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About the AIHW

• The Australian Institute of Health and Welfare is a major 
national agency set up by the Australian Government under 
the Australian Institute of Health and Welfare Act 1987 to 
provide reliable, regular and relevant information and 
statistics on Australia's health and welfare. 

• Governed by a management board (which includes three 
state government nominees), and accountable to the 
Australian Parliament through the Health portfolio.

• Aim is to improve the health and wellbeing of Australians 
through better health and welfare information and statistics. 



National Death Index

• National deaths register of all persons who have died in Australia 
since 1980

• Maintained by AIHW Data Linkage Unit specifically for the purposes 
of data linkage for research

• Contains personal information, including full name, date of birth 
and sex

• Main items released to researchers are fact of death, date of death 
and underlying and other causes of death  

Benefits of having an NDI

• Large and increasing demand for epidemiological and human 

services studies to determine relationships between 

environmental, occupational and life-style factors and health

• Having NDI avoids researchers having to contact families of 

persons who have died and causing distress 



Source of data for NDI

• Each month, state and territory Registrars provide death 

records to AIHW (plus any revisions from the previous month)

• AIHW, with the approval from the Registrars, performs and 

annual once-off match between the NDI and the National 

Mortality Database (NMD) to transfer the coded cause of 

death from the NMD to the NDI

• These arrangements in accordance with MOU last renewed in 

2009 between the Registrars and AIHW

The AIHW Ethics Committee

• Created by section 16 of the AIHW Act and its functions defined in the 

AIHW Regulations

• Forms an opinion about the ethical acceptability of:

– activities engaged in by the Institute

– activities engaged by other bodies in cooperation with the Institute

– the release of identifiable data by the Institute for research purposes

• It considers ethical standards formulated by the National Health and 

Medical Research Council, e.g. ‘National Statement on the Ethical Conduct 

of Research Involving Humans’ which sets out standards relating to data 

security, methodology, peer review and ongoing Ethics Committee Review



The Ethics Committee

• The Ethics Committee reviews all:

– Projects involving the release of identifiable information

– Projects involving data linkage

– Projects involving the creation of a new data set or changing the scope 

of existing collections

• All of these projects must receive Ethics Committee approval unless they 

have been granted a rolling or continuous approval by the Committee, in 

which case the staff conducting the research or activity are likely to be 

subject to particular reporting requirements which are most likely to be 

contained within the initial decision to approve the project.

The AIHW Act

• The AIHW Act is the Institute’s founding Act

• It contains a secrecy provision, ‘section 29’

• Broadly speaking, section 29 prohibits anyone, who has obtained 
information concerning a person in connection with an 
arrangement made with the Institute to communicate information 
concerning a person to a third party. The Act imposes serious 
criminal penalties for breach of this provision. 

• The third party can include the person who the information is 
about! Which means we can’t provide records of personal 
information to information subjects as would normally be required 
under IPP 6.



The AIHW Act

• The phrase ‘information concerning a person’ applies to a broader range 
of information than the definition of personal information within the 
Privacy Act does

• Information concerning a person can include information about 
individuals as well as deceased people, corporations, trusts, the Crown 
and other bodies and associations

• However, information can be distributed under the Act with the 
permission of the provider (though the Privacy Act would still apply!) or 
with Ethics Committee permission, provided that the distribution does not 
conflict with any instructions made by the provider. The Act also explicitly 
states that aggregated statistical information is not subject to section 29

• Third parties (including their employees and contractors) who receive 
section 29 information either with the permission of the Ethics Committee 
or provider are still subject to section 29!

NHMRC rules and the Privacy Act

• The AIHW is subject to Commonwealth Privacy Act 1988.

• The Privacy Act contains a series of Information Privacy Principles  
which prescribe the AIHW’s ability to use and release information. 

• Of particular relevance are IPPs 10 and 11 which only allow the use 
and release of personal information in very limited circumstances

• However, under section 95 of the Privacy Act the National Health 
and Medical Research Council is given the power to make 
Guidelines which allows acts by agencies in the context of medical 
research that would otherwise breach the Information Privacy 
Principles to not be classified as a breach, so long as the Guidelines 
are followed.



NHMRC rules and the Privacy Act

A key requirement of the guidelines is that before the agency 

commences the research in question, the research must be 

approved by a properly constituted Ethics Committee, such as 

the AIHW Committee, which is registered with the National 

Health and Medical Research Council.

How do the IPPs apply to AIHW?

• The IPPs only apply to government agencies 

and personal information. Private enterprise is 

subject to a different set of privacy principles

• The IPPs relate to collection, storage and 

access of personal information 

• The Principles most relevant to the AIHW’s 

work are IPPs 4, 5, 10 and 11



The IPPs – IPPs 1, 2, 3

Relate to the collection of information

• IPP 1 – Requires collection to be lawful and fair

• IPP 2 – Requires a collector who directly solicits personal information to advise the 
information subject of: 

– the purpose of the collection,

– whether the collection is authorised or required by law (for example, the census) 

– any person to whom the agency routinely discloses the information to

• IPP 3 – Requires a collector to ensure that directly solicited information is up to date, 
complete, and that collection does not intrude upon the individual’s affairs 
unreasonably

• These particular principles are not directly relevant to the statistical activities of the 
AIHW because we are not primary collectors. However, they may be relevant to other 
business areas, such as human resources

The IPPs – IPPs 4 and 5

Relate to the storage of personal information

• IPP 4 – Requires ‘record keepers’ to protect 
records of personal information through all 
reasonable means and to do everything within 
their power to prevent unauthorised use or 
disclosure if the material is provided to a third 
party (such as a contractor or lawyer)

• IPP 5 – Requires ‘record keepers’ to maintain a 
data catalogue



The IPPs – IPPs 6 and 7

Relate to access and alteration of records

• IPPs 6 and 7 relate to allowing information 
subjects to access and alter their records. These 
provisions aren’t relevant to the AIHW’s statistical 
information holdings, as the AIHW Act prohibits 
information subjects from obtaining their 
personal information, but may be relevant to 
other business areas such as human resources.

The IPPs – IPPs 8, 9, 10, 11

Relate to the use of information

• IPP 8 requires a record keeper to take reasonable steps to ensure that information 

is accurate before using it

• IPP 9 requires record keepers to only use information for relevant purposes

• IPP 10 limits the ability for agencies to use information with several exceptions, 

including where the individual concerned consents to the use and where the 

purpose of the usage is directly related to the purpose for which the information 

was obtained

• IPP 11 sets out when an agency may disclose personal information to someone 

else, for example another agency. This can only be done in special circumstances, 

such as with the individual's consent or for some health and safety or law 

enforcement reasons.



Changes to Privacy Laws

From 12 March 2014 the IPPs will be replaced by 

the Australian Privacy Principles.

EthOS application (page 1 Project details)
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EthOS application (page 9 NDI access)

Contacts

Ethics Committee

Ethics Committee Manager – Lexie Brans

Phone 02 6244 1123

Email EthicsSec@aihw.gov.au

Data Linkage Unit

Phone 02 6244 1125

Email linkage@aihw.gov.au



Thank you

Questions


