PRIVACY INFORMATION
NOTICE

Use of personal information in the National Lung Cancer
Screening Program

25 May 2025

This privacy information notice describes why, when, and how we collect,
use and disclose your information to operate the National Cancer Screening
Register (Register).

The Australian Government Department of Health, Disability and Ageing

(the Department) is the custodian of the information in the Register and has
contracted Telstra Corporation Limited (Contracted Service Provider), also
known as Telstra Health, to build and operate the Register. When this Privacy
Policy mentions us, we or our, it refers to the Department and the Contracted
Service Provider who takes actions on behalf of the Department.

1. About the National Lung Cancer Screening Program

The National Lung Cancer Screening Program (Program) is an Australian Government
screening program. The Program uses low-dose computed tomography (low-dose CT) scans to
look for lung cancer in high-risk people without any symptoms. The Program aims to achieve
better health outcomes for all Australians by detecting lung cancer early and reducing deaths
from lung cancer. Early detection can lead to more effective treatment options and improved
outcomes for patients. People aged between 50 to 70 years old with no signs or symptoms of
lung cancer who smoke tobacco cigarettes/have a history of cigarette smoking may be able to
participate in the Program.

2. About the National Cancer Screening Register (Register)

The Register is a national electronic infrastructure for the collection, storage, analysis and
reporting of cancer screening program data for Australian Government screening programs.
The Department is the custodian of the information in the Register. The Register is built and
operated by Telstra Health, on behalf of the Department.
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3. Authorisation and privacy

We are authorised to collect, record, use and disclose certain information under the National
Cancer Screening Register Act 2016 (the Act) for the purposes of the Program. This Act regulates
how the Register collects, records, uses, stores, and discloses information it holds about you
and to whom it can be released.

We are also authorised to collect, use, disclose and store personal information in accordance
with the Privacy Act 1988 (Privacy Act) and the Australian Privacy Principles at Schedule 1 of the
Privacy Act. Storage of personal information is managed in accordance with the Archives Act
1983 and relevant Records Authorities and General Disposal Authorities.

Additionally, the Register Privacy Policy describes why, when, and how the Register and the
Department collect, use, and disclose your information to operate the Register. It includes
details about how the Register uses your information.

To find the Register Privacy Policy and to understand how the Register uses your information,
please visit www.ncsr.gov.au/about-us/privacy-policy.html

4. Why your information is collected and how it will be used

We collect your personal information to identify you and support the functions of the
Register. This supports the Program by providing you and your healthcare providers with
the ability to access information about lung cancer screening and diagnoses.

The information collected helps the Register keep you (or your personal
representative) up to date about your participation in the Program such as:

* reminding you when you are due to for screening
* sending follow-up reminders if you have not had a low-dose CT scan

* notifying you if you need to follow-up with your healthcare provider after a low-dose
CT scan.

Information collected also includes for findings related to lung cancer and additional actionable
findings (also called incidental findings). Additional actionable findings are findings seen in

the low-dose CT scan that do not relate to lung cancer but require you to follow up with your
healthcare provider. This helps you to receive the best possible care.

We will communicate with your healthcare provider through correspondence and/or
phone calls if you:

* are due for a low-dose CT scan
* need follow-up because of a low-dose CT scan result.

We share your information with healthcare providers so that your healthcare provider can view
your results and let you know what to do next. This can help you to receive appropriate follow
up and access to health services. Sharing your information assists your healthcare provider

to discuss screening with you, manage your participation in screening and support decisions
about clinical management recommendations.
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Your radiologist will send the radiology report to your requesting healthcare provider to
consider as part of your overall care in line with business-as-usual processes.

Healthcare providers, such as GPs, specialists, and radiologists, may disclose your information
to other healthcare providers. This is to manage your lung cancer screening and any findings.

5. How information is collected and recorded on the Register

We will collect your personal information used in the Program. Your healthcare providers
(such as your GP or specialist) will collect your information and share it to the Register.
Your healthcare providers will manage any information they collect in line with their
standard practice.

We will collect your information from a range of sources, including:

* your healthcare provider or specialist

* the radiology provider undertaking the low-dose CT scan

* the pathologist who examines biopsy tissue specimens (if applicable)

* Services Australia, the organisation who receives data once a Medicare Benefits
Schedule claim is made

* hospitals, doctors or medical specialists whom you may be referred to

* your personal representative.

Information about how to opt-out of the Register is provided below.

6. Who your information is disclosed to

We may share your information with state or territory authorities or governments (such as
health departments). This information may be used to support local program policy and
service planning, monitoring and evaluation, and strategies to increase screening participation
and access to follow-up services.

We may share your information with researchers to support lung cancer screening research
or other relevant public health research, or research subject to meeting the requirements
of the Act. We may disclose your information to researchers who are located overseas in de-
identified form in line with the Register Data Access and Release Policy.

We may share your information with the Australian Institute of Health and Welfare (AIHW) and
governance committees. This enables screening program monitoring, analysis and evaluation.

We may also disclose your information in other circumstances as required under Australian
law or court or tribunal orders, including to assist:

* a professional disciplinary authority, or enforcement body to undertake their
functions or powers

e acourtor tribunal proceeding
* g coronial inquiry
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7. What information does the Register collect?

As part of the Program, a range of information is collected and stored in the Register,
including:

* Personal and demographic details such as:

* name

* date of birth

* contact details (such as your address, email address, and mobile phone number)
» gender

* Indigenous status

* healthcare information, such as healthcare provider, healthcare identifier, and
Department of Veteran's Affairs number

» medical history, such as if you have a family history of lung cancer.
* country of origin and/or cultural identity
* preferred language

* if you need an interpreter or support to manage medical conditions or disabilities to
undertake a scan

» details of your personal representative
* date of death

* Program participation information, such as:

* requests about your participation in the Register (including communications preferences),

and the withdrawal of a previous request about your participation in the Register

* Medicare information, such as your Medicare number, Medicare enrolment data
(including demographic information), and Medicare claims information

» when you had a low-dose CT scan (either screening or follow-up scan)
» when you are due for a low-dose CT scan (either screening or follow-up scan)

* the results (the report, not the scan image) of your low-dose CT scans and/or other tests
undertaken as part of screening, and the diagnosis of lung cancer or precursor to lung
cancer. The results of a low-dose CT scan may also include whether the low-dose CT has
identified actionable additional findings that do not relate to lung cancer, but that have
been detected as part of the low-dose CT scan

* whether a healthcare provider has offered you help to stop smoking
* any adverse events from screening tests.

8. What happens if your personal information is not collected

If we are not able to collect your information, we will be unable to send you or your healthcare

provider any communication relating to the Program. This includes reminders that you are due
for screening, that you are overdue for a low-dose CT scan, or if you need to act following your

low-dose CT scan.
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If you choose not to take part in the Register, you may still claim the MBS items for low-dose
CT scan under the Program, however, you will not be recorded as a Program participant. Your
healthcare provider will be responsible for your screening, including any reminders and follow-
up after a scan.

9. Unsolicited information

In some cases, we may receive unsolicited information about you that is not relevant to the
Register's functions or purposes. For example, a pathology lab might send detailed patient
information along with the results of a lung biopsy. If the lab includes additional data, such as
the patient's unrelated medical conditions or previous test results that were not specifically
requested by the Register, this extra information would be considered unsolicited.

In these cases, the Register must determine whether it could have lawfully collected the
information. If the Register could not lawfully collect the information, it will destroy the
information or de-identify the information accordingly.

10. Opt-out information

You may request the Register to not contact you for a selected period of time, or not at all.
We will still keep a record of your personal information and participation in the program.

You may also choose not to participate in the Register and opt-out of the Program. If you
choose to opt-out, the Register will not collect any of your lung cancer screening results
and will not send you any communications. Your historical clinical information will be made
inaccessible from the date of your request. To understand what happens when you choose
not to participate in the Register, please see Information about opting out of the NCSR.

To opt out or manage your interaction with the Register, please refer to Manage your
participation.

You can choose to opt back in to the Register at any time.

11. How to make corrections to your information
You can update your details and manage your participation in the Program at any time by:

* using the Register’s Participant Portal at: www.ncsr.gov.au/information-for-
participants/participant-portal/

* calling the Register on 1800 627 701
* visiting your healthcare provider who can make the change on your behalf.

For further information on how to change your details or participation in the Program,
please refer to Manage your participation at www.ncsr.gov.au/information-for-
participants/manage-your-participation

If you need further assistance, the Department can help you request correction of your
personal information, using the contact details in the Contact us section below.
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12. How to access your information relating to the Program

You can access your information on the Register Participant Portal at: www.ncsr.gov.au/
information-for-participants/participant-portal/

You can also request access to documents containing your own personal information

by emailing the Department’s Freedom of Information Unit at foi@health.gov.au More
information about making freedom of information requests is available on our FOl web page
or by contacting (02) 6289 1666.

The Department can help you obtain access to your personal information, using the contact
details in the Contact us section below.

13. Complaints

If you have any concerns about your privacy or how your information is being used,
you can contact:

* the Department using the contact details in the Contact us section below
* the Register using the details provided at: www.ncsr.gov.au/contact.html

If you wish to make a privacy complaint or are not satisfied with how the Department
has handled your complaint, you can contact the Office of the Australian Information
Commissioner at www.oaic.gov.au/contact-us

14. Queries about the Program and Register

The Department is responsible for the Program and the Register. If you have questions about
the Program please contact us at: lungcancerscreening@health.gov.au

If you have questions about the Register, you can lodge an online enquiry with the Register at:
www.ncsr.gov.au/contact.html#online-enquiry

15. Contact us

If you have questions about the privacy information notice, the Register Privacy Policy,
or have any other queries, please contact the Department at:

Phone: (02) 6289 1555 or free call 1800 020 103
Online: Visit Contact us | Department of Health, Disability and Ageing

Email: enquiries@health.gov.au

Post:  Department of Health, Disability and Ageing
GPO Box 9848
CANBERRA ACT 26071

For more information see the Register Privacy Policy at:
www.ncsr.gov.au/about-us/privacy-policy.html
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