ANZICS-PAED-PROEMS: PLAIN LANGUAGE STATEMENT

The Plain Language Statement will be made available on the ANZICS PROEMs web site. Parents and Carers will

be able to access the statement via two electronic routes.

1. Each unit will display one or more posters with summary information about the pilot study. The poster will
include a QR code that links to the ANZICS PROEMs webpage where the plain language statement can be
downloaded.

2. Brochures describing the study will be available to parents and carers. The brochures will also contain the QR
code linking to the ANZICS PROEMs webpage.

ITIS OKTO SAY NO

About 12,000 children are admitted to intensive care units (ICUs) in Australia and New Zealand every year. The
Australian and New Zealand Intensive Care Society (ANZICS) collects information on each of these to monitor the
quality of care delivered by ICUs to children. We know a lot about the ilinesses, treatment, and recovery of children
during their stay in ICU. However, we do not have regular information about how being very sick in ICU might affect
a child’s health in the future. We also collect important information about the family’s experience while their child
is in the ICU.

We have designed a study to try to collect information about a child’s general health before the illness when they
needed ICU, and then after they have been discharged from ICU. We also want to collect information about how
the child’s family feel about the care that they and their child received in ICU. We will do this by sending SMS or
email messages to parents or carers with links to short surveys. Soon after their child has been discharged from
ICU, parents or carers will be invited to complete one survey about their child’s health before the illness when they
needed ICU, and one about their experience of the ICU. Another SMS email will be sent 6 months after leaving ICU,
with a survey about how their child’s health is at that time.

The contact details of parents or carers are in the medical records at each hospital. These details will only be used
for the purpose of sending the survey invitations and nothing else. All patient identifying information is kept
securely at the study hospitals. Names and contact information of the patient and family cannot be seen by the
researchers or ANZICS staff.

Survey responses will be collected by ANZICS. No one will be able to tell who sent the survey response. Each
response will link through an encrypted code to routine information about that child and their ICU stay (such as
age, diagnosis, and treatments). A summary of the survey results for each ICU will be sent to doctors, nurses, and
researchers at that ICU. Each ICU will be able to compare the summarised responses for their hospital to the
summarised responses for all hospitals in the study.

This is an early study to see how well the automatic collection of this type of information works and how useful it
is. The results of this study will help us work out how to collect such information in all ICUs and for all children and
families. We believe that information about our children’s health after ICU and about what their families experience
during ICU is vital to improve the care that we deliver.

If you have questions or want to know more about the project, please talk to the staff in your ICU

If you have a complaint about any aspect of the project, the way it is being conducted, or if you have general
questions about participating in the study, you may contact:

Reviewing HREC Office/Complaints contact person

The Children’s Health Queensland Hospital and Health Service (CHQHHS) Human Research Ethics Committee
(HREC) has approved this study.

Position: HREC Co-ordinator

Telephone: 07 3069 7002

Email: CHQETHICS@health.qld.gov.au

Please quote the following project ID number: 99529
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