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Glossary

The term ‘jurisdictions’ is used throughout this report to refer to the State, Territory and
Commonwealth agencies responsible for funding and administering disability support
services under the CSTDA.

‘CSDA MDS' refers to the snapshot collection established in 1994 after the signing of the
first Commonwealth/State Disability Agreement in 1991. The CSDA MDS was conducted on
a snapshot day each year from 1994 to 2002.

‘CSTDA NMDS' refers to the redeveloped ongoing collection, which was fully implemented
nationally in October 2002. The change in the collection’s name stems from the negotiations
of the third Commonwealth-State/ Territory Disability Agreement.






Summary

This report describes the process of redeveloping the existing Commonwealth/State
Disability Agreement Minimum Data Set (CSDA MDS) and the information that will be
available from the new Commonwealth-State/ Territory Disability Agreement National
Minimum Data Set (CSTDA NMDS).

Background (See Chapter 1)

The Commonwealth/State Disability Agreement Minimum Data Set (CSDA MDS) collection
was set up in 1994, to monitor and report publicly on the CSDA which in 2000-01 was a

$2.5 billion program. Its establishment enabled complete, nationally comparable data on
disability services funded under the CSDA to be collected in Australia for the first time. The
CSDA places responsibility for planning, policy setting and management of employment
services with the Commonwealth, whilst the States and Territories are responsible for all
other disability services. Advocacy, print disability and information services are considered
shared responsibilities under this agreement.

The process of review and redevelopment began in 1999 during the life of the second CSDA,
when it was acknowledged that there was a significant change in the nature of service
provision, information needs and availability of technology in use across the disability field.
As a result of the redevelopment, full-year data about CSDA-funded agencies and service
users will be available for 2002-03, in turn increasing the power of information collected and
providing better outcomes for all major stakeholders. The new data set is known as the
CSTDA NMDS in anticipation of a third agreement being finalised.

Process (See Chapters 2-4)

The redevelopment project was managed by a process reflecting the existing relationships
between the Australian Institute of Health and Welfare, the National Disability
Administrators, and the State, Territory and Commonwealth government departments
responsible for disability services and the ongoing management of the existing CSDA MDS
snapshot collections. A Facilitation and Implementation Group (comprising representatives
from all jurisdictions responsible for CSTDA-funded services, non-government and
consumers representatives, and members of the AIHW) was established at the outset of the
project to provide advice and assistance to the project management team.

The project focused strongly on consultation with government and non-government
stakeholders, including CSTDA-funded agencies, service users, carers and peak
organisations. Throughout the project the CSTDA NMDS underwent three rounds of field
testing, as well as numerous consumer discussion sessions, which aided significantly in the
finalisation of the data items and collection materials.

The redeveloped CSTDA NMDS has moved from a “snapshot” day collection to a full-year
collection, which significantly improves the power of information collected.
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Data development (See Chapters 5 and 8)

The CSTDA NMDS redevelopment project plan included a ‘short list” of data items that were
investigated for the redeveloped CSTDA NMDS. The “short list” reflected the information
needs of the Disability Administrators across the country. Through the various rounds of
field testing, the original ‘short list’ of data items was revised in line with the findings of the
field testing, and developed in accordance with national data standards, to produce a final
data collection.

Key products (See Chapter 6)

A range of collection materials and products have been developed to support the new
CSTDA NMDS:

e Data Guide

e Service Type Outlet and Service User paper forms
e Data Transmission and Technical Guide

e Data Dictionary

e Network Guide

e Training materials

All materials were developed through consultation with various stakeholders and are
publicly available from the AIHW web site (www.aihw.gov.au/disability).

Privacy and data principles (See Chapter 7)

In the planning stages of the CSTDA NMDS redevelopment it was agreed that it would be
important to develop and refine privacy and data principles for the CSTDA NMDS collection
in the course of the redevelopment.

The Privacy and Data Principles developed are based on the Privacy Act 1988, Privacy (Private
Sector) Amendment Act 2000, the Disability Service Standards and AIHW policies concerning
data collection, storage and transmission.

The new data (See Chapters 2, 8 and 9)

The redeveloped collection will satisfy a far wider range of information needs relating to this
major national program.
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1 Introduction

A new Commonwealth-State/ Territory Disability Agreement National Minimum Data Set
(CSTDA NMDS) was launched nationally in October 2002. This report describes the process
of redeveloping the existing Commonwealth/State Disability Agreement Minimum Data Set
(CSDA MDS) and the information that will be available from the new CSTDA NMDS
collection.

The CSTDA NMDS redevelopment project was jointly funded by National Disability
Administrators and the Australian Institute of Health and Welfare. Considerable resources
were committed to the project over a number of years. This enabled an extensive and
iterative consultation process to be undertaken, involving the specification of information
needs by stakeholders, careful development of suitable data items, definitions and collection
materials, and field testing. As a result, the final CSTDA NMDS is a policy relevant collection
that will provide a wide range of stakeholders with essential information about disability
services and the people they support in the coming years.

1.1 Time for a new CSDA MDS

Before the first CSDA MDS there were no nationally comparable data on disability services.
From 1994, the Commonwealth/State Disability Agreement Minimum Data Set (CSDA
MDS) comprised both:

e aset of data items, together with their definitions, agreed by Disability Administrators to
be of significance for national collation and reporting purposes under the CSDA; and

e an agreed method of collection and collation.

Many uses of the data have been detailed in various reports (e.g. AIHW 2002a; AIHW 2002b). The
data have been essential in order to report on services provided under the CSDA, a $2.5 billion
program in 2000-01. Without such data it would not have been possible to estimate the extent of
unmet need existing in the disability services sector (AIHW 1997; 2002b). Nor would it have been
possible for the field to contribute in a timely manner to the Report on Government Services, an
annual publication designed to report on the performance of services across a broad range of areas,
including education, health, justice, community services and housing (e.g. SCRCSSP 2002).

The disability services field in Australia is a scene of ambitious policy goals and change. This
dynamic environment has seen significant developments in recent years in the:

e nature of services and service delivery methods, in particular the trend towards more
flexible services focusing on individual needs;

e information needs and capabilities of the field, including the need for greater
accountability and the development of performance indicators and performance based
contractual agreements; and

e available technology and the greater sophistication in its use across the disability services
field.



These goals and changes are represented in the second Commonwealth/State Disability
Agreement (CSDA 1998) and the third Commonwealth-State/ Territory Disability
Agreement (CSTDA 2002) still under negotiation in February 2003.

In 1999, in view of these changes, the National Disability Administrators (NDA), comprising
senior administrators responsible for the CSDA, in cooperation with the Australian Institute
of Health and Welfare (AIHW) began a process, to review and redevelop the CSDA MDS
and related data collections.

A vision
The vision for a new CSTDA NMDS was agreed to encompass:

e a CSTDA NMDS that meets critical information needs across the disability field, and is
consistent with other major data developments;

e data collation methods that are integrated with the day-to-day operations of agencies
and funding departments (see Figure 1.1); and

e the continued use of statistical linkage keys to enable data from various sources to be
related and collated without duplication of effort.

There would still be two key components of the new NMDS —agreement on nationally
significant data items, and agreement on a framework for collection and national collation.

The vision for the new collection is to provide better information and outcomes to all major
stakeholders:

e For people with disabilities: data that permit an evaluation of services received, in terms
of accessibility and appropriateness, efficiency and effectiveness, and ultimately lead to
improved services and service outcomes;

e For service delivery agencies: data that are more relevant to their own information needs
and easier to record and collate, with the assistance of better software tools and support;

e For governments: data that better inform planning, service development and service
delivery as well as meet other critical information needs.



Monitoring
systems
(e.g. service

quality)

Agencies record data during service
processes, via ongoing and short-term
collections; use data for service
administration; download data to
jurisdictions to acquit contracts and

contribute to the statewide and national

picture.

Jurisdictions collate data from agencies
and other administrative processes to
create data sets. These are used for
policy development and program
administration, as well as national

reporting.

Productivity Commission
collates data for Report on

Government Services

AIHW collates national
data on CSTDA NMDS

for publication, etc.

4 Funding and

administrative data

systems

State/Territory and
Commonwealth central
agencies collate data for

reporting, budgets, etc.

Figure 1.1: The vision for a new CSTDA NMDS: data collection “integrated with

day-to-day operations’

Redeveloping the CSDA MDS

The process of redeveloping the CSDA MDS into the CSTDA NMDS was conducted in two

stages:

e Stage 1: Preliminary CSDA MDS redevelopment project 1999; and
o Stage 2: CSTDA NMDS redevelopment and implementation project 2000-02.
Both stages were collaborative efforts involving the AIHW and the NDA.




Stage 1

The AIHW first began working with the NDA to redevelop the CSDA MDS in 1999. Broadly,
this first phase of redevelopment involved an examination of recent and emerging changes
to policies, funding arrangements and service structures, and their implications for
administrators’ data needs, as well as an examination of the main methodological issues
facing each jurisdiction, including sampling and enumeration issues, and technological
change. Information for Stage 1 was obtained via questionnaire, ongoing liaison and a
number of consultative workshops with all jurisdictions. Administrators were asked to
articulate what they required from a redeveloped disability services data collection. A
closely related body of work to develop key indicators (of costs, outputs and outcomes) in
the disability services sector was also a crucial part of the preliminary redevelopment work
(AIHW 2000a).

Stage 2

In March 2000, the AIHW presented the results of Stage 1 and resulting proposals for
redeveloping the collection to the NDA for consideration. A workshop involving all major
stakeholders was subsequently held in April 2000. This workshop further developed the
AIHW redevelopment plans into a detailed redevelopment project plan, agreed by
stakeholders and the NDA. This project plan formed the basis of the CSTDA NMDS
redevelopment project.

Chapter 3 contains more detail on the processes involved in redeveloping the CSTDA
NMDS.

1.2 Report outline

This report focuses on the redevelopment work undertaken during 2000-02, while drawing
where relevant on the earlier data development and conceptual work undertaken.

The report:

o showcases the key information available from the new CSTDA NMDS (Chapter 2);

e outlines the stages and phases of the redevelopment, in relation to the project plan
(Chapter 3);

e summarises the purpose, methodology and main outcomes for each round of field
testing (Chapter 4);

e provides an overview of the data items selected for the final CSTDA NMDS, including a
discussion of every data item originally on the table for inclusion (Chapter 5);

e describes the key products available relating to the CSTDA NMDS —the Data Guide
(including Privacy and Data Principles), Service Type Outlet and Service User forms,
Data Transmission and Technical Guide, Data Dictionary, Network Guide and training
materials (Chapter 6);

e discusses the process of developing the CSTDA NMDS Privacy and Data Principles and
includes a copy of the principles (Chapter 7); and



o discusses some of the specialised data development areas, namely: service type,
organisational units, agency identifiers and CSTDA funding; disability and functioning;
support needs; and the development of indicators of outputs and outcomes, including a
trial individual participation module (Chapter 8).

The report aims to be a document of record, of interest to the disability field and to future
users and managers of the resulting data set.



2 Data available from the CSTDA
NMDS

This chapter details the scope and nature of the redeveloped collection together with the
final data items included within the CSTDA NMDS. The chapter also discusses some of the
key uses of CSTDA NMDS data and provides a range of examples to illustrate the type of
information now available from the new collection.

2.1 The scope and nature of the CSTDA NMDS

The most significant change in the new CSTDA NMDS (compared with the snapshot CSDA
MDS collection) is that, for most service types, funded agencies are required to provide
information about all service users during the year (rather than just those who receive a
service on a snapshot day). This means that funded agencies are asked to collect and store
information on an ongoing basis, for transmission to their funding department at specified
points in time (quarterly in some jurisdictions and annually in others). Funding departments
transmit annual data to the AIHW for national collation at the end of each financial year.

Box 2.1 summarises the key concepts of the CSTDA NMDS collection. Briefly, most agencies
funded under the CSTDA are requested to provide information about:

e each of the service types they are funded to provide (i.e. service type outlets they
operate);

o all service users who received support over the financial year; and

e the CSTDA NMDS service type(s) the service user received.

However, certain service type outlets (e.g. those providing advocacy or information/referral
services) are not requested to provide any service user details, while other service type
outlets (e.g. recreation/holiday programs) are only asked to provide very minimal service
user details (see Table 8.1 for further details).

2.2 The data items included in the CSTDA NMDS

As detailed in later chapters of this report, the CSTDA NMDS data items were developed
following extensive consultation with administrators, jurisdiction staff, funded agencies and
service users. The final data items agreed for inclusion in the CSTDA NMDS are designed to:

e meet the information needs of stakeholders, including national disability administrators,
funding departments, funded agencies and service users;

e align and integrate with data collection methods used by funded agencies and
jurisdictions;

e be a minimum data set, seeking only information that is considered useful at a national
level and feasible to collect (i.e. responder burden was considered throughout the
redevelopment project);



e conform to national data collection standards (i.e. the National Community Services Data
Dictionary where appropriate data elements are available, and to other developments in
the field such as the Home and Community Care Minimum Data Set), and thereby
reduce the likelihood of duplication by funded agencies; and

e provide some continuity with the previous CSDA MDS.

The data items included in the CSTDA NMDS at implementation are listed in Table 2.1 and
also presented in the format of a simplified information model (Figure 2.1).

Box 2.1: Key definitions for the CSTDA NMDS collection

Service

A service is a support activity delivered to a service user, in accord with the CSTDA. Services within the
scope of the collection are those for which funding has been provided, during the specified period, by a
government organisation operating under the CSTDA.

Service user
A service user is a person with a disability who receives a CSTDA-funded service.
A service user may receive more than one service over a period of time or on a single day.

Service type

Service type is the support activity which the service type outlet has been funded to provide under the
CSTDA.

The NMDS classifies services according to ‘service type’. The “service type’ classification groups services
into seven categories: accommodation support; community support; community access; respite;
employment; advocacy, information and print disability; and other support services. Within each of these
categories there are subcategories.

Service type outlet

A service type outlet is the unit of the funded agency that delivers a particular CSTDA service type at or
from a discrete location.

If a funded agency provides, say, both accommodation support and respite services, it is counted as two
service type outlets. Similarly, if an agency is funded to provide more than one accommodation support
service type (for example, group homes and attendant care) then it is providing (and is usually separately
funded for) two different service types, that is, there are two service type outlets for the funded agency.

Funded agency

A funded agency is an organisation that delivers one or more CSTDA service types (service type outlets).
Funded agencies are usually legal entities. They are generally responsible for providing CSTDA NMDS

data to jurisdictions. Where a funded agency operates only one service type outlet, the service type outlet
and the funded agency are one and the same entity.

Scope of the CSTDA NMDS collection

Services within the scope of the collection are those for which funding has been provided, during the
specified period, by a government organisation operating under the CSTDA. A funded agency may receive
funding from multiple sources. Where a funded agency is unable to differentiate service users and/or staff
according to funding source (i.e. CSTDA or other), it is asked to provide details of all service users and
staff (for each service type).

Source: AIHW 2002c.




2.3 Key uses of CSTDA NMDS data

In the past, CSDA MDS snapshot data had been used for a wide range of purposes, such as

to:

support budget submissions for increased funding or changing funding emphasis;
support planning for future service delivery;

resist proposals to increase the level of service user contributions by demonstrating the
high proportion of CSDA service users who have benefits or pensions as their main
income source;

provide national comparisons of numbers of service users living in institutional vs
community-based settings; and

indicate that certain groups of people (e.g. people of Aboriginal and Torres Strait
Islander origin) are not accessing services as much as should be expected.

The new CSTDA NMDS is a full-year data collection, which introduces a number of new
data items. These changes significantly improve the power of the information collected. For
example, for the first time:

a profile of all people receiving a CSDA-funded service in a financial year will be
available;

new data on carer arrangements will enable the issue of ageing carers to be monitored
and planned for; and

information will be available about the quantity of service provided to service users and
this can be examined in relation to various characteristics of these service users, such as
their support needs, disability group and carer arrangements, and whether they live in
metropolitan or rural locations.



Table 2.1: Data items for the redeveloped CSTDA NMDS

Service type outlet items

Service user items

Information required for each service
type received in the reporting period
(per service user)

. Funded agency ID (J)

. Service type outlet ID (J)

A
B
C. Service type (J)
D. Service type outlet postcode (J)
E

. Service type outlet SLA (J)

n

. Funding jurisdiction (J)
G. Agency sector (J)

H. CSTDA funding*

N

. Full financial year operation

N

. Weeks per year of operation

3. Days per week of operation

N

. Hours per day of operation
5. Staff hours (reference week)
6. Staff hours (typical week)

7. Number of service users

B. Service type outlet ID(s) (J)
1. Record ID

2a. Letters of surname (H)
2b. Letters of given name (H)
2c. Date of birth (H)

2d. Birth date estimate flag
2e. Sex (H)

3. Indigenous origin (H)

4. Country of birth (H)

5. Interpreter services required
6. Communication method

7. Living arrangements (H)

8. Service user postcode (H)
9. Residential setting (H)

10. Disability group (primary, other

significant)
11. Support needs (9 areas)
Carer arrangements (informal):

12a. Carer—existence of (H)

12b. Carer—primary status

12c. Carer—residency status (H)

12d. Carer—relationship to service
user (H)

12e. Carer—age group

13. Receipt of Carer Allowance (Child)
14. Labour force status
15. Main source of income

16. Individual funding status

17a. Service start date

17b. Date service last received

17c¢. Snapshot date flag (snapshot date
previously assumed)

17d. Service exit date

17e. Main reason for cessation of
services (H)

17f. Hours received (reference week)

179. Hours received (typical week)

* Jurisdictions have agreed to provide CSTDA funding at the funded agency or service type outlet level, depending on the nature of funding
agreements with agencies. Therefore, funding data may or may not appear on Service Type Outlet forms, depending on jurisdiction

practice.

W) Item provided by jurisdiction rather than funded agency.

(H)  Related HACC data item.
Italics New item in the CSTDA NMDS.

Notes

1. Some new items replace deleted items (e.g. ‘interpreter services required’ replaces ‘main language spoken at home’).

2. Not all service type outlets report on all data items; please refer to Table 8.1 for further details.

Source: AIHW 2002c.
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2.4 Resourcing the project

The CSDA MDS ongoing collections are resourced by the participants. Non-government
organisation (NGO) data providers supply data to the funding jurisdiction, which may
support NGO costs, or aspects of the collection, particularly during change periods. Each
jurisdiction processes these and its own data and sends a data file to the AIHW for annual
national collation and reporting. The AIHW has supported its work on national data
development, collation, analysis and reporting from its own resources; this has increased
some fourfold since 1993-94. The redevelopment project was also funded and supported by
all participants, but with the AIHW receiving significant resources from the NDA, who
contributed support for some 70% of the AIHW work on the project.

2.5 What information will the CSTDA NMDS give us?

For the first time, the new CSTDA NMDS collection provides information about all service
users receiving CSTDA-funded support during a financial year (for most service types). The
redeveloped collection also increases the range of information about each service user, by
including extra data items on important characteristics such as carer arrangements and
quantity of support received.

In summary, the new collection will provide information about:

e service users, in terms of age, sex, Indigenous status, country of birth, disability group,
support needs and more;

o the characteristics of carers of service users such as their age group, relationship to the
service user and whether they live with the service user;

o profiles of service type outlets, in terms of service type delivered, staffing hours and
patterns of operation;

e funding provided under the CSTDA, related to the service unit which receives the
funding, either the actual service type outlet or the higher level funded agency, thus
enabling calculation or estimation of government funding per CSTDA service type (e.g.
in-home support, centre-based respite, learning and life skills development); and

e indicators of the amount of service provided, varying with service type (e.g. hours for in-
home accommodation support, people for residential accommodation support) and
duration of support received.

Table 2.2 summarises the information the NDA wanted from the new data set, as stated
during the preliminary stage of the redevelopment project, and details the relevant
information that will be available from the redeveloped CSTDA NMDS collection.

Box 2.2 provides some examples of the types of questions that can now be answered using
the CSTDA NMDS.
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Table 2.2: Information to be available from the CSTDA NMDS collection, compared to the stated

information needs of NDA

Information needs of NDA
as reported to AIHW in
1999-00

Information available from the CSTDA NMDS

How many people were
supported—and what were
their characteristics and
support needs?

The profile of all service users supported in a financial year (for most service types): age, sex,
Indigenous status, country of birth, interpreter services required, communication method, living
arrangements, service user postcode, residential setting, disability (primary and other
significant), support needs, carer arrangements and details, income support, labour force
status and individual funding arrangements—and the inter-relationships of these
characteristics.

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 service user?

For each service user:

e the service type(s) received and patterns of service they used during the year (e.g. use of
multiple service types);

o  whether they were ‘active’ service users at the end of the CSTDA NMDS reporting period;
e  the duration of service received;

e the quantity (hours) of service received (for some jurisdictions estimates based on actual
hours in a week);

e fransition into and out of CSTDA-funded services over time (e.g. transition to mainstream
services);

. reason for service user transition out of CSTDA-funded service type outlets; for example,
factors relating to the service type outlet's operations (e.g. budgetary issues) or changes
in service user needs and circumstances (e.g. increased support needs, moving to a new
area);

e whether or not the service user received support on the ‘snapshot day’, which enables
comparability with data from previous snapshot day collections (i.e. continued trends) and
an evaluation of the success of the new CSTDA NMDS collection.

All of the above information on service type received, quantity of service type received,
transition, etc., can be described according to service user characteristics such as age, sex,
Indigenous status, disability, individual funding status, etc.

For each service type outlet:
e the number of service users receiving support in a year (for many service types);

e the staff hours (both paid and volunteer), which enables analysis of staff hours allocated
to each CSTDA service type, average staff hours per service user, etc. (for some
jurisdictions estimates based on actual hours in a week).

(continued)
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Table 2.2 (continued): Information to be available from the CSTDA NMDS collection, compared to
the stated information needs of NDA

Information needs of NDA
as reported to AIHW in
1999-00

Information available from the CSTDA NMDS

From whom was it received—
details of the funded agency,
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?

For each service type outlet:
e  service type funded;
e total CSTDA funding®;

e  size—in terms of total service users per year, service users receiving support on a
‘snapshot’ date (i.e. an ‘as at’ count), and in terms of staff levels (both paid and
volunteer);

e  operation patterns (e.g. days per week, weeks per year);
e |ocation (postcode and Statistical Local Area);

. agency sector (e.g. government or non-government);

e indications of service user turnover.

Service type outlets can be related to funded agencies (i.e. a funded agency is an organisation
that delivers one or more CSTDA service types).

For how much (in terms of
cost to government)?

How government funding is distributed across CSTDA service types.

Average CSTDA funding (i.e. government funding contribution) per: service type outlet*, staff
hour (for some jurisdictions estimates based on actual hours in a week), service user (most
service types), service quantity (many service types).

How much government funding was directed to the government vs non-government sector.

With what outcome?

Outcome indicators are available for Commonwealth employment services (e.g. duration of
employment, hours per week of employment, etc.).

A ‘Participation module’ is included in jurisdiction materials for use by interested jurisdictions
(by a variety of means during normal agency processes). Individual service user outcomes,
such as those available by asking people about their extent of and satisfaction with
participation in a variety of life areas, are not, however, available from the CSTDA NMDS.

Service-specific outcomes, such as percentage of accommodation support clients living in
community settings, were not endorsed for inclusion as part of the CSTDA NMDS. The
process of developing such draft indicators was, however, useful in defining the scope of
essential data items for inclusion in the final CSTDA NMDS collection.

(See Section 8.4, Chapter 8 for further details)

*  Jurisdictions have agreed to provide CSTDA funding at the funded agency or service type outlet level, depending on the nature of funding

agreements with agencies.
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Box 2.2: Types of questions that can now be answered using the CSTDA NMDS
Service users

o How many people were supported by CSTDA-funded agencies in the last financial year?

o How many of these people were reported to have an intellectual or psychiatric primary disability?
o How many of these people were reported to have both an intellectual and a psychiatric disability?

o How do the people supported by CSTDA-funded agencies in the last financial year compare with those
identified as having a disability in the ABS Survey of Disability, Ageing and Carers?

o What proportion of service users moved out of CSTDA services in the last financial year? What were the
main reasons service users left CSTDA-funded agencies? How does this compare with previous years?
How many people left to take up mainstream services?

o What CSTDA service types were accessed by people with individual funding packages in the last
financial year? What were the demographic characteristics of people with individual funding packages
accessing services in the last financial year? How do these personal and service access characteristics
compare with people who were not receiving individual funding packages?

o What proportion of service users accessed multiple CSTDA service types in the last financial year?
What were the most common patterns of multiple service type use?

e How many CSTDA service users were living in institutional/residential accommodation this year
compared with last year?

e How many CSTDA service users have an ageing carer (over 65 years) or one under 15 years? How does
this compare with previous years? Does this differ across States and Territories?

o How many people received respite care under the CSTDA in the last financial year? What proportion of
this support was in-home support vs out of home?

o What was the average number of hours of support received by people accessing in-home respite in the
last financial year? How does this compare with the previous financial year?

o What was the support needs profile of people receiving in-home accommodation support compared with
people receiving residential accommodation support? Employment support compared with learning and
life skills development (i.e. day activities)?

Service type outlets

o What was the average CSTDA funding per service type outlet offering in-home accommodation
support? How does this compare with the average CSTDA funding per service type outlet offering
residential accommodation support?

o What was the average CSTDA funding per service user receiving centre-based respite support? How
does this compare with CSTDA funding per service receiving in-home respite support or residential
accommodation support?

o On average, what were the operating hours, days and weeks of respite services in the last financial year?
How does this compare with learning and life skills development (i.e. day activities)?

o What were the average staff hours per week for service type outlets offering therapy support in the last
financial year? How does this compare with the previous financial year? How does this compare with
service type outlets offering early childhood intervention?
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3 CSTDA NMDS redevelopment
project

3.1 Redeveloping the CSTDA NMDS

The process of redeveloping the CSDA MDS into the CSTDA NMDS was conducted in two
stages of collaborative work involving the AIHW and the NDA:

e Stage 1: Preliminary CSDA MDS redevelopment project 1999; and
o Stage 2: CSTDA NMDS redevelopment and implementation project 2000-02.

This chapter provides some brief background to Stage 1 (Section 3.2), before focusing in
more detail on Stage 2, the CSTDA NMDS redevelopment and implementation project,
commencing in October 2000 (Section 3.3). The remaining sections provide details of the key
activities and milestones under each of the redevelopment project plan components: project
management (Section 3.4); data development and policy (Section 3.5); data transmission
strategy (Section 3.6); and communication and training (Section 3.7).

3.2 Preliminary CSDA MDS redevelopment
project 1999

In 1999, the AIHW was commissioned by the NDA to carry out the following work in
relation to the CSDA MDS:

a) An examination of recent and emerging changes to policies, funding arrangements and
service structures, and their implications for administrators” data needs.

b) A review of measures of ‘support needed” and the development of nationally ‘mappable’
data items on client support needs.

c) An examination of the main methodological issues facing each jurisdiction, including
sampling and enumeration issues, and technological change.

In view of the Institute’s charter and its role in the CSDA MDS collection since its inception,
significant AIHW resources were also contributed to this 1999 phase of the redevelopment
project.

The first step in establishing the information needs of national administrators was to
distribute a comprehensive survey, developed by the AIHW in conjunction with a reference
group, and completed by all jurisdictions, on behalf of the NDA. This was followed by six
months of extensive consultation, analysis and an AIHW workshop attended by a range of
NDA and other nominees. Following the November 1999 workshop, the key information
needs of disability administrators were summarised by the AIHW as being;:

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

. 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) (See also Table 2.2.)

By March 2000, the AIHW produced a major report to the NDA, which included four main
technical outputs:

a list of potential data items for possible inclusion in the new CSDA MDS;
a disability services information model;

proposals for additional data development work, including specifying ‘outputs” and
counting rules, which would affect the collection methods; and

suggestions for progressing the redevelopment, via refinement, field testing and
implementation.

In the report, the AIHW presented two options for the timing of the CSTDA NMDS
redevelopment. The options drew on input received at the AIHW-NDA workshop held in
November 1999 and considered the need for data development (including indicators work),
testing, communication and implementation, alongside the development of possible
software tools.

Option 1 presented a timetable providing for phased implementation over a two-year
period. Full-year data from all agencies would have been available in late 2003. This was
the preferred option of AIHW based on its past experience in project planning and
implementation of data collections, managing and participating in data development and
collection, communication with the field, and in the design and implementation of
supporting software and systems.

Option 2 presented a fast-tracked timetable for implementation, within just over
12 months from commencement. Full-year data would have been available in late 2002.

3.3 CSTDA NMDS redevelopment project 2000-02

Establishing the project plan and agreeing on timing

In response to the AIHW suggestions for progressing the redevelopment (in the March 2000
report to the NDA), administrators decided on a brief planning phase, involving all major
stakeholders, to plan the detailed design, testing and implementation phases of the proposed
redevelopment. A planning workshop, attended by major stakeholders, was held in April
2000. The goal of the workshop was to develop a project plan to turn the vision for a new
CSDA MDS — the data set and the enhanced collation framework —into a reality for
stakeholders. The workshop laid out the groundwork for a plan that ultimately comprised:

details of the work needed and how it would be carried out: data development,
including refining and testing data specifications and collection methods in the field; the
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development of information technology tools; communication with and support and
training in the field;

e recommended roles and a management structure for carrying out the work;
e estimates of resources for all aspects of the work;

e recognition of current or very recent work in jurisdictions and the AIHW which might
assist speedy implementation; and

e aconsidered view on a feasible implementation timetable, considering the tasks to be
done and the views of all stakeholders.

In terms of timing, the agreed project plan was a hybrid of Options 1 and 2. The plan aimed
for ongoing collection by all agencies from April 2002, within 18 months of project
commencement. National data, based on data entry over a quarter, would be available by
September 2002. It was hoped that the data entered in one financial year quarter would
provide details about all service users accessing CSTDA services in the 2001-02 financial
year. Thus, depending on the success of implementation, the April-June 2002 quarterly data
were to provide full-year client data. Full-year client data, based on a full year of data entry,
would be available in late 2003.

Following the preliminary CSDA MDS redevelopment work and establishment of an agreed
project plan, the NDA commissioned the AIHW to redevelop the CSDA MDS collection. The
redevelopment project began in October 2000. As with Stage 1, the AIHW contributed
considerable additional resources to the redevelopment project between 2000 and 2002.

In summary, in light of the strong demand for more comprehensive data on disability
services and their clients, National Disability Administrators and the AIHW agreed to
pursue an ambitious redevelopment timetable. The agreed project timetable meant that
interrelated project components would need to be pursued simultaneously. For example, it
was agreed that the development of a data transmission strategy (and possible software
development) would need to commence prior to the completion of data development
processes (such as the finalisation of data items and data collection guides and forms).
Careful communication would be required with the field to provide satisfactory forewarning
of proposed changes to data items. In practice, some of these interrelated activities created
serious challenges for the jurisdictional departments responsible for implementing the
redeveloped collection and for the field. In particular, jurisdictions found it difficult to
commence software development prior to the availability of final data collection materials.
By December 2001, the NDA therefore agreed to extend the project timetable, to commence
ongoing collection from October 2002 (six months later than originally agreed).

The components of the CSTDA NMDS redevelopment project plan

The redevelopment process for the CSTDA NMDS was designed around four core
interrelated components:

e project management;

o data development and policy;

e data transmission strategy; and

e communication and training.

Each of these components was to be progressed over time, in four main phases:

e Phase 1 —establishment and development;
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e Phase 2—field testing, communication and ongoing development;
e Phase 3—"wrapping up’; and
e Phase 4—implementation.

The exact timing of these phases changed during the course of the project, following the
NDA decision in December 2001 to extend the overall timetable for redevelopment.

Work completed under each of the project components during the redevelopment is outlined
in Table 3.1 and further details are included in Sections 3.4 to 3.7.
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3.4 Project management

The redevelopment project was managed by a process reflecting the existing relationships
between the Australian Institute of Health and Welfare, the National Disability
Administrators, and the State, Territory and Commonwealth government departments
responsible for disability services and the ongoing management of the CSDA MDS snapshot
collections. The AIHW was the project manager for the redevelopment project, and its role,
together with the other ‘key players’, is described in Box 3.1.

Throughout the redevelopment project FIG members attended two face-to-face meetings and
eight teleconferences. In addition, most FIG members attended the face-to-face workshop on
indicators and a number participated in two additional workshops to develop the national
technical specifications following discussions on the data transmission strategy. The AIHW
also visited all jurisdictions at least once during the redevelopment project to field test
and/or to participate in jurisdiction training. The redevelopment project demonstrated
clearly that, while teleconferences are a useful and efficient way to exchange information,
they work best if complemented by periodic face-to-face meetings allowing multilateral
discussions.
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Box 3.1: The role of ‘key players’ in the CSTDA NMDS redevelopment project
National Disability Administrators (NDA)

NDA comprise the heads of government disability services throughout Australia. Having commissioned
the redevelopment of the CSDA MDS, the NDA were responsible for making key decisions during the
course of the project, including sign-off at key points during the project.

Australian Institute of Health and Welfare (AIHW)

The AIHW was responsible for project management, data development and the coordination of information
technology development, communication and training. The Institute had ultimate responsibility for
formulating recommendations, based on the input and advice of Facilitation and Implementation Group
(FIG) members, for decision by the NDA.

Facilitation and Implementation Group (FIG)

A Facilitation and Implementation Group was established at the outset of the redevelopment project to
provide advice and assistance to the AIHW. The membership of FIG comprised:

e representatives from all jurisdictions with responsibility for advice, liaison, and a range of operational
responsibilities for the redevelopment;

o three non-government and consumer representatives: one nominee each from ACROD and the National
Caucus of Disability Consumer Organisations, and one non-government member of the National
Community Services Data Committee, invited to join the FIG on the basis of individual expertise; and

o the core members of the AIHW project management team.

The FIG was not a decision making body. Rather, the overall role of FIG members was to support the
project in a range of ways ensuring that:

o the right information was efficiently made available for use on the project;

o communication was effective; and

o the most appropriate people and organisations were involved in and informed about the redevelopment.
The method of achieving these overall goals varied according to the membership role, as follows.

Members representing jurisdictions — these members were effectively jurisdictional coordinators or "key
facilitators’, with responsibility for a range of operational tasks, including:

o communication within their own jurisdictional administration and also with service providers in their
jurisdiction;

o field testing in their jurisdiction, including facilitating appropriate NGO involvement;

o ensuring the timely development of new data processing systems;

o providing advice and information to project management — including locating the right people in each
jurisdiction to respond to or undertake different tasks, and getting responses to AIHW back on time;

o ensuring jurisdictional input to the data transmission strategy; and

e acting as the conduit for communication within their own jurisdiction, including arranging mailouts to
the field.

Non-government organisation and consumer representatives — these members were to participate in FIG
meetings, providing advice on all aspects of the redevelopment, including:

e data needs of the sector;
o field testing (including suitable sites);
e data transmission strategies; and

o communication products and methods (for instance strategic use of existing channels of
communication).
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Throughout the redevelopment project, the AIHW, as project manager, worked with:

e the FIG, in the first instance, developing a policy document detailing its roles and
responsibilities (for NDA endorsement);

e the NDA Liaison Group, with representatives from Victoria, the Commonwealth and
Tasmania. This group had the role of facilitating communication between the AIHW and
the NDA, providing high level advice to the AIHW, and representing the NDA in the
various sub-contracting arrangements required of the AIHW throughout the
redevelopment (i.e. elements of the data transmission strategy and training were sub-
contracted by the AIHW to specialist organisations);

e a Data Transmission Advisory Group, comprising FIG representatives from Western
Australia, Queensland, Victoria and South Australia (in the middle stages of the project);
and

e contracted trainers in the later stages of the project.
The AIHW role was overall project management, including to:

e organise, facilitate and document continuing communication and meetings with key
stakeholders (FIG, NDA Liaison Group and the NDA);

e prepare a series of progress reports for the NDA;
e coordinate the preparation of national communication newsletters to the field;

e contract and manage two external consultancies, namely:

- SMS Consulting to work with the AIHW and FIG to develop the CSTDA NMDS
data transmission strategy and conduct a number of workshops to establish the key
requirements of possible CSTDA NMDS software; and

- Age Communications to develop training materials (based on AIHW technical
collection materials) and deliver training to every jurisdiction.

e obtain AIHW Ethics Committee approval for the proposed privacy and data principles
and procedures for the redeveloped CSDTDA NMDS and coordinate the agreement of all
jurisdictions to the proposed policies and practices;

e coordinate and participate in three rounds of field testing (see Chapter 4 for further
details);

e coordinate comments in relation to various rounds of draft data collection materials for
the redeveloped CSTDA NMDS; and

e monitor and encourage adherence to agreed timelines.

As indicated earlier, the redevelopment project timetable was extended in December 2001
following Round 3 field testing. In doing so, the planned April live pilot was dropped and
the implementation of the redeveloped CSTDA NMDS was rescheduled to October 2002
instead of July 2002. This also meant that agencies funded by New South Wales, Victoria,
Queensland, South Australia, Tasmania, the Australian Capital Territory and the Northern
Territory were asked to participate in a final snapshot collection in May 2002. As in previous
collections, agencies funded by Western Australia and the Commonwealth identified service
users who were seen on a selected snapshot day in June 2002, as part of their full-year
collections.

Table 3.1 (column 2) provides a timeline of the major project management milestones
throughout the redevelopment project.
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3.5 Data development and policy

The redevelopment project plan identified a number of key areas of data development work
essential to the project. The main areas of work undertaken throughout the project are listed
below together with references within this report for further information:

e developing data items and their definitions (Chapter 5);

e developing output and outcome indicators (Chapter 8);

e field testing (Chapter 4);

e developing privacy and data principles (Chapter 7); and

e preparing national materials for the CSTDA NMDS collection (Chapter 6).

A number of key data development and policy tasks were undertaken early in the
redevelopment and implementation project. These included:

e the development of policy documents detailing FIG roles and responsibilities, data
principles, the communication strategy and the field testing strategy;

e anindicators development workshop, with representation from all jurisdictions, as well
as consumer and non-government representatives and a representative from the
Productivity Commission (see Chapter 8 for further details relating to the indicators
workshop);

e adraft CSTDA NMDS data dictionary prepared by the AIHW, with further work
continuing on refining the data definitions contained within it; and

e the completion of Round 1 field testing by the AIHW (see Chapter 4 for further details).

From mid-2001, data items and key products were further developed, refined and tested,
together with the associated concepts and collection methodology. Two rounds of field
testing were conducted (Rounds 2 and 3) with funded agencies, consumers and jurisdictions
(see Chapter 4 for further details). In December 2001, following Round 3 field testing, the
NDA approved the recommended data items for inclusion in the CSTDA NMDS, service
types, output quantity measures and the layout of all collection materials.

AIHW Ethics Committee approval was obtained in October 2001 for the draft Privacy and
Data Principles for the CSTDA NMDS. These principles were placed in the public domain
for comment and included in Round 3 field testing documentation (see Chapter 7 for further
details).

Data development work in December 2001 to March 2002 focused on finalising the key
CSTDA NMDS materials for use in the national training. The collection forms and Data
Guide were finalised, and forwarded to the training contractors to incorporate into the

training strategy.

Following the amendment of the redevelopment project timetable in December 2001, some
extra data development work was undertaken to strategically use the final 2002 snapshot
collection. Data items that appeared in previous snapshot collections and were modified in
the redeveloped collection were included in the 2002 snapshot collection, as they did not
require training, for example the reclassification of ‘service types’. Introducing these revised
data items enabled funded agencies to move forward towards the new collection. Strategic
use of the 2002 snapshot collection also enabled ‘staged” implementation of the redeveloped
CSTDA NMDS collection while maintaining national consistency.
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By April 2002 the majority of data development work was completed. All key materials and
documents were in final draft and were “frozen” during the national training sessions. The
national training served as a ‘reality check” on all CSTDA NMDS materials, and following
the training a number of minor clarifications were made to the materials. The AIHW made a
commitment to all jurisdictions that no data items, codes or specifications would change as a
result of the national training. All collection materials were finalised and placed in the public
domain in August 2002.

During this last phase all jurisdictions confirmed their commitment to the Privacy and Data
Principles, by signing an undertaking of endorsement of the CSTDA NMDS privacy
arrangements.

Table 3.1, column 3, provides a timeline of the major data development milestones
throughout the redevelopment and implementation project.

3.6 Data transmission strategy

The area of data transmission was probably the most fluid at the outset of the redevelopment

project:

e While it was clear that CSTDA NMDS data would be transmitted from agencies to
jurisdictions, and from jurisdictions to the AIHW, the actual methodology for achieving
this data transmission (including the possible development of a software tool and
associated products and support tools) was still to be investigated.

e It was clear that the data transmission and data development components of the
redevelopment project were intricately linked. That is, the data transmission strategy
would need to align with the disability services information model and other data
development work, particularly on organisational units and linkage keys. This would
enable data to be collected from different (but specified) ‘levels” within organisations and
related (via linkage keys) to administrative data on agency funding, as well as the client
and service profile of the related outlets. However, the work on organisational units and
linkage keys had yet to be completed.

e The April 2000 planning workshop considered that the investigation and development of
a data transmission software product was an intrinsic part of the CSDA MDS
redevelopment. However, there were varied views as to how nationally uniform it could
be. Some jurisdictions indicated they would want to use their own specific software,
while others argued the benefit to the non-government sector if there were a nationally
uniform product (especially for large organisations working across a number of
jurisdictions). Firming up on the parameters of a possible software product was therefore
to be an early task of the project.

The work on data transmission was designed around eight major tasks, possibly to be
revised pending an early NDA decision on the development of a software product or
products. It was agreed that a consultant would be engaged by the AIHW to develop a data
transmission strategy and present options for NDA consideration. Pending NDA decision,
the remaining proposed tasks may need to be revised (i.e. some were only to be
implemented if the NDA agreed that development of a software tool was required).
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The eight key tasks for the data transmission component of the project were:

® N Ok N

Develop data transmission strategy

Prepare tender specification for software

Select software developer

Develop and alpha test IT product

Refine and beta test IT product

Prepare documentation and learning products

Design and test central databases in each jurisdiction and in the AIHW

Implementation

In December 2000, the project management team, in conjunction with the NDA Liaison
Group, engaged external consultants (SMS Consulting) to investigate and report on options
for an appropriate data transmission strategy (DTS) for the CSTDA NMDS. An initial
workshop was conducted and attended by all FIG members and the consultants to first
define the term ‘data transmission strategy” and then to discuss possible elements of such a
strategy. Following the workshop the project consultants visited each jurisdiction to:

gain an understanding of the jurisdiction’s view of the ‘organisational unit’ level that will
transmit data to jurisdictions;

obtain an overall profile of the funded agencies and service type outlets, in terms of their
use of information technology and information systems;

gain an understanding of how jurisdictions currently operate, in terms of collecting and
collating data from funded agencies, and in transmitting the annual data to the AIHW;

identify any candidates for software systems that could meet with jurisdiction and/or
funded agency/service type outlet needs nationally or across a number of jurisdictions;
and

discuss with jurisdictions any weaknesses, threats or risks in the data transmission
strategy approach.

Following discussions with each jurisdiction and the AIHW, the consultants produced a
Data Transmission Strategy Report. This report highlighted recommendations at each of the
three possible ‘levels * of data transmission involved in the CSTDA NMDS collection:

1.

2.

Data transmission between agencies and jurisdictions should be:

e supported by the development of nationally consistent transmission software, based
either on the Western Australian ACDC software, or on the HACC e-form.
Advantages and disadvantages of both options were discussed and further
exploration and costing of both options was recommended in the course of specifying
national system and technical requirements;

e further supported by information, training and other initiatives to enhance data
quality; and

e flexible and allow agencies to use other existing data collection and transmission
methods, including paper forms, local IT and commercial IT solutions.

Data transmission between jurisdictions and the AIHW is ‘best practice’” but could be
improved by:
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e jurisdictions enhancing efforts to provide the AIHW with data conforming to agreed
formats and edit checks; and

e the AIHW providing jurisdictions with more formalised feedback about data quality.

3. Software support for information management and data transmission within and among
agencies was also investigated but was not recommended for national development at
this stage. It was, however, recommended that liaison with commercial software vendors
be undertaken in addition to the general publication of technical specifications, so as to
actively promote the development of suitable software.

In May 2001 SMS Consulting were re-contracted to work with FIG to:

(a) develop a technical specification for data transmission of the redeveloped CSTDA NMDS
between funded agencies and jurisdictions; and

(b) assess the relative merits of existing software tools, namely the Home and Community
Care (HACC) e-form and Western Australia’s ACDC.

To assist the consultants with these tasks the Data Transmission Advisory Group, together
with a number of funded agencies from Victoria and South Australia, AIHW project staff
and software experts for HACC e-forms and ACDC, attended and participated in two data
transmission workshops. Following these workshops the consultants produced a “Technical
specification and evaluation of data transmission tool” report. The report recommended that
the NDA proceed with the development of a data transmission tool (or tools) and included
advice about the appropriate steps required to progress successfully.

Guided by this report, each jurisdiction made decisions regarding the development of
software for optional use by agencies when transmitting data to jurisdictions. At this time all
jurisdictions reconfirmed their commitment to accept paper transmission and align forms
with the national specifications.

To test software tools, it was proposed that for all jurisdictions, except the Commonwealth
and Western Australia, a full live pilot would be conducted in April 2002 and run for at least
four weeks. A primary aim of the live pilot was to test data transmission tools and thereby
enable refinements to the software and other materials to be made prior to full
implementation in July 2002.

The development and testing of data transmission tools was the responsibility of each
jurisdiction. A number of jurisdictions expressed interest in pursuing the Western Australian
software tool (ACDC) for use within their State/ Territory, while the remaining jurisdictions
either modified existing tools or tendered to develop new tools.

During July 2001 the AIHW developed a draft national Technical and Data Transmission
Guide. This guide was made available to all jurisdictions and placed in the public domain, so
that any software development would be in line with the national CSTDA NMDS
specifications.

Towards the end of 2001 the availability of data transmission software for the planned April
live pilot became an issue. The AIHW, as project manager, proposed a shorter live pilot in
April to reduce the burden on funded agencies that were adopting the software tools. It was
however eventually agreed by the NDA to revise the project timeline and drop the April live
pilot, allowing jurisdictions extra time to develop and test software products.

In the final phase of the project, jurisdictions (except for Western Australia and the
Commonwealth, where updated software had already been introduced in June 2002)
continued to develop and test data transmission software, develop technical help desk
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arrangements, finalise supporting technical documentation and amend jurisdiction
databases. A number of jurisdictions indicated that they would participate in a November
test transmission, designed to test both software and the data transmission processes (i.e.
between funded agencies and jurisdictions, and jurisdictions and the AIHW).

The major data transmission milestones throughout the redevelopment and implementation
project are highlighted in Table 3.1, column 4.

3.7 Communication and training

The development of and commitment to a communication strategy throughout the
redevelopment project was designed to facilitate consistent and effective communication
with and support of the field during the redevelopment process. Ongoing communication
with the field was considered essential to the project and was achieved primarily through
the use of national newsletters and a central web site dedicated to the redevelopment project.
Plans to deliver training to jurisdictions were also an important component of this area of
work. They involved developing and carrying out a strategy and timetable that fitted with
the other components of the redevelopment project (that is, data development, data
transmission and project management).

In January 2001 a portal was established on the AIHW web site for the CSTDA NMDS
redevelopment project (www.aihw.gov.au). This site contained a public area where up-to-
date and project-specific information and materials were posted. A public discussion list was
also developed, enabling funded agencies, consumers and carers who were unable to
participate in field testing to provide feedback or comments on the redevelopment project at
any stage. A private password-protected site was also created for project management
purposes and was accessible to all FIG members. This site contained all meeting papers, their
agendas and minutes, key project documents, project materials and an up-to-date contact list
of all FIG members and the project management team.

Also in January 2001, the first national communication (i.e. ‘newsletter’) was agreed and
distributed to the field by all jurisdictions, ACROD and the National Caucus for Disability
Consumer Organisations, as well as being placed on the AIHW web site. This newsletter
outlined why the redevelopment was happening, how it was going to happen and when.

The key communication and training tasks achieved during Phase 2 (October 2000 to
December 2001) included:

e The release of a further three national communication newsletters. These newsletters
were distributed by all jurisdictions, as well as ACROD and the National Caucus for
Disability Consumer Organisations, and informed the field on topics such as: progress of
the field testing and how funded agencies could become involved; the redevelopment
timetable; details about the planned April live pilot; availability of training and
resources; and contact details for the FIG. The newsletters kept the field advised of the
data items for possible inclusion in the CSTDA NMDS and the final data items.

e Updating the public area of the AIHW CSTDA NMDS redevelopment web site to include
all national communications, draft data principles and field testing materials. The FIG
area of the web site was also updated to include copies of all meeting agendas, minutes,
policy documents, etc.
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e Developing and agreeing on a national training strategy, which involved engaging
external training contractors, through a tender process, to develop appropriate training
materials and methods for the CSTDA NMDS redevelopment.

There was an increased effort in the area of communication in December 2001. A fifth
national communication was released advising funded agencies and the field of the new
timetable, the revised dates of implementation and the need to conduct a final snapshot
collection in mid-2002. As with previous communications, this newsletter was distributed by
all jurisdictions and placed on the AIHW web site. The maintenance and updating of the
web site continued throughout Phase 3 of the project, although the CSTDA NMDS
discussion list was shut down following the completion of Round 3 field testing.

Following a tender process, the AIHW sub-contracted Age Communications to:

e develop, trial and refine data training and “train-the-trainer’ materials to be used in the
implementation of the redeveloped CSTDA NMDS;

e design, trial and refine a two-day workshop process incorporating both training for data
providers or the requirements of the redeveloped CSTDA NMDS (data training) and a
‘train-the-trainer’ component; and

e deliver data and “train-the-trainer’ training in each jurisdiction.

The bulk of this work was carried out between March and June 2002. Age Communications
completed training in each jurisdiction in June 2002, having undertaken one-day training
sessions for Western Australia and the Commonwealth, and two-day training sessions for all
remaining jurisdictions. A range of jurisdiction staff, trainers and funded agencies attended
these sessions, together with one or more representatives from the AIHW to respond to
technical queries. All jurisdictions achieved the appropriate mix and level of attendance to
meet their particular needs.

Following the national training sessions, each jurisdiction delivered training to their funded
agencies. Training in some jurisdictions involved a ‘road show” and workshop sessions, and
in others, one-on-one training. It was envisaged that by October 2002 all funded agencies
would have received some form of training in the redeveloped CSTDA NMDS collection.

The AIHW continued to update the AIHW public and private redevelopment web site. For
example, all key collection materials (the Data Guide, forms, Data Transmission and
Technical Guide, national training materials and Data Dictionary) were placed on the public
web site. The Network Guide was placed on the private web site.

It was agreed in August 2002 that national newsletters were no longer needed and
jurisdictions took responsibility for further detailed communication with funded agencies.

The major communication and training milestones throughout the redevelopment project are
highlighted in Table 3.1, column 5.
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4 Field testing

4.1 The purpose of field testing

Three rounds of field testing were undertaken during the redevelopment project, including
testing with jurisdictions, funded agencies and service users. The overall aim of the field
testing was to test:

e the meaning and relevance of the proposed data items in the field; and
e the feasibility of their collection.

For example, field testing with funded agencies enabled the project team and funding
departments to gain an understanding of the business rules and practices of agencies, their
data collection methods, current business and information technology systems, and the
potential impact of the new data collection proposals. Testing with service users focused on
the meaning and relevance of the proposed data items as well as seeking advice on the
feasibility and acceptability of collecting proposed data items.

Field testing performed a vital role in each of the highly interrelated project components by,
for example:

e informing data development (both data items and data principles for the redeveloped
collection);

o facilitating communication between the major stakeholders in the project;

e enabling further information to be gathered about appropriate methods of data
transmission; and

e enabling the AIHW and FIG to provide sound advice to the NDA about the redeveloped
collection.

Field testing materials were developed by the AIHW in consultation with the FIG.

4.2 Round 1—preliminary field testing

Purpose of Round 1 field testing
The purpose of the Round 1 field testing was to:

e refine the list of data items developed in the preliminary stages of the CSDA MDS
redevelopment project;

e obtain an understanding of agency systems and what ongoing collection and full-year
service user numbers would mean to them; and

e obtain an understanding of the context in which any data transmission products would
operate.

It was anticipated that the results from Round 1 field testing would refine the data items and
collection materials before more extensive testing in Round 2, which would involve a wider
range of CSTDA-funded agencies and jurisdictional staff.
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Methodology of Round 1 field testing

Round 1 field testing began in September 2000 and was completed in February 2001. The
field testing involved AIHW project staff visiting a small selection of funded agencies within
a number of jurisdictions (in total, 22 funded agencies across five jurisdictions). The
jurisdictions involved in the field testing were responsible for identifying funded agencies
for participation. Jurisdictions sampled across:

e metropolitan, regional, rural and remote locations;
e agencies with different service types and sizes;
e government and non-government funded agencies; and

e funded agencies with specific issues affecting service users of diverse cultural and
linguistic backgrounds and Indigenous origin.

For the purpose of Round 1 field testing the AIHW developed a short questionnaire in order
to obtain a general understanding of:

e what information funded agencies need and use;

e how funded agencies handle information (i.e. obtain, record, store, update and retrieve
it); and

e whether there are new service delivery models in use within the field and how they
relate to funding arrangements.

The responses obtained from each visit were collated into an overall report on Round 1 field
testing which informed the direction of data development and Round 2 field testing.

Main outcomes of Round 1 field testing

The first round of field testing provided valuable information, not only giving AIHW project
staff a better understanding of agency systems and issues, but also in gathering ideas for the
content and methodology of the redeveloped CSTDA NMDS collection. For instance, it
became clear that throughout the project it would be possible to:

e build up a picture of agency practice, including in paper systems, to indicate how full-
year client data can be produced without massive agency systems redesign; and

e develop ways of encouraging funded agencies to use the CSTDA NMDS data items on
their administrative forms —to promote data quality and consistency throughout the
process.

It also became clear that collection of certain data items, such as health condition/diagnosis
of service users, was unlikely to be feasible. All agencies visited in Round 1 felt that it was
too difficult to collect accurate medical diagnoses from clients. This was either because a
medical diagnosis had not been given to the agency or because agencies believed that asking
clients about their diagnosis may be too intrusive. (For more information on the progress of
specific data items following Round 1 field testing, see Chapter 5.)
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4.3 Round 2—first pilot field test

Purpose of Round 2 field testing
The key objectives of Round 2 field testing were to:

e examine data collection methodology in each jurisdiction and in a range of funded
agency environments within each jurisdiction; and

e discuss issues surrounding a range of key data elements via ‘reality testing’ with funded
agencies and service user discussion groups.

During this round of field testing, beginning in July 2001, new data items were thoroughly
tested nationally using standard materials developed by the AIHW. Information was also
gathered about the current state of agency information systems and ways of minimising the
impact of the redevelopment on administrative systems. Round 2 field testing also
investigated the likely impact of planned changes on jurisdictional systems.

Methodology of Round 2 field testing

Three types of field testing were conducted in Round 2, along with an additional strand of
data development, relating to outcome indicators:

e Jurisdiction field testing with funded agencies

o AIHW field testing with jurisdictions

e AIHW and jurisdiction field testing with service users

e Outcome indicators development (service-specific and service user outcomes)

All Round 2 field testing materials were developed by the AIHW, with input from the FIG.

Jurisdiction field testing with funded agencies

Each jurisdiction was responsible for identifying funded agencies to participate in field
testing, sampling agencies with a wide range of characteristics, including service type. The
majority of jurisdictions conducted face-to-face interviews with funded agencies using a
standard questionnaire developed by the AIHW. Issues discussed included:

e funded agency details and information management practices, such as:
- definitions of outlet/service provider/organisation;
- ability to provide information according to CSTDA NMDS service types;
- current information management practices;
- preferred data transmission methods; and
- technology use and experience.

e awide range of data items and concepts, such as:

numbers of service users over time and at points in time;
- quantity of service for all service types;

- indicators of support need for service users;

- residential setting and living arrangements;

- informal carer arrangements; and
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- unmet needs of service users.

Two jurisdictions that did not conduct face-to-face interviews for Round 2 field testing,
instead opted to gather feedback through information sessions involving groups of funded
agencies.

AIHW field testing with jurisdictions

AIHW project staff conducted interviews with each jurisdiction using a standard
questionnaire. The interview was designed to obtain a more comprehensive understanding
of the processes involved in preparing and running CSDA MDS collections in each
jurisdiction, as well as exploring specific data development issues such as:

e service-related questions, including:
- service type classification (and related output measures);
- organisational unit level;
- unique agency identifier;
- CSTDA funding; and
- agency role and sector.
e service user-related questions, including;:

labour force status;

location of outlet (i.e. postcode and Statistical Local Area (SLA));

location of service user (i.e. postcode and SLA); and

main reason for cessation of services.

ATHW and jurisdiction field testing with service users

The AIHW, in conjunction with Disability Services Queensland and the consumer
representative on the FIG, organised and conducted a service user discussion session as part
of Round 2 field testing. Two other jurisdictions held similar discussion sessions, each
discussing the following data item issues:

e residential setting and living arrangements;

e informal carer arrangements;

¢ individual funding identifier;

e equipment and environmental modifications identifier;
e indicators of service user support needs; and

e service user participation.

Outcome indicators (service-specific and consumer indicators)

As part of Round 2 field testing, all jurisdictions provided input on suitable outcome
indicators for the CSTDA program and commented on the associated data items and
methods required in order to generate these outcome indicators. This input contributed to
the subsequent development by the AIHW of proposed service-specific outcome indicators
for all CSTDA NMDS service types and individual service user outcome indicators.
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Main outcomes of Round 2 field testing

The results of Round 2 field testing enabled the AIHW and FIG to make recommendations to
the NDA about data items for inclusion in Round 3 field testing (see Chapter 5 for further
details) and to progress work on outcome indicators (see Section 8.4).

Following Round 2 field testing it was agreed that the following items should not proceed to
Round 3:

e main language spoken at home;

e unmet needs;

e need for equipment or environmental modifications;

e agency role; and

e outcomes: consumer participation.

It was agreed that the following data items be included in Round 3 field testing;:

o date estimate flag (to indicate that date of birth has been estimated and to assist in the
accuracy of the linkage key);

e whether or not interpreter services are required for a language other than English
(instead of main language spoken at home); and

e snapshot date flag (at least for the first collection, to provide a method for comparing
previous data with the one-month data being provided in the planned April 2002 live
pilot and full-year data to be provided from July 2002).

A range of clarifications were also incorporated into the Data Guide and other collection
materials following Round 2 field testing.

Round 2 field testing confirmed that a flexible approach to the collection of national CSTDA
funding data would be required. It was proposed from the outset that this information
would be provided by jurisdictions, drawing from administrative or contract databases,
rather than directly from funded agencies or service type outlets. Round 2 field testing
revealed that relating CSTDA funding to service type outlets would be easy for some
jurisdictions (e.g. Western Australia and the Commonwealth) where contracts are
specifically designed in terms of CSTDA NMDS service types and harder for others (e.g.
Victoria, where contracts are generally written in terms of service activities, which do not
relate clearly to CSTDA NMDS service types). The continued use of block grants for some
large organisations was a complicating issue for a number of jurisdictions.

Some more general issues were also raised following Round 2 field testing.

First was a twofold general reaction of funded agencies to the redeveloped CSTDA NMDS
collection:

e on the one hand, funded agencies did not really seem to have absorbed the fact that the
collection was to become ongoing, essentially from April 2002 when the live pilot was
planned to commence. This identified the need for jurisdictions to ensure that
communication newsletters were getting through to the appropriate people within
funded agencies;

e on the other hand, there were also consistent comments about the need for funded
agencies to be adequately supported and resourced for any new collection (for instance
in terms of computers and training). This resulted in a recommendation to the NDA
representatives to explore options in their jurisdiction for supporting funded agencies in
the transition to the new collection.
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Second, there was a keen interest in and awareness of issues surrounding consumer consent
and the collection principles for the new collection. Both service users and funded agencies
regularly raised the issue of consumer consent and the comments received were useful in
refining the data principles for the CSTDA NMDS collection.

Third, a greater understanding was obtained of the information management methods
currently in place as well as the preferred information management methods for funded
agencies:

e the dominant information management method in all jurisdictions except Western
Australia and the Commonwealth was paper based, sometimes in conjunction with local
databases, usually in Microsoft Excel and less often in Microsoft Access. This reinforced
the earlier findings in relation to the data transmission strategy, namely that the new
collection would need to continue to support a variety of data transmission methods;

e the preferred method of transmission for agencies in most jurisdictions was data entry
and transmission software, as long as the costs of such software (e.g. software, training
and possibly hardware) were met by the funding department.

Finally, an indication was obtained of the proportion of CSDA-funded agencies that
complete the HACC and the CSTDA minimum data set collections. The proportion of
funded agencies sampled in Round 2 who also received HACC funding (and therefore
participate in the HACC MDS collection) varied from 14% in New South Wales to 50% in the
Australian Capital Territory and Queensland.

4.4 Round 3—second pilot field test

Purpose of Round 3 field testing

The goals of Round 3 field testing were to:

e confirm and refine the proposed data items in the new CSTDA NMDS;
e confirm their feasibility of collection; and

e refine their definitions and the wording of associated questions.

Methodology of Round 3 field testing

During Round 3 field testing (November 2001), funded agencies were asked to test the new
CSTDA NMDS collection documentation by completing paper forms in relation to a small
number of service users. Service user input was also sought during the testing.

Testing with funded agencies

Each jurisdiction was asked to sample CSTDA-funded agencies to ensure that those with varied
service types, location, service user characteristics, etc, were included in Round 3 field testing.
AIHW analysis of jurisdictions” sampling plans indicated that all service types were represented
and a number of service types not adequately represented in Round 2 had been picked up in
this field test.

The AIHW developed special field testing forms to enable funded agencies to complete
forms, using the associated Data Guide. The field testing forms encouraged agencies to
identify issues relating to questions, definitions, and response options, and whether or not
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the information requested was routinely recorded and retrievable by funded agencies.
Jurisdictions then reported to the AIHW using a specified reporting template.

Methods for undertaking Round 3 field testing varied nationally and included:

e inviting funded agencies to attend workshops based around Round 3 field testing
materials;

e mailing out the field testing materials to funded agencies, asking them to complete the
forms and mail them back; and

e conducting one-on-one interviews between the funding department and the funded
agency, working through the field testing materials.

To maximise agency input, particularly in regional areas, jurisdictions were encouraged to use
freecall telephone numbers and/ or other accessible feedback methods.

Service user involvement
Three methods for obtaining service user input for Round 3 field testing were proposed:

e jurisdictions could ask agencies to fill out the service user forms in partnership with at
least one service user and/or advocate during the field test (a question was included on
collection forms to reflect whether or not this was done);

e jurisdictions could conduct service user groups to discuss the collection and forms;
and/or

e jurisdictions could ask service user groups to field test with funded agencies and/or
service users.

All States and Territories encouraged agencies to complete at least some test forms along with a
service user and/or their advocate (i.e. Method 1).

Main outcomes of Round 3 field testing
The main outcomes resulting from Round 3 field testing revolved around two key areas:

e suggestions for improving the collection materials (i.e. Data Guide and collection forms);
and

e timing and resources.

Collection materials

While no data items were deleted as a result of Round 3 field testing, the testing did result in
a number of other recommendations to clarify data items and simplify and re-order
questions on the forms and in the Data Guide.

For example, Round 3 field testing forms enabled funded agencies to record multiple service
types for an individual service user on a single service user form. This method was designed
to reduce responder burden and essentially mimicked the way a simple database enables a
single service user record to be ‘attached’ to various service types received by the service
user. On paper forms, this method in fact proved too complex to be helpful to agencies and
was therefore not incorporated into the final collection materials.

Round 3 field testing also resulted in some modification to the range of data items requested
for each service type. For instance, a range of service types such as therapy services for
individuals, early childhood intervention and counselling would not be asked questions
about the hours of service received by service users.

37



Following Round 3 field testing there were still some items or issues that were problematic
where FIG consensus remained difficult. For the problematic data items or issues the AIHW
proposed solutions based not only on jurisdiction input from Round 3 field testing but also
on technical considerations. The AIHW followed the broad principle of national minimum
data sets that a solution be found that is reasonable to all jurisdictions, rather than offering a
'state of the art' solution that is only possible for implementation in one or two jurisdictions.
One motivation of the proposed solutions was to avoid the risk of overloading agencies and
creating a situation where the entire collection is jeopardised by a small number of
controversial data items. At the same time, the solutions represented progress in terms of the
information available from the CSTDA NMDS.

The problematic data items or issues were:

staff hours;

e quantity of service received by service users for each service type (i.e. service quantity
measure);

e how to collect information about brokerage and individual funding (relates to questions
on service type and individual funding flag); and

e total CSTDA funds.

The agreed solutions to these items are detailed in Sections 5.2 to 5.4 of Chapter 5 (staff hours
and total CSTDA funds) and Section 8.4 (quantity of service received and how to collect
information about brokerage and individual funding). Solutions were agreed with the
possibility that they could be developed further or implemented across a broader range of
service types over time.

Sections 5.2 to 5.4 detail changes and amendments made to the final data items as a result of
Round 3 field testing. These changes, together with clarifications to the Data Guide, were
made to the collection materials prior to national training.

Timing and resources

Following Round 3 field testing a number of jurisdictions expressed the concerns of their
funded agencies about the proposed live pilot scheduled for April 2002. Through Round 3
field testing many funded agencies stated that they needed more time to amend collection
procedures and prepare for the new CSTDA NMDS. In addition, a number of jurisdictions
had experienced delays in developing appropriate optional CSTDA NMDS software for use
by funded agencies. In light of these issues the National Disability Administrators asked the
AIHW to revise the redevelopment project timetable, the proposed April 2002 live pilot was
abandoned, and a new implementation date of 1 October 2002 was set.
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4.5 Post field testing—national training

Between April and June 2002, each jurisdiction received training in the new

CSTDA NMDS —both data item training and train-the-trainer training, which would enable
them to train their funded agencies. In nearly all jurisdictions, a range of service providers
and jurisdiction staff attended these training sessions. Training involved participants
progressing through a data workbook of exercises, including case scenarios, using the Data
Guide. Thus, the training sessions provided a final opportunity to test the clarity of data item
definitions and explanatory text. Key collection materials were reviewed and explanatory
text refined in light of this training experience.
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5 Data item history and
development

5.1 Possible data items for the redeveloped
CSTDA NMDS

The CSTDA NMDS redevelopment project plan included a “short list” of data items to be
investigated for the redeveloped CSTDA NMDS. This “short list” had been prepared by the
AIHW following the preliminary redevelopment work in 1999, including the work on
indicators for costs, outputs and outcomes. The “short list” thus reflected the articulation by
Disability Administrators across the country of what their key information needs were.

This chapter presents each of these initially proposed data items and details:
o whether they were included in the final CSTDA NMDS;

o for those that were excluded, when and why they were excluded from the final CSTDA
NMDS; and

e any variations or major issues that arose for each data item during their testing and
refinement.

The following sections present the final CSTDA NMDS data items according to whether they
are ‘service type outlet’ data items (Section 5.2), ‘service user’ data items (Section 5.3), or
‘services received’ data items (Section 5.4). The final data items are presented in the same
order as they appear in Table 2.1.

Further detail on a number of special data development areas is included in Chapter 8 (e.g.
organisational units, support needs, and individual participation).

From August 2001 it was agreed by Disability Administrators that the terms ‘client” and
‘consumer’ should be replaced with the more generic term ‘service user” in all CSTDA
NMDS documentation. The terms “service type outlet’ and ‘funded agency” were agreed in
late 2001.
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6 Key products for the CSTDA
NMDS

A range of collection materials or products has been developed to support the new CSTDA
NMDS. The AIHW produces national versions of these collection materials, to which
jurisdictions sometimes make minor variations or additions to meet local needs. It is agreed
by all jurisdictions that any such changes or additions should always be consistent with, and
should not jeopardise the collection of, the national CSTDA NMDS agreed by all
jurisdictions and endorsed by the National Disability Administrators.

Each of the key products for the CSTDA NMDS is outlined in this section, along with details
of their main purpose and audience. Copies of national materials can be obtained from the
AIHW web site (www.aihw.gov.au/ disability).

6.1 Data Guide

The Data Guide is for use by all funded agencies preparing data for transmission to
jurisdictions. It can be used as a hard copy reference document for people filling out paper
forms or entering data into data transmission software. Software developers are encouraged
to include the contents of the Data Guide in software, to enable a funded agency entering
data on a specific item to click onto information about the data item’s definition and
justification.

The Data Guide aims to provide adequate information in an accessible and relevant format
without burdening the user with detail that is not needed. It includes sections which:

e explain the data collection methods and transmission requirements;

e outline the CSTDA NMDS Privacy and Data Principles and associated procedures (see
also Chapter 7);

e present all data items in a simplified information model; and

e provide details of all data items, including question format, response options, guide for
use, justification for each data item and examples of use in statistical reports.

6.2 Service Type Outlet and Service User paper
forms

Paper forms, developed by the AIHW and updated each year, are made available to all
jurisdictions for distribution to interested funded agencies. The forms are designed for use
by agencies that do not wish or are unable to adopt software for the purposes of transmitting
data to jurisdictions.
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6.3 Data Transmission and Technical Guide

The Data Transmission and Technical Guide was developed to assist CSTDA-funded
agencies to transmit data for the redeveloped CSTDA NMDS collection to the funding
jurisdiction. It sets out technical requirements for data structure, essential for amalgamation
of the data at a jurisdictional and national level. It is envisaged that this document will be
used by agencies wishing to develop their own data transmission software; agencies wishing
to purchase commercial software; and agencies wishing to update their existing databases to
meet the requirements of the CSTDA NMDS collections. The Data Transmission and
Technical Guide is also a useful reference tool for people and jurisdictions developing
software for agency systems. The Data Transmission and Technical Guide should always be
read in conjunction with documentation for the redeveloped CSTDA NMDS collection,
particularly the CSTDA NMDS Data Guide. It is recommended that agencies using this
document contact their funding jurisdiction as local variations may be added to the national
MDS.

6.4 Data Dictionary

The CSTDA NMDS Data Dictionary is a new feature of the collection. The Data Dictionary is
a technical resource available to all contributors and users of the CSTDA NMDS collection
(via the AIHW web site or on request from jurisdictions). The Data Dictionary is essentially a
technical companion to the Data Guide and provides detailed data definitions for every data
element in the new collection. The Data Dictionary has been prepared in accordance with
international standards and is in the same format as the National Community Services Data
Dictionary and the Home and Community Care (HACC) National MDS Data Dictionary.

The Disability Services Information Model, included in the CSTDA NMDS Data Dictionary,
provides a high-level representation of the interrelationships between data items and
concepts in the redeveloped CSTDA NMDS. The model is an important tool in
understanding and retaining the logic of the data structures underlying the redeveloped
CSTDA NMDS collection.

6.5 Network Guide

The Network Guide is intended for use by staff in Commonwealth, State and Territory
Governments and at the Australian Institute of Health and Welfare who are directly
involved with the coordination and running of the CSTDA NMDS collection (the “Network’).
The Network Guide includes sections on how to coordinate the data collection in each
jurisdiction according to the agreed timetable, how to provide data for the national collation
(e.g. file structures, cleaning procedures and transmission protocols within jurisdictions and
nationally). As with other collection materials, the Network Guide aims to promote national
consistency in the way CSTDA NMDS data are collected and to improve the quality of the
data obtained from the collection. The Network Guide will be updated each year. (Note: this
is the only one of the national materials that is not on the public web site.)
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6.6 Training materials

National training materials were developed, based on the collection’s technical materials,
particularly the Data Guide and paper forms. The national training materials were
developed to support the delivery of two workshops:

Familiarisation Workshop — a 1.5 hour introductory session to the CSTDA NMDS
collection.

Data Item Workshop — a one-day workshop covering the technical application of the
Data Guide to all of the redeveloped CSTDA NMDS data items.

The training materials comprise:

Familiarisation Workshop slides;

Briefing paper (outlining the background to the CSTDA NMDS and its redevelopment);
Data Item Workshop slides;

Data Item Workbook;

Workbook Activities;

Data Item Workbook Answers;

Familiarisation and Data Item Workshops evaluation sheets; and

Trainer’s Guide.

These materials can be used by jurisdiction staff when training funded agencies and also by
funded agencies wishing to train their own staff.
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7 Privacy and data principles

7.1 Introduction

Preliminary work on the CSDA MDS redevelopment in 1999 established the importance of
developing and refining data principles for the CSDA MDS collections in the course of the
redevelopment. Final CSTDA NMDS Privacy and Data Principles are included in the CSTDA
NMDS Data Guide, along with practical guidance for agencies about the ethical collection
and transmission of service user data. Further privacy procedures are also included in the
Network Guide, for use by jurisdiction and AIHW staff.

This chapter outlines the methodology for developing the collection’s privacy and data
principles, before presenting the principles themselves. The chapter closes with a brief
summary of the additional procedural guidelines for funded agencies, jurisdictions and the
AIHW.

7.2 Developing the privacy and data principles

The April 2000 planning workshop identified a number of issues that were likely to arise in
the course of the CSTDA NMDS redevelopment project. For instance, the disability
standards require that information not be sought from clients unless it is necessary for
service delivery purposes. The workshop asked: Does the information have to be directly
relevant to the immediate service? Or could it also be primarily of policy relevance to the
funding body, which cannot justify its expenditure without being able to report on the
information? Country of birth is an example of a data item where these questions could arise.

As a result, the project plan stated that issues such as these should be addressed by
establishing operational data principles early in the life of the project. These principles could
be expanded or revised in the course of the project. They would address:

e privacy and confidentiality principles;

e relevance;

e responder burden and the ‘minimum’” data set;

e consistency with jurisdictional reporting;

e national consistency, its benefits and the costs of changes to national standards;
e linkage keys and identifiers; and

e data ownership, transmission, storage and release.

These principles might influence what data items are required for different service types.
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Relevant source material was identified and included:

e privacy legislation, including the Privacy Act 1988 (and associated Information Privacy
Principles) and Privacy Amendment (Private Sector) Act 2000 (and associated National
Privacy Principles);!

o the Disability Service Standards; and
e relevant AIHW data policies.

Draft privacy and data principles, based on the above documents, were prepared for FIG
comment in December 2000. Jurisdiction FIG representatives were asked to provide both
general comment and to investigate the principles in relation to local legislation and
procedures (e.g. departmental guidelines in relation to privacy). Following a number of
rounds of comment, draft principles were placed on the public AIHW redevelopment web
site for public comment in mid-2001. The draft principles were also included in the draft
Data Guide, used in Round 3 field testing in late 2001.

7.3 The CSTDA NMDS Privacy and Data Principles

The CSTDA NMDS Privacy and Data Principles, as they appear in the final Data Guide, are
included below. Further background detail, including extracts from source documents, is
included in the Data Guide.

The privacy and data principles are drafted under three main headings: ethos; purpose and
content; and quality, methods and procedures.

Ethos

El. Respect: privacy, dignity and confidentiality

The national minimum data set should be defined and collected in a climate of mutual
respect:

e All participants in the CSTDA NMDS collection should respect the rights to privacy,
dignity and confidentiality of the service user.

e Funded agencies should be respected for their role in providing a valued service and for
their need to operate cost effectively and competitively in a mixed economy.

e Service funders should be respected for their role in policy, administration and high-level
advocacy in the sector, and their associated need to monitor the activities and outcomes
of services and the profile and needs of service users.

! During the course of the project, the Privacy (Private Sector) Amendment Act 2000 was passed, with
legislation effective from December 2001. This legislation extended the Privacy Act 1988 (covering
most government service providers) to non-government or private service providers. The CSTDA
NMDS collection draws on data supplied by government and non-government disability service
providers and is therefore subject to the eleven Information Privacy Principles (IPPs) for
Commonwealth and Australian Capital Territory agencies and the ten National Privacy Principles
(NPPs) for private (including non-government) providers. According to the privacy legislation, data
collected under the CSTDA NMDS are health information and therefore personal information that is
also sensitive in nature.
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E2. Fairness and transparency

Data should be collected in accordance with the privacy principles attached:

Funded agencies should ensure that service users are aware of the data being recorded,
the purpose of recording, and which data will be transmitted to other bodies, including
funders and national statistical agencies, and for what purpose.2

Service users should be made aware of their right to seek access to their records and to
correct or update information about them, if it is incomplete, inaccurate or out-of-date.

Funding departments should ensure that, similarly, funded agencies are aware of the
data being recorded, the purpose for recording them, and which data will be transmitted
to other bodies including national statistical agencies.

Fairness and openness concerning purposes, data, procedures and release: Jurisdictions
and the AIHW should publish clear statements about the purpose of each data item in
the CSTDA NMDS, and the purpose of data collection and jurisdictional and national
collation, analysis and dissemination. The purpose of data may legitimately extend to the
collection of information that, while not immediately related to the service a person
receives at a point in time, relates to the continued availability of that service. (For
example, the collection of information on ethnicity or Indigenous origin may or may not
be directly relevant to the provision of a service to a service user on a particular day.

2 In accordance with ATHW Ethics Committee guidelines, each jurisdiction has provided written

confirmation that:

1.

Agencies participating in the CSTDA NMDS collection will be informed of the collection's Privacy
and Data Principles, which outline their legal obligations under the Privacy Act 1988 and the
Privacy (Private Sector) Amendment Act 2000, and refer them to the Acts themselves.

The ‘information subjects’ (people with a disability who are the service consumers) will be
informed about the information being recorded and its purpose, as well as their right to access the
information and update or correct it. The following paragraph has been approved for this
purpose:

e Please note that <agency name> is required to release information about service users
(without identifying you by full name, or address) to <CSTDA funding dept name>, and to
the Australian Institute of Health and Welfare, to enable statistics about disability services and
their clients to be compiled. The information will be kept confidential. This information is
used for statistical purposes only and will not be used to affect your entitlements or your
access to services. As a user of CSTDA-funded services you have the right to access your own
files and to update or correct information included in the CSTDA NMDS collection.

The unit record file will not be matched, in whole or in part, with any other information for the
purposes of attempting to identify individuals, nor will any other attempt be made to identify an
individual.

The person/organisation will not disclose, release or grant access to the information to any other
person or organisation, except as statistical information that does not identify an individual.

The information will be used only for statistical purposes and will not be used as a basis for any
legal, administrative or other purpose.

Any deviations from the standards are detailed below, including how alternative arrangements
accord with relevant privacy legislation.
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However this information is regarded as crucial to the effective delivery of the CSTDA
program, by establishing the accessibility and equity of the program, and hence ensuring
its continuing financial support by governments.)

E3. Custodianship as a principle

e Funded agencies, jurisdictions and the AIHW are the custodians of information collected
from service users and funded agencies. They do not ‘own” data, but are responsible for
the protection, storage, analysis and dissemination of the data in accord with: the
purposes for which they were collected; the principles of respect and fairness outlined
above; and the quality standards outlined below.

Purpose and content

P1. CSTDA National Minimum Data Set principles

e The data items included in a national minimum data set should be nationally relevant
and important, and able to be collected consistently and interpreted meaningfully.

e The CSTDA NMDS should contribute to the goals and objectives of the CSTDA.

P2. Cost effectiveness
Including or changing data items imposes costs on all participants in a national collection:

e Data items should, as far as possible, be: consistent with agency and jurisdictional
administrative reporting procedures; and able to be efficiently collected and transmitted.

e The costs of change to data items or collection methods should be weighed up against the
desire for continued improvement in content.

Quality, methods and procedures

Q1. Quality of data items

Data items in the CSTDA NMDS should be: based on national and international standards
where appropriate; defined clearly, concisely and comprehensively; in accord with national
information priorities; tested for meaning and feasible collection in the field; and collected
and maintained accurately, with opportunities for correction by the service user, the funded
agency, the jurisdictional administration and the AIHW.

Q2. Quality of data capture and collection methods

e Funded agencies should attempt to align data items on their administrative forms
(e.g. age, sex and Indigenous origin) as closely as possible to the CSTDA NMDS items,
especially where these conform to national standards for community service data
definitions.

e Jurisdictions should attempt to ensure related new policy and service developments
(e.g. service definitions and assessment methods) can be mapped to the information
framework of the CSTDA NMDS data concepts, to promote quality, consistency and
continuity of national data.
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Q3. Custodianship standards: security of storage and access procedures

‘Identifiable information’ is defined here to be: individual records containing age, sex and
statistical linkage key components that could be related back to an individual (or could
enable an individual’s identity to be reasonably ascertained), and agency records that could
be used to identify an individual funded agency. ‘Identifiable information” is different from
‘identifying information” where individual names and other identifiers are included (i.e. the
individual is identified uniquely and with certainty.)

Data custodians are responsible for ensuring their data holdings are protected from
unauthorised access, alteration or loss.

Paper-based identifiable information should be kept securely locked away when not in
use. The minimum requirements are that information must be accessible only to those
who are authorised, and that, outside normal working hours, the information must be
stored in locked drawers or cabinets.

Particular care must be taken regarding the printout and photocopying of paper-based
information. Users should stand by printers, photocopiers and fax machines while this
material is being printed, copied, sent or received.

Information users should follow normal practice for the use of IT systems to ensure the
security and privacy of in-confidence information stored on computer systems,
including, but not limited to:

- user account and password protection, use and management; and
- automatic screen shutdown or automatic log-off in place on all PCs.

Identifiable information should not be copied to or held on workstation hard disks, or
copied and removed from the data holding without permission of the data custodian.

Funded agencies must take reasonable steps to destroy or permanently de-identify
personal information if it is no longer needed for any purpose for which the information
was collected.

In relation to the collection of the statistical linkage key components, the AIHW Ethics
Committee has recommended protocols which are in place by agreement between all
jurisdictions and the AIHW. These protocols include advising the service user that
information about them will be released to the relevant funding body and the AIHW.
However, this information will not identify the service user by full name or address and
will be kept confidential, i.e. securely stored and released in a non-identifiable form (see
also previous footnote).

Q4. Dissemination and use

Dissemination and use of the data should be in accord with these CSTDA NMDS privacy
and data principles and those relating to the purpose of the collection.

Data should be carefully interpreted, and any conclusions drawn based on rigorous and
balanced analysis of the CSTDA NMDS data and other relevant information.

In published tables, the amount of personal information in small cells should be reduced
to decrease the potential for identification.

Published data should be made available, in suitable formats, to data providers (e.g.
funded agencies) and data subjects (e.g. CSTDA service users).
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7.4 Statistical linkage key

The statistical linkage key is made up of a number of components collected in the CSTDA
NMDS:

e selected letters of surname;

e selected letters of given name;
e date of birth; and

* sex.

These components are combined into a 14-character key that is used in analysis to
statistically reduce the incidence of multiple counting of service users across CSTDA-funded
service types, and to enable an estimate of the actual number of service users at a point in
time to be obtained. (Further information on the use of the statistical linkage key can be
found in AIHW 2002a, Appendix 4). The statistical linkage key used in the CSTDA NMDS
was initially developed for the Home and Community Care (HACC) Minimum Data Set.

The DSSC first discussed the statistical linkage key in relation to the CSDA MDS collection
in June 1998. From these discussions it was decided to pilot test the linkage key in selected
jurisdictions in the 1998-99 CSDA MDS snapshot collection

For the original pilot of the statistical linkage key in 1998-99, the AIHW prepared a
submission to the Institute’s Ethics Committee for consideration. The Ethics Committee
approved the submission subject to each participating jurisdiction providing written
conformation that:

e the ‘information subjects” (people with a disability who are the service users) will be
informed about the information being recorded and its purpose.

e the unit record file will not be matched, in whole or in part, with any other information
for the purposes of attempting to identify individuals, nor will any other attempt be
made to identify an individual.

e the person/organisation will not disclose, release or grant access to the information to
any other person or organisation, except as statistical information that does not identify
an individual.

e the information will be used only for statistical purposes and will not be used as a basis
for any legal, administrative or other.

Following a successful pilot, the linkage key became an ongoing feature of the collection, and
these conditions remained in place for all participating departments. All departments
confirmed their conformity with these conditions, with variations depending on
jurisdictional arrangements, particularly concerning client information and ‘opt out’
arrangements.

The linkage key has been an invaluable tool with the collection, not only for its original
purpose of removing double counting and enabling more precise estimates of client numbers
to be made —an essential capacity for analysis of the extensive new data in the redeveloped
collections. It has also enabled analysis of patterns of multiple service use to be carried out
(see AIHW 2002a). Moreover, the linkage key has identified some data inconsistencies in
near-matching records, thereby enabling data quality to be enhanced.

The statistical linkage key is a probabilistic linkage mechanism, with a small but non-zero
error rate. It is not a unique personal identifier.
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7.5 Privacy procedures

The CSTDA NMDS Privacy and Data Principles were developed by the AIHW, in
consultation with the FIG, to ensure that privacy issues are adequately addressed in the
redeveloped CSTDA NMDS collection. This section provides a basic outline of the
responsibilities of funded agencies, jurisdictions and the AIHW.

It is important to note that the people and organisations involved in the CSTDA NMDS
collection are custodians of data provided by individuals and funded agencies. Thus, funded
agencies, jurisdictions and the AIHW do not “own’ data. They are, however, responsible for
the protection, storage, analysis and dissemination of the data in accord with the purposes
for which they were collected as well as the principles of respect and fairness and the quality
standards outlined in the CSTDA NMDS Privacy and Data Principles.

Responsibilities of funded agencies

It is the responsibility of each CSTDA-funded agency to inform every service user that data
about them will be sent to the CSTDA funding department, and from there to the AIHW to
become part of a national data set. It is important that the service users of each agency are
made aware not only that data are being transmitted to the funding department and the
AIHW, but that these data will be used only for statistical purposes and will not be used to
affect entitlements.

Funded agencies are thus responsible for ensuring that all service users included in the
collection are informed of their rights and shown the client rights statement (see footnote on
page 58).

Responsibilities of jurisdictions

All jurisdictions have signed an undertaking agreeing to the privacy arrangements
established for the CSTDA NMDS (see footnote on page 58 for an example undertaking).
Jurisdictions are also responsible for ensuring that:

e alljurisdiction staff involved in the CSTDA NMDS collection are familiar with the
collection’s Privacy and Data Principles, including the client rights statement and the
jurisdiction undertaking;

o the CSTDA NMDS Privacy and Data Principles are included in the Data Guide sent to
each funded agency;

e information about the principles and procedures is included in training for funded
agencies;

e relevant State/Territory or Commonwealth legislation as well as local policies and
procedures are referred to when responding to queries in relation to privacy and
confidentiality; and

e data dissemination is carried out without compromising confidentiality.

Responsibilities of the AIHW

All AIHW staff with access to CSTDA NMDS data have signed a confidentiality
undertaking, which is consistent with the AIHW Act 1987 and the Privacy Act 1988. In
addition to adhering to the CSTDA NMDS Privacy and Data Principles, the AIHW has its
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own policy and procedures on information security and privacy. Excerpts from this
document are provided in Section 6 of the Data Guide.

For jurisdictions as well as the AIHW, data dissemination must be carried out without
compromising confidentiality. Cell sizes of less than 2 or 3 should be thoroughly vetted to
see if they compromise confidentiality —at a national level they may not, but with small
groups (e.g. disability groups or with jurisdictions) they may.

The AIHW may release national data, in response to special requests. The following
protocols are observed in relation to requests for specific tables from the national database:

e Where national tables are requested from the AIHW, they are vetted to ensure that there
are no small cell sizes and copies of the requested tables are sent to all jurisdictions.

e Where tables are requested that require a national breakdown by State/ Territory, tables
are sent to jurisdictions before going to the requestor.

e Where State/ Territory-only tables are requested (i.e. jurisdiction-specific data), people
are referred to the relevant jurisdiction for provision of the data.

Access to the national database is only provided under strict conditions. A potential
researcher must make a formal request for access to CSTDA NMDS. This ‘request for access’
form is then forwarded to all contributing jurisdictions for approval. If approved by all
jurisdictions the researcher will be able to access the data after signing the AIHW
confidentiality undertaking signed by all AIHW staff.
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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
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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)).

82



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.)
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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.
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‘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
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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.
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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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9 Conclusion

The Commonwealth/State Disability Agreement Minimum Data Set (CSDA MDS) collection
was set up in 1994, and in 2000-01 was a $2.5 billion program. Its establishment enabled
complete, nationally comparable data on disability services funded under the CSDA to be
collected in Australia for the first time. Since its inception the data have been used
extensively for planning and reporting purposes and to:

e monitor trends in services and service user profiles;

e respond to public enquiries about services or service users;

e respond to ad hoc data requests from specific services or areas; and
e substantiate budget submissions relating to disability funding.

The process of review and redevelopment began in 1999 during the life of the second CSDA,
when it was acknowledged that there was a significant change in the nature of service
provision, information needs and availability of technology in use across the disability field.

The process focused strongly on asking policy makers and other stakeholders about their
main information needs, as well as government departments responsible for CSTDA-funded
services, CSTDA-funded agencies, service users, non-government organisations, carers, peak
organisations and anyone else interested in the disability service field. The methodology
employed throughout the project gave them the opportunity to comment, participate in and
test the redeveloped collection. This process of extensive consultation and field testing
ensured that the CSTDA NMDS reflected the information needs of the field and was a
valuable process in strengthening relations with all stakeholders.

It was also necessary to consider:

o the feasibility of collecting meaningful information in this was —that is, from service
providers in a national administrative data collection;

e the workload of service providers; and

e the extent to which the data could be considered as a genuine by-product or
administrative necessity in the service delivery process.

The balancing of information needs and these practical considerations was essential to
achieving the ‘vision’ outlined in Chapter 1.

Although the redevelopment process sought the information needs of policy makers and
stakeholders, it was not possible to meet all of these fully in the redeveloped collection. A
notable example of information needs not met by the collection is the issue of unmet needs
for services, which was raised by a number of stakeholders. Various options were
considered, but rejected on the grounds that this data collection vehicle might well yield
unreliable data—for instance, double counting (if waiting list data are not well managed) or
under-counting (because of undue focus on the needs of people known to existing services).
There is further discussion of the processes of estimating unmet need in a recent AIHW
study on this topic, including a discussion on the possible further development of registers
and waiting lists producing unmet needs data aligned to the CSTDA NMDS service data
(AIHW 2002b).
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In the future, full-year data about service users and a number of new data items from the
CSTDA NMDS collections will increase the power of the information collected and provide
better outcomes for all major stakeholders. For people with disabilities, the data will be
useful for evaluating the accessibility, appropriateness, efficiency and effectiveness of
CSTDA-funded services. This should lead to improved services and outcomes. The data will
also be more relevant to the needs of funded agencies, and will better inform government
planning, service development and service delivery.

111



References

AIHW (Australian Institute of Health and Welfare) 1997. Demand for disability support
services in Australia: size, cost and growth. AIHW Cat. no. DIS 8. Canberra: AIHW
(Disability Series).

AIHW (Australian Institute of Health and Welfare) 2000a. Integrating indicators: theory and
practice in the disability services field. AIHW Cat. no. DIS 17. Canberra: AIHW (Disability
Series).

AIHW (Australian Institute of Health and Welfare) 2000b. Disability support services

provided under the Commonwealth/State Disability Agreement: national data, 1999. AIHW
Cat. no. DIS 18. Canberra: AIHW (Disability Series), Box 2.1.

AIHW (Australian Institute of Health and Welfare) 2000c. National community services data
dictionary. Version 2. AIHW Cat. no. HWI 27. Canberra: AIHW.

AIHW (Australian Institute of Health and Welfare) 2002a. Disability support services 2001:
national data on services provided under the Commonwealth/State Disability Agreement.
AIHW Cat. no. DIS 25. Canberra: AIHW (Disability Series).

AIHW (Australian Institute of Health and Welfare) 2002b. Unmet need for disability services:
effectiveness of funding and remaining shortfalls. AIHW Cat. no. DIS 26. Canberra: AIHW
(Disability Series).

AIHW (Australian Institute of Health and Welfare) 2002c. Data guide: data items and
definitions 2002-03. Canberra: AIHW.

CSDA (Commonwealth of Australia and the States and Territories of Australia) 1998.
Comonwealth/State Disability Agreement, in relation to disability services. Canberra:
Commonwealth Department of Health and Family Services.

DIMA (Department of Immigration and Multicultural Affairs) 1996. Classification of
countries into English proficiency groups, statistical focus C96.1A revised, April 1999.
www.immi.gov.au.

DIMA (Department of Immigration and Multicultural Affairs) 2001. The guide:
implementing the standards for statistics on cultural and language diversity, June 2001.
DIMA: Canberra or www.immi.gov.au.

SCRCSSP (Steering Committee for the Review of Commonwealth/State Service Provision)
2002. Report on government services 2002. Canberra: AusInfo.

WHO (World Health Organization) 2001. International classification of functioning,
disability and health (ICF). Geneva: WHO.

112



Appendix 1: CSTDA NMDS 2002-03 Service Type
Outlet and Service User forms
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CSTDANMDS

Commonwealth-State/Territory Disability Agreement
National Minimum Data Set Collection

Name and Address (please correct any errors)

Service type outlet form 2002-2003

A separate Service type outlet form should be filled in for each CSTDA-funded service type outlet
(i.e. for each CSTDA-funded service type provided at or from a given location). Your CSTDA
funding department should have filled in items A-G before your agency received this form. Please
check the responses using the Data Guide - pages 16-29, initially for any queries you may have.

A. Funded agency ID

B. Service type outlet ID C. Service type : .

D. Service type outlet postcode E. Service type outlet SLA

F. Funding jurisdiction G. Agency sector :

Service type outlet name:

Funded service type:

Please verify the information provided above.

Please name a person in your service type outlet/funded agency who is involved in completing the
forms and can be contacted about any queries. Please print.

Contact Name

Title or position Email

Phone number Fax number

Please turn over >
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1. Has this service type outlet operated for the Ye3|:|1 N°|:|2 See Data
Guide
full 2002-03 financial year? page 30
2. How many weeks per year does this service type outlet usually operate?
See Data
‘No regular pattern of operation through a year’ includes seasonal or Gutd; 1
services such as Christmas holiday programs. No regular pattern 90 page
3. How many days per week does this service type outlet usually operate?
| See Data
'‘No regular pattern of operation through a week’ includes school or Suédg 2
holiday programs. No regular pattern 90 pag
4. How many hours per day does this service type outlet usually operate?
See Data
) ; s : or Guide
No regular daily pattern of operation’ includes flexible hours, on call, 24 i 33
hour sleepover etc. Please do not provide the number of hours per week. No regular pattern 90 page

Staff hours: What were the total hours worked by staff (including those worked by contracted

staff) and volunteers working on behalf of this service type outlet:

Paid staff -
paid hours worked by staff
5. In the 7_day reference including contracted staff.
preceding the end of the
reporting period? a)
6. In a typical 7-day week? a)

Unpaid staff —

unpaid hours worked by

b)

b)

staff and volunteers.

See Data
Guide
page 34

Please round hours up to the nearest whole hour.

Please enter a dash (=) in the right hand box for any category where the value is ‘nil’.

See Data
Guide
page 36

If the service type of this service outlet is ‘Other support’ (7.01—7.04) please do not complete
question 7 and do not fill out any Service user forms.

7. How many service users received this service type from this
service type outlet during the reporting period?

Please do not provide numbers of ‘beds’ or ‘places’ or ‘instances of service’.

Thank you for your time and effort.
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CSTDANMDS Commonwealth-State/Territory Disability Agreement

National Minimum Data Set Collection

Service user form 2002-2003

Service types 1.05-1.07, 2.06, 3.01, 3.03, 4.01-4.05 should complete all questions on this form for
each service user who received a service within the reporting period. Service types 1.01-1.04, 1.08,
2.01-2.05 and 2.07 should complete all questions except 17f and 17g; service type 3.02 should fill
out questions B, 1 and 2- Linkage key elements only; and service types 5.01 - 5.03 should fill out all

questions except 12b-c and 12e (some carer questions).

B. Service type outlet ID

See Data Guide page 40

Please copy the Service type outlet ID from the related Service type outlet form.

1. Record ID

See Data Guide page 41

2. Statistical Linkage Key

2a. Letters of surname

See Data Guide page 42
1st 2nd

2b. Letters of given name

See Data Guide page 43

2c. Date of birth

If not known, estimate year, enter
d

01/01 for day and month and tick 2d.

Yes |1
See Data Guide page 46
2e. What is the service user's sex? Male|:|1

Female :|2

Service type 3.02 - Recreation/holiday program services, please stop here.

d m m vy

2d. Is the service user's date of birth an estimate?

3. Is the service user of Aboriginal or Torres Strait Islander origin?

| See Data Guide page 47 |
Aboriginal but not Torres Strait Islander origin |:|1

Torres Strait Islander but not Aboriginal origin |:|2

Responses must not be based on the
perceptions of anyone other than the
person, or their advocate. The ‘look’
of a person has proven to be an
unreliable way for another person to
Neither Aboriginal nor Torres Strait Islander origin |:|4 assess someone’s Indigenous origin.

Both Aboriginal and Torres Strait Islander origin |:|3
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4. In which country was the service user born? See Data Guide page 49

Australia |:|1101 Scotland |:|2105

England |:|2102 Greece |:|3207
New Zealand |:|1201 Germany |:|2304
italy [ ]s104 Philippines [ |5204
Where the country of birth
. is known but is not
Viet Nam D5105 Netherlands D2308 specified in the
classification, please
) specify it in the space
If other country please specify provided.
5. Does the service user require interpreter services? | See Data Guide page 50

Yes - for spoken language Yes - for non-spoken
other than English|:|1 communication|:|2 N0D3

6. What is the service user's most effective method of communication?

Spoken language (effective) |:|1 See Data Guide page 51

Sign language (effective) |:|2

Other effective non-spoken communication 3
- e.g. Canon Communicator, Compic . - -

This item is considered

. . . . ‘not applicable’ to young

Little, or no effective communication |:|4 children. Hence children
aged 0—4 years should be

Child aged under 5 years (not applicable) I:ls coded as ‘Child aged
under 5 years’.

7. Does the service user usually live alone or with others? See Data Guide page 52
Lives alone |:|1 ‘Usually’ means 4 or more days per week on
average.

Lives with family |:|2

The service user’s living arrangements must
Lives with others |:|3 relate to the same place described in residential
setting (see question 9).

8. What is the postcode of the service user’s usual residence? See Data Guide page 53

The service user’s postcode must relate to
their residential setting (see question 9).
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9. What is the service users usual residential setting?

Private residence I:l1
Residence within an Aboriginal community |:|2

Domestic-scale supported living facility |:|3
— e.g. group homes

Supported accommodation facility |:|4
— e.g. hostels, supported residential services or facilities

Boarding house/private hotel I:ls
Independent living unit within a retirement village |:|6

Residential aged care facility |:|7
— nursing home or aged care hostel

Psychiatric/mental health community care facility |:|8

Hospital |:|9

Short term crisis, emergency or transitional accommodation 10
— e.g. night shelters, refuges, hostels for the homeless, halfway houses

Public place/temporary shelter |:|11

Other |:|12

See Data Guide page 54

The type of physical
accommodation the
person usually resides in
(‘usually’ means four or
more days per week on
average).

10. What are the service user’s primary and other significant disability group(s)?

a. Primary disability group b. Other significant disability group(s)

| |1 Intellectual

|:|2 Specific learning/ADD - other than Intellectual
|:|3 Autism - including Asperger’s syndrome
[ ] Physical
|:|5 Aquired brain injury
D
5
5 |:|6 Neurological - including epilepsy & Alzheimer’s Disease
‘; |:|7 Deafblind - dual sensory
Q
[

|:|8 Vision
|:|9 Hearing
|:|10 Speech

|:|1 1 Psychiatric

| |12 Developmental Delay - only valid for a child aged 0 — 5 years
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Tick all other significant disabilities.

oot

ED

Disability
group(s)
(other than
that indicated
as being
‘primary’) that
also cause
difficulty for
the person.

See Data
Guide pages
56-59




11. How often does the service user need personal help or
supervision with activities or participation in the following life areas?

| See Data Guide page 60

Please indicate the level of help or supervision required for each life area (rows a — i) by ticking only one level
of help or supervision (columns 1 — 5).

The person can undertake activities or 1) 2) 3) 4)
participate in this life area with this level of Unable to do or |Sometimes Does not nev.ec'j Does not nev.ec'j
.. . always needs needs help/ |help/ supervision help/ supervision

personal help or supervision (or would require help/ supervision|supervision |in this life area |in this life area

this level of help or supervision if the person in this life area |in this life  |but uses aids or |and does not

currently helping were not available) area equipment use aids or
equipment

LIFE AREA

a) Self-care e.g. washing oneself, dressing, [ ] 1 [ ] o [ ] 3 [ ] 4

eating, toileting | || | ||

b) Mobility e.g. moving around the home

and/or moving around away from home — — — —

(including using public transport or driving a 1 2 3 4

motor vehicle), getting in or out of bed or a . . . .

chair

c) Communication e.g. making self - - - -

understood, in own native language or 1 2 3 4

preferred method of communication if I _— _— ||

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

5)
Not

applicable

In the following questions ‘not applicable’ is a

e) Learning, applying knowledge and
general tasks and demands 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’ s a

valid response only if the person is 0-14 years old.

h) Domestic life e.g. organising meals,

cleaning, disposing of garbage, housekeeping, |:|1 |:|2 |:|3 |:|4 |:|5
shopping, cooking, home maintenance
i) Working e.g. actions, behaviours and tasks |:| |:| |:| |:| |:|

. . . 1 2 3 4 5
to obtain and retain paid employment
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12. Carer arrangements (informal)

See Data Guide page 63

The following questions are asking about the presence of an
informal carer who provides support to the service user
(i.e. these questions are not about paid carers)

12a. Does the service user have an informal carer, such as
a family member, friend or neighbour, who provides
care and assistance on a regular and sustained basis?

Yes|:|1 >Go to 12b

No|:|2 >Go to 13

‘Regular’ and ‘sustained’
in this instance means
that care or assistance

has been ongoing, or
likely to be ongoing for at
least six months.

12b.

Does the carer assist the service user in the area(s) of
self-care, mobility or communication?

Yes[ |t

No[ ]2

Questions 12b-e relate
the informal carer
identified in 12a

| See Data Guide page 65

12c. Does the carer live in the same household as the service user?

Yes, Co-resident carer |:|1

No, Non-resident carer |:|2

| See Data Guide page 66

12d. What is the relationship of the carer to the service user? | See Data Guide page 67

Wife/female partner |:|1

Husband/male partner |:|2

Mother [ s
Father [
Daughter [ s
son [ e

Daughter-in-law |:|7

Son-in-law |:|8

Other female relative |:|9

Other male relative |:|10
Friend/neighbour — female |:|11

Friend/neighbour — male |:|12

When answering this
question complete the
sentence The carer is
the service user's...

This question relates to
the informal carer
identified in 12a

12e. What is the age group of the carer?

Less than 15 years |:|1
15 - 24 years |:|2

25 - 44 years |:|3

45 - 64 years |:|4

65 years and over |:|5
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When asking the service
user about the age of
their carer it is considered
more appropriate to ask
about broad age groups

rather than actual age.




Only complete question 13 if the service user is aged under 16 years.

13. If aged under 16 years: do the service user’'s parents or

guardians receive the Carer Allowance (Child)?

Yes|:|1 N0|:|2

Not known|:|3

See Data Guide page 70

This question is not asking about Carer
Payment even though some parents of
children aged less than 16 years receive it in
addition to Carer Allowance (Child).

Only complete question 14 if the service user is aged 15 years or more.

14. If aged 15 years or more:

What is the service user’s labour force status?

Employed[|1

Unemployed |:|2

See Data Guide page 71

Not in the labour force|:|3

Only complete question 15 if the service user is aged 16 years or more.

15. If aged 16 years or more:

What is the service user's main source of income?

Disability Support Pension

Other pension or benefit

Paid employment

Compensation payments

Other income

Nil income

Not known

See Data Guide page 73

This item refers to the source
by which a person derives
most (equal to or greater than
50%) of his/her income. If the
person has multiple sources
of income and none are equal
to or greater than 50%, the
one which contributes the
largest percentage should be
counted.

Continue questions for service users of all ages.

16. Is the service user currently receiving individualised funding under the CSTDA?

Yes|:|1 No|:|2

Not known|:|3

See Data Guide page 74
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17. Services received 2002-2003

For service types 1.056—1.07, 2.06, 3.01, 3.03 and 4.01-4.05 complete all sections (a) to (g).
For all remaining service types (except 3.02, 6.01-6.05, 7.01-7.04), please complete sections

(a) to (e) only.

Responses to the remaining questions must relate to the service type outlet ID
indicated in data item B of the Service user form.

separate Service user form (see Data Guide page 15).

Note: if the service user received more than 1 service type from your agency you will need to complete a

17a. When did the service user commence using this service type?

See Data Guide page 77

17b. When did the service user last receive this service type?

See Data Guide page 78

d d mmy y vy vy

A service is a support
activity delivered to a
person, in accord with the
CSTDA. Services within
the scope of the collection
are those for which
funding has been
provided, during the
specified period, by a
government organisation
operating under the
CSTDA.

17c. Did the service user receive this service type on the snapshot day?

Yes|:|1 No|:|2

See Data Guide page 79

17d. When did the service user leave this service type?

See Data Guide page 80

A service user is considered to leave a
service when either:

1. the service user ends the support
relationship with the service outlet;

If the service user is still with 2. the service outlet ends the support
the service leave blank and relationship with the service user; or
>Go to question 17f 3. twelve months have elapsed since

the service user last received support.
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Only answer this item, if Item 17d has been coded
(i.e. the service user is no longer receiving the service).

17e. What reason did the service user report for leaving this service?

Service user no longer needs assistance from |:|1 | See Data Guide page 81

service type outlet — moved to mainstream services

Service user no longer needs assistance from |:|2
service type outlet — other

Service user moved to residential, institutional |:|3
or supported accommodation setting

Service user's needs have increased |:|4
— other service type required

Services terminated due to budget/staffing constraints |:|5

Services terminated due to Occupational Health |:|6
and Safety reasons

Service user moved out of area |:|7
Service user died |:|8

Service user terminated service I:lg

Other |:|10

Questions 17f and 17g only need to be completed by service types 1.05-1.07, 2.06, 3.01, 3.03

and 4.01-4.05.
Hours received — please indicate the number of hours The amount of CSDA-funded support
of support received by to the service user for this CSTDA received by a person for this CSDA
. service type during the reporting
service type: period.

17f. In the 7-day reference week D:D:l

preceding the end of the
reporting period?

See Data Guide page 83

179g. In a typical 7-day week? See Data Guide page 85

Thank you for your time and effort.
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Appendix 2: Facilitation and Implementation Group
representatives on the CSTDA NMDS

Chair

Australian Institute of
Health and Welfare —
Project team

New South Wales — Ageing
and Disability
Department/Department
of Ageing, Disability and
Home Care

Victoria — Department of
Human Services

Queensland — Disability
Services Queensland

Western Australia—
Disability Services
Commission

South Australia—
Department of Human
Services

Tasmania — Department of
Health and Human
Services

Ching Choi (AIHW) (December 2000 - February 2002)
Diane Gibson (AIHW) (March 2002 - October 2002)

Ros Madden (December 2000 - October 2002)
Louise York (December 2000 - October 2002)
Chrysanthe Psychogios (December 2000 - October 2002)

Simon Watts (December 2000 - July 2002)
Mathew Fante (March 2002 - October 2002)
Julian Cornelius (July 2002 - October 2002)

Glenn Foard (December 2000 - October 2002)

Elaine Stevenson (December 2000 - August 2001, March 2002
- October 2002)

Bridget Wickham (March 2001 - October 2001)
Carsten Petersen (November 2001 - June 2002)
Viviana Lazzarini (June 2002 - October 2002)

Donalee Moriarty (December 2000 - March 2001)
Carolyn Webber (March 2001 - October 2002)
Chris Reiher (June 2002- October 2002)

Charlie Rook (December 2000 - July 2002)
Dana Bensky (December 2001 - October 2002)

Mike Griffiths (December 2000 - October 2002)

John Nehrmann (December 2000 - October 2002)
Annie Curtis (April 2002- October 2002)
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Australian Capital Cate Thomas (December 2000 - October 2002)
E‘?r rilzolry —HDepartmen:iof John Ferguson (December 2000 - July 2001)
ility, .
Clsa Fy, Housiie an Geoffrey Wells (August 2001 - October 2001)
ommunity Services
Tania Shaw (November 2001 - October 2002)
Narelle Hill (July 2002 - October 2002)

Northern Territory — Neil Murray (December 2000 — October 2002)
Territory Health

Services/Department of

Health and Community

Services

Commonwealth — Celia Poole (December 2000 - August 2001)

Department of Family and = fjchael Cooper (August 2001 - October 2002)
Community Services

ACROD Helen McAuley (December 2000 - August 2001)
Sean Regan (August 2001 - August 2002)

National Caucus of Julie Simpson (December 2000 - August 2002)
Disability Consumer
Organisations

Non-government Peter Sandeman (December 2000 - August 2001)
Organisation (Mission
Australia)
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