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How to find and use
disability data

This Data Starter aims to help those who use or intend to use disability data, for

example, people with disability, staff of non-government organisations,

government officials, researchers and students. The Starter will help you find

relevant existing data collections, understand and interpret the data, and give

you a guide for presenting the data to suit your purpose.

1 Why use
disability data?

To improve and/or inform a range of
activities, including:

+ advocacy;

+ understanding the extent of need for a
particular group, area or service;

+ service delivery;

+ planning and evaluation;

+ advertising and promotion;

* preparing funding submissions; and

+ study and research on disability issues.

To answer questions about:

+ characteristics of the community
you live in or serve;

+ whether there is evidence that changes
in government policies have resulted in
changes in your circumstances or the
service you provide to people with
disability; and

+ whether you or the people with disability
you provide a service to are served as
well as other groups in the community.

2 Finding existing
data

The following table gives an overview of
national or other large disability-related
data collections in Australia. Some national
special-interest collections are also
included. Many other disability-related data
collections are beyond the scope of this
document.

The best digest of data of these collections is
the AIHW's Australia’s Welfare: Services and
Assistance. This publication is compiled every
two years, the latest one being for 1999.

The document can be viewed on the
Institute web site at http://www.aihw.gov.au
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The information in

a data publication
may look useful,
but it is wise to
check some details
about the data
before quoting

from it.
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3 Understanding
data

The information in a data publication may
look useful, but it is wise to check some
details about the data before quoting from
it. Go to where there is detail about how
and when the data were collected and who
supplied the data (that is, who answered the
questions). Be sure that you know exactly
what was being counted, for example,
clients, service occasions, beds, places in use,
places available for use, etc. There can be
subtle differences, so look for definitions of
these. Are the numbers estimates or actual
counted things? Check the following:

 The definitions of terms used, such as
‘disability; ‘mobility difficulty’, ‘high
support needs, ‘severe disability,
‘neurological disability’;

+ The meaning of the terms used, such as
‘prevalence; ‘rate] ‘labour force,
‘unemployed’;

+ Over what time period the counting
happened, for example, a year, a day, the
last six months before the survey, etc,;

+ The geographic area, for example,
Australia, all States except one, a region;

+ What questions were asked to get the data.
The actual survey form or interview
questionnaire can be very useful, though
they are often difficult to obtain. Again,
subtle differences can greatly affect the way
data should be interpreted. For example,
counting the people who answer ‘yes'to the
question ‘Do you have a disability? is entirely
different to counting people who answer
‘yes'to a range of disability-related questions
like ‘Do you have problems hearing?’

» Who supplied the data.There is a difference
in the way questions are answered
depending on whether the person directly
involved answers or whether someone else
answers on their behalf.

Often data publications will give you
exactly what you want; but sometimes data
appear to be very complex or you would
like the information presented in a slightly
different way or tailored to a more specific
purpose. You will then need to know more
about the collections and about who holds
them (refer to the table for contacts).
Source organisations should be able to
provide assistance and advice in terms of
interpreting data. It is also important to
provide comments to source organisations
where you feel data collected have not met
your needs or have not been presented in
a user-friendly way.

4 Presenting data

Once you have located your data, think
about what is relevant for your purpose
and how to present it in a useful and
accurate way.

DATA USED SHOULD BE:

« Relevant, for example:

» if you are talking about the needs of
older people with disability, use data
appropriate to that age group (e.g. over
65 years) and define the specific
disability group you are talking about;
and

» if you are talking about employment for
people with disabilities, use data
appropriate to people of employment
age,e.g.15-64.

* Reliable, so check all the notes in the
publication about reliability (e.g.the ABS
uses asterisks, one or two, to indicate how
cautious you need to be with a particular
bit of data);

+ The most up-to-date data available.



DATA PRESENTED TO
OTHERS SHOULD:

+ Be defined in the precise terms as used
by the original data collectors. For
example, if you are talking about people
with physical disability, define which
people come under this general term,
and which don't;

« State the population covered (e.g.all
people with disability, or a group with one
type of disability, or people living at home,
or a particular age-group, or the
geographical coverage). Use table or graph
captions and footnotes to show precisely
what group of people the data cover;

« State the sample size and date that the
data were collected (e.g.’A survey of
140 families receiving services from the
..Association in the western Sydney area
in 1997 showed that...);

+ State what the numbers are, for example,
percentages, actual numbers, estimates
of numbers, and the units being used are,
for example, thousands (often shown in a
table by using ‘000 in the column or row
labels), millions of dollars (often
expressed as Sm);

+ State the source and page or table
number of any information, so that the
reader can verify or get extra
information. You can do this in the text,
below a table, or on an overhead.

If you use a graph, make the actual numbers
used in it also available (usually in a table), so
people interested in your data can do
further analysis.

If you use data to show trends over time,
use as long a data series as possible, and
show the time intervals.

When rounding figures, use standard
rules and be consistent throughout your
document.

When you are comparing data from a
variety of sources, think about whether you
are comparing ‘like’ with ‘like’ in terms of,
for example:

+ content (i.e. counting the same thing
using the same definition);

+ time frame (e.g. annual figures); and

+ geographical coverage (e.g. same State,
or the whole of Australia).

WHEN USING DATA:

+ Don't generalise from a small sample to a
larger sample, or from a small region to a
larger region (e.g.data from NSW cannot
be generalised to the whole of Australia
without checking a range of possibilities,
such as demographic variables, that could
mean that NSW is different from Australia).

+ Don't jump to conclusions about the data
you have found (e.g.changes in disability
rates over time could be due to population
ageing, greater readiness to identify as
having a disability, or both, or something
else entirely).

+ In the same vein, don’t assume a cause
and effect relationship where there is no
evidence that one exists. Correlation is
the way to measure the strength of the
relationships between two or more
variables (e.g. the relationship between
number of hours of therapy and the
amount of improvement in functioning).
It is important to consider that there are
other factors involved such as the natural
course of recovery and the hours of
therapy from carers.

+ Don't use data from different years, or
collected over a different length of time,
without stating that—always check the
year of collection, and the collection period.
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The aim of the

Data Dictionaries
is to provide a
‘common language’
for the various
agencies and

organisations.

5 Data dictionaries
and standards

Under the National Information
Agreements the National Community
Services Data Dictionary and the National
Health Data Dictionary are the authoritative
sources for data definitions where national
consistency is required or desired.The
dictionaries are designed to improve the
comparability of data.They are also
designed to made data collection activities
more efficient, reducing duplication of
effort by providing standards for core data
items, and more effective, by ensuring that
information to be collected is appropriate
to its purpose.The dictionaries may also be
useful in providing a checklist for those
developing data collection tools, such as
surveys, to ensure that all possible
responses are covered, at least in
aggregate form.The aim is to provide a
‘common language’ for the various
agencies and organisations.

DATA DICTIONARIES

Australian Institute of Health and Welfare
2000. National Community Services Data
Dictionary.Version 2. AIHW cat. no. HWI 27.
Canberra: AIHW.

National Health Data Committee 1999.
National Health Data Dictionary. Version 8.0.
AIHW cat. no. HWI 18.Canberra: AIHW.

OTHER RESOURCES

Catalogues

Australian Bureau of Statistics. Catalogue of
Publications and Products.No. 1101.0
July 2000. Canberra: ABS.

Australian Institute of Health and Welfare
Publications and Services Catalogue 2000.
Canberra: AIHW.

Your local library

Library searches on AUSTROM, APAIS,
Social Sciences Citation Index, and Family.
A range of ABS publications are available—
contact your librarian.

THE KNOWLEDGEBASE

This is an Internet-based electronic storage
site for Australian national health metadata
(that is, data about data), and includes a
powerful query tool. It can be accessed
through the AIHW's internet site. You can
use the Knowledgebase to find out what
data collections are available on a
particular health-related topic or term, and
any related official national agreements,
definitions, standards and work programs,
as well as any linked organisations,
institutions, groups, etc. It does not
(currently) make actual data available.

This is a technical site. It is not intended for
the beginning disability data user!
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