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Welcome to the March 2019 edition of the aCQuiRE Study newsletter!

2,179 patients have now been screened for Fabry disease as part of the aCQuiRE Study!

The Kidney Health Service at RBWH

. aCQuiRE Patients Screened by Site (4 March 2019)
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$120,000 of funding allocated for reimbursement of nursing time at $150 per patient. This funding is
available on a competitive recruitment basis until 30 June 2019 until 3,000 patients have been screened.
Apart from the satisfaction of reaching a screening target of 3,000, | would love to see this money go to
sites, which could be used to further research and professional development.
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For further information about the aCQuiRE Study, please contact:
Phoebe Kearey, Research Manager — aCQuiRE Study
E: p.kearey@ug.edu.au, M: 0418 886 186



mailto:p.kearey@uq.edu.au

-

ACQUIRE Study N i - ovon % CKD.CRE

OF QUEENSLAND

Update, March 2019 29 WM. i b

-

=

After 30 June, there will be an additional two months for finalisation of any follow-up Fabry testing,
collection of missing data, and reporting results to patients. Follow-up testing needs to be finalised by
31 August 2019.

Fabry Cases

One new case of Fabry disease has been identified in a male patient from Logan Hospital. This patient
has had their diagnosis confirmed through genetic testing and has been referred to the statewide Fabry
treatment service. Two patients from KHS at RBWH, have previously identified cases of Fabry disease.
One of these cases has been confirmed through Lyso-GB3 testing and we are awaiting Lyso-testing of
the other patient to confirm their diagnosis. Such confirmation of known cases of Fabry disease is vital
for validation of aCQuIRE screening process.

Site Investigator Meeting

| will be hosting the next Site Investigator meeting around mid-March and sending out a Doodle poll
shortly.

Site snapshot
It takes a lot of man power to run aCQuiRE:

4 7 sites are screening patients across Queensland, from Gold Coast in the south, to Cairns in the
North and to Darling Downs in the West.

4 Each site has a lead site investigator, as well as a site coordinator.

4 19 nurses have been trained and inducted to screen patients for Fabry disease across these sites.
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