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THE(ADDN(REGISTRY(

The! Australasian! Diabetes! Data! Network! (ADDN! J! http://addn.org.au/)! is! a! cloudJbased! registry! of! diabetesJrelated!
phenotypical!data!captured!from!juvenile!diabetes!clinics!across!Australia!and!New!Zealand.!The!ADDN!portal!provides!
authorised!clinicians!and!researches!with!a!set!of!tools!unique!in!this!space!to!query!this!dataset;!clinics!can!generate!
aggregate! reports!and!statistics!on! their!patients!and! interrogate! their!own!dataJcapture!methodology,!and!diabetes!
researchers! can! design! nationJwide! trials! with! a! statistically! significant! population! of! patients! that! have! already!
consented!to!future!research.!
!
Funded!and!administered!jointly!by!the!Australasian!Paediatric!Endocrine!Group!(APEG!J!http://www.apeg.org.au/)!and!
the!Juvenile!Diabetes!Research!Foundation!(JDRF! J!http://jdrf.org/),! the!registry!captures!sixtyJplus!dataJpoints!about!
the!patient!and!ninetyJplus!for!each!visit!spanning!the!patient’s!history!from!diagnosis!to!present.!In!phase!one!of!the!
ADDN!project! this!data! is!provided! in!quarterly!batches! from!major!hospitals! in!Australian! capitals,!with! subsequent!
phases!including!centres!in!New!Zealand!and!rural!Australia!
!
This!data! is!secured!using!modern!passwordJhashing!techniques,!and!a!custom!authorisation!module!allows!for!userJ
specific!access!to!patient!records!on!a!centreJbyJcentre!basis;!this!allows!clinics!to!control!record!sharing!in!accordance!
with!local!ethical!considerations,!which!can!vary!widely!by!region.!!This!security!and!authorisation!gives!the!capacity!for!
direct! dataJentry! through! the! secure! online! portal,! allowing! centres! with! limited! IT! resources! to! contribute! to! this!
AustralasianJwide! initiative.! !Future!work!will! include!the!ability!to!store!bioJbanking! information,!provide!geoJspatial!
mapping!of!specific!patient!fields,!and!the!inclusion!of!adult!diabetes!clinics!and!data.!
!
This!talk!will!provide!an!overview!of!the!ADDN!project,!discussing!the!technical!aspects!of!designing!and!implementing!
the! registry! and! search! tools! as! well! as! highlight! the! challenges! involved! in! designing! and! populating! a! composite!
dataset!from!clinical!records!stored!across!disparate!IT!environments.!
!

Figure(1:(Example(of(Customisable(Registry(Search(

!



!

!
!

eResearch(Australasia(Conference(|(Melbourne(–(Australia(|(27(8(31(October(8(2014(

Figure(2:(ADDN(Summary(Report(

ACKNOWLEDGEMENTS(

We!would! like! to! thank!the!ADDN!Project!Managers!Helen!Clapin!and!Helen!Phelan,! the!ADDN!Primary! Investigators!
A/Prof!Maria!Craig!and!Dr!Tim!Jones,!and!the!JDRF!for!funding!and!focusing!the!project,!as!well!as!the!other!members!
of!the!Melbourne!eResearch!Group!active!on!this!project:!Dr!Glenn!Jayaputera,!William!Hu,!and!Guido!Grazioli. 

ABOUT(THE(AUTHORS(

Loren!Bruns! Jr.! is!a!software!developer! in!the!Melbourne!eResearch!Group!at! the!University!of!Melbourne,!currently!
working!on!the!Endocrine!Virtual!Laboratory!and!Australasian!Diabetes!Data!Network.!
!
Loren!hails! originally! from!Portland,!Oregon,! in! the!United! States.! !He! attended!Reed!College! for! his! undergraduate!
studies! in! his! hometown!of! Portland,! completing! a! physics! degree! in! 2005.! !He! then! entered! industry,!working! as! a!
software!developer! for!Freightliner!LLC,! specializing! in!UI!and!database!design.! ! In!2008!Loren!moved! to!Melbourne,!
Australia! to! continue! his! studies! in! physics.! He! began! work! on! his! doctorate! in! astrophysics! at! the! University! of!
Melbourne,!while! also! freeJlancing! as! a!web! developer! for! Babeltech! computer! services.! ! In! 2012,! Loren! joined! the!
Melbourne!eResearch!Group!as!a!fullJtime!web!and!backend!developer,!and!is!continuing!to!write!up!his!astrophysics!
dissertation!in!his!spare!time.!
!
Richard!O.!Sinnott!is!the!Director!of!eResearch!&!Chair!of!Applied!Computing!Science!at!the!University!of!Melbourne!He!
was!formerly!technical!director!of!the!National!eJScience!Centre,!UK;!director!of!eJScience!at!the!University!of!Glasgow;!
Technical! Director! of! the! National! Centre! for! eJSocial! Science! and! Deputy! Director! (Technical)! of! the! Bioinformatics!
Research!Centre!at!the!University!of!Glasgow.!He!has!published!over!200!peerJreviewed!papers!in!conferences/journals!
across!a!wide!range!of!computing!science!areas!with!specific!focus!over!the!last!ten!years! in!supporting!communities!
demanding!finerJgrained!access!control!(security).!!!


