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Putting the patients back into our data
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• 1 in 5000 people

• Genetic, degenerative, kidney failure in 
third or fourth decade

• Genetic testing now funded

• Early symptom is persistent 
microhaematuria

• ACEi can delay kidney failure by a decade

Alport syndrome
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• Mined EMR data for microhaematuria that hadn’t been 
followed up

• Over 4000 patients met criteria

• 1297 patients have been contacted for additional testing 

• 15/248 have persistent microhaematuria

• 2 patients has been diagnosed with Alport Syndrome

• 7 waiting on genomic results

• Over 60% of the initial cohort still to receive additional 
testing.

Alport syndrome
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Data democratisation
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…the ongoing process of enabling 
everybody in an organisation, 
irrespective of their technical know-how, 
to work with data comfortably, to 
feel confident talking about it, and, as a 
result, make data-informed decisions…

https://dataled.academy/

What is data democratisation?

https://dataled.academy/


#MEDINFO23@TheInstituteDH

8 – 12 JULY 2023 | SYDNEY, AUSTRALIA

Common Analytic Support Model

Care Teams

Health Service 
Operations

Health Service 
Management

Government/ 
Payers
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Data democratisation –
Patient centred care

Hospital 

Management

Operational Support

Care Team

Patient
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Data services Data systems Workforce

Interoperability Research Engagement
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