued and participating
members of the community.

Two types of outcome are defined in the Integrating Indicators report (AIHW 2000a:xv, 40):

e Individual outcomes. These relate to the individual consumer, and may be narrow (e.g.
getting a job) or broad (e.g. improved quality of life).

e  Service-level outcomes. These are based on aggregations of individual outcomes, and thus
reflect how well a service is achieving outcomes for its consumers.

From the outset, outcome indicators were therefore pursued in these two areas.

Individual outcomes

Information collected during the preliminary CSTDA NMDS redevelopment work (i.e. the
scoping study) established that there was general agreement among administrators that it is
important to collect information on outcomes for consumers of disability services. Discussion
at the indicators workshop recognised that the kind of consumer outcomes that disability
services are aimed at achieving are long term, and approaches to measuring or monitoring
outcomes need to recognise this.

At the workshop, a question on consumer participation was put forward by the AIHW for
discussion and consideration for inclusion in the CSTDA NMDS. It was similar in form to the
question trialed by Victoria in the 2000 CSDA MDS collection. The AIHW offered to further
develop this question into an individual outcome data ‘module’. It was proposed that
questions in the module should be framed around the ICF (International Classification of
Functioning, Disability and Health) Participation domains and underlying concepts, and
development work should benefit from the experience provided by Victoria’s trial of a
question on consumer participation in the 2000 CSDA MDS collection. There would be scope
to investigate questions on a range of outcome-related issues, including participation, quality
of life, service quality, consumer satisfaction and consumer expectations. Questions on
services received and support needs could also be included.

From the outset it was envisaged that such a module could be used in all jurisdictions to
collect information directly from CSTDA service users. The information would not be
collected at the same time as the service-oriented collection, but could be used at convenient
points in the administrative cycle, possibly in association with other information collection
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activities (e.g. Western Australia’s Local Area Coordination reviews, jurisdiction consumer
satisfaction surveys, or individual case planning).

The module was therefore recommended as an “adjunct’ CSTDA MDS resource, and not for
inclusion in the CSTDA NMDS itself. Nationally consistent data on outcomes could then be
available with the data from the redeveloped CSDA MDS if each jurisdiction ran the module
at some point in the administrative cycle.

The individual outcome data ‘module’, known as the ‘Participation module’, was included in
Round 2 field testing with consumers. The module was not generally supported for inclusion
in Round 3 field testing nor for implementation in 2002. A key reason for its exclusion from
the CSTDA NMDS itself was concern about the validity of asking consumer participation
questions via service providers and the appropriateness of the CSTDA NMDS as a vehicle
for collection such information (of particular concern to the consumers consulted).

However, such a module was generally considered to be worth including in the CSTDA
NMDS materials to provide a resource to facilitate the collection, if deemed desirable by
jurisdictions, of comparable information on extent of participation and satisfaction of
participation. It was agreed that further development should be undertaken (outside the
redevelopment project timeline) to develop a participation module for use by funded
agencies and jurisdictions at various stages of normal service administration. Such a module
could be used, for example, when conducting ‘satisfaction surveys’, discussing people’s
overall goals, developing individual service plans and in assessing overall quality of life. The
trial Participation module, as it appears in the CSTDA NMDS Network Guide, is provided in
Figure 8.4.
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Life domain

Extent of participation (judged by
service provider or assessment
process)

Satisfaction with participation (judged by

consumer, with advocate if necessary) in

relation to duration, frequency, manner or
outcome

1.  Full participation
2. Mild participation restriction

3. Moderate participation
restriction

4. Severe participation
restriction

5. Complete participation
restriction

1. High satisfaction with participation

2. Moderate satisfaction with
participation

3. Moderate dissatisfaction with
participation

4. Extreme dissatisfaction with
participation

No participation

No participation and none desired

Participation in communication and
conversation (e.g. producing and
receiving spoken, non-verbal, formal
sign or written messages, involvement in
conversation, discussion with or without
use of communication devices and
techniques)

Participation in mobility within the
home and community environment
(e.g. changing and maintaining body
position; carrying, moving and handling
objects; walking and moving; moving
around using transportation)

Participation in domestic life (e.g.
acquiring necessities such as a place to
live and goods and services; household
tasks such as preparing meals; caring
for household objects and assisting
others)

Participation in interpersonal
interactions and relationships (e.g.
relating with strangers, formal and
information social relationships, family
and intimate relationships)

Participation in education, work and
employment (e.g. informal education,
preschool, school, vocational and higher
education; work preparation such as
apprenticeships; acquiring, keeping and
terminating a job, remunerative or non-
remunerative employment)

Participation in economic life (e.g.
basic and complex economic
transactions, economic self-sufficiency)

Participation in community, social
and civic life (e.g. community life,
religion and spirituality, recreation and
leisure, political life and citizenship,
human rights)

Figure 8.4: Trial 'participation module' or framework
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Service-specific outcomes

Following the indicators workshop it was agreed that the AIHW, in consultation with FIG,
would draft service-specific outcome indicators (for a small number of service types) and
related data items for field testing. These would then be tested and submitted to NDA for
approval, to ensure that they reflect the national policy framework. If approved they would
become part of the CSTDA NMDS collection and work would proceed to other service types.

Employment services provided a good example of the process of developing service-specific
outcome indicators. Over a number of years the Commonwealth had developed measures of
participation outcome specifically related to the program goals of employment services —
work of 8 or more hours per week for 13 or more weeks (although the term output is used
rather than outcome by the Commonwealth). The Commonwealth now routinely collects
data on achievement of these outcomes.

The AIHW explored annual reports and policy documents from all jurisdictions in search of
policy statements about the outcome goals of each CSTDA service type. By June 2001, the
AIHW had developed a draft set of service-level outcome indicators for NDA consideration
(Table 8.5). In a report to the NDA, it was recommended that:

1. The NDA note the mapping undertaken in relation to service-specific outcomes and the
related draft suggested indicators.

2. The NDA note that, with the addition of just three data items to the data set now being
tested, the scope of indicators is significantly enhanced. These three items are: carer age
(developed item already in the NCSDD?); carer relationship (developed item already in the
NCSDD); reason for leaving service (developed item in HACC MDS). (June 2001 report to
NDA, page 2)

These three further items were then included for Round 3 field testing.

By August 2001, the FIG stated that the development of the proposed outcomes had been a
useful exercise in terms of highlighting a number of important data items for inclusion in
Round 3. However, the FIG considered that official endorsement of the proposed outcome
indicators was not appropriate or necessary in this forum and that the indicators should not
be included in collection documentation. The NDA endorsed this view.

5 National Community Services Data Dictionary.
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8.5 Informal carer data items

Recent years have witnessed a growing recognition of the critical role that informal support
networks play in assisting people with disabilities within the community. Not only do
informal carers help people to live in the community, but the absence of an informal carer
can be a significant risk factor contributing to institutionalisation. Concern about the needs
of ageing carers has placed them on the policy agenda nationally.

The February 2001 indicator development workshop acknowledged the importance of
informal carers, and ‘short listed” a number of carer data items to be tested for inclusion in
the CSTDA NMDS, including ‘carer arrangements —informal’, ‘carer —primary status’,
‘carer —residency status’, ‘carer —relationship to service user” and ‘carer —age group’.

Considerable consultation and data development work was undertaken throughout the
course of the project to refine these data items to make them applicable to the disability
services field. Early data development work revealed that there was a different concept of
‘carer’ between the CSTDA and HACC programs regarding respite services. The HACC
program and its associated collection considers a carer to be the primary service user of
respite services, and that the person receiving the respite was the secondary user. The
CSTDA program explicitly defines a service user —for all service types—as ‘a person with a
disability who receives a CSTDA-funded service” (AIHW 2002c). This meant that a person
considered a carer in the CSTDA collection was a service user in the HACC collection.

The carer data items were testing during the three rounds of field testing using the CSTDA
NMDS definition of a service user. Results from the testing indicated that the definition of
service user and concept of ‘carer’ were applicable and feasible for collection in the CSTDA
NMDS.

Increasing interest in the needs of carers and the role they play has promoted greater interest
in collecting more reliable and detailed information about carers and the relationship
between informal care and the provision of services. Information about the primary status,
residency status, relationship to the service user and age group of the informal carer, all
contribute to an overall profile of informal carers.

104



8.6 Feeding back into national data standards

From the outset of the redevelopment project, the NDA stated that the data items in the
CSTDA NMDS should conform to national data standards. The main vehicle in Australia for
national data consistency and standards in the community services field is the National
Community Services Data Dictionary, most recently version 2. The NDA also wanted data
development to conform, where appropriate, to other developments in the field such as the
Home and Community Care Minimum Data Set (HACC MDS). It was envisaged that the
resulting increased consistency of data definitions would create efficiencies for community
service organisations, which would then be collecting common data elements in national
data collections for related programs (e.g. programs providing services for younger people
with disabilities and programs of aged care services).

Data development work conducted during the project to incorporate such national standards
and developments included:

e targeting funded agencies (via field testing) which provide both CSTDA and HACC
service, and obtaining feedback and comments from them on how to best align the two
data collections;

e conducting mapping exercises between CSTDA NMDS, HACC MDS and NCSDDv2 data
elements and their definitions; and

e focusing on the statistical linkage key in the CSTDA and HACC collection and ensuring
they are an exact match across collections.

Table 8.6 outlines the final CSTDA NMDS data items and relates them to the NCSDDv2 data
elements. Data items appearing in both the CSTDA and HACC collections are flagged with
‘(H)" after the data item name.
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