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ABOUT

• Developed and Licensed by 

Vanderbilt University Medical 

Center, USA

• Free to non-profits around the 

world (not open source!)

• Must be installed by the 

institution’s IT staff and at the 

institution’s infrastructure

• Only the institution’s own staff 

could access the REDCap

code

• Web based application for building and 
managing online surveys and databases

• Designed to be easy to use, create data entry 
form without any programming knowledge, 
assign user access, export/import data, DIY.

• You can use REDCap for any database project, 
but it is specifically geared to support data 
capture for research studies. 



Clinical Registry
ABOUT

Clinical registries are databases that systematically collect 

health-related information within an overall governance and 

management structure on individuals.

Clinical quality registry (CQR) collects quality indicators and 

assess them and report this back to institutions and/or 

clinicians.

“Monash University manages 45 of the 111 national 

registries and is the largest academic provider of CQRs 

in Australia, and one of the largest internationally.”



WHY
CUSTOMISE?



Helix
ABOUT

Helix is a team at Monash University that specialise in health 

(sensitive) data.  

Helix build and support clinical registries and clinical trials 

applications at Monash University, majority for the School of 

Public Health and Preventive Medicine (SPHPM).

We support and maintain the REDCap instance at 

Monash University. 



5 years and 2 month ago ….
REDCap Con 2018







Australian Cystic Fibrosis Data Registry (ACFDR) 



Figure 1: Slicing the year to show different patients 

in the dashboard

Australian Cystic Fibrosis Data Registry (ACFDR) 



WHAT
CAN YOU CUSTOMISE?



Australian Cystic Fibrosis Data Registry (ACFDR) 



EM

Australian Cystic Fibrosis Data Registry (ACFDR) 

Around 
14,000 lines 
of code in 22 

files

5 months or 
190 hours 
(~24 days)

ACFDR Project 
Specific 

Features - 1.0



FINDINGS
LESSON LEARNED



Advantages:

• Good alternative to custom build software as it 
is faster to develop and deploy.

• Some changes can still be DIY.

• Able to utilise other REDCap features, e.g. User 
Management, Data Import, Data Quality Check, 
and Data Exports.

• Meet all requirements that the user needs.



Disadvantages:

• Other changes may require IT involvement 
(impact analysis, security assessment, etc).

• Loose the flexibility to DIY.

• Need to be tested prior to every REDCap
upgrade or every PHP upgrade or server 
changes



Lesson Learned

• Use the out of the box functionality as 
much as possible.

• Consult or Search the REDCap
community.

• Start small.

• Break it down to smaller modules.

• Think generic (reusable / 
configurable).





ANZ REDCap Community – 2022



THANK YOU

CONTACT US AT HELIX-ENQUIRIES@MONASH.EDU

WEBSITE: https://www.monash.edu/researchinfrastructure/helix

mailto:HELIX-ENQUIRIES@MONASH.EDU

