
Measurement-level Data 
Sharing Workflow 

Rory Chen

CHeBA (Centre for Healthy Brain Ageing)

Discipline of Psychiatry & Mental Health

School of Clinical Medicine

Faculty of Medicine & Health

UNSW SYDNEY

CHeBA Research Bank as a Use Case of 
Dementias Platform Australia (DPAU)



Acknowledgements

I begin today by acknowledging the 
Traditional Custodians of the land 
on which we meet today, and pay 
my respects to their Elders past 
and present. 

I extend that respect to Aboriginal 
and Torres Strait Islander peoples 
here today.



About me

• Manager of Dementias Platform 
Australia (DPAU)

• Statistical background

Find me:

xinyue.chen1@unsw.edu.au

dpau@unsw.edu.au

www.linkedin.com/in/rorychenxy/

mailto:xinyue.chen1@unsw.edu.au
mailto:dpau@unsw.edu.au
http://www.linkedin.com/in/rorychenxy/


Today’s Talk

Introduction

• Dementias Platform Australia (DPAU)
• Centre for Healthy Brain Ageing (CHeBA)
• CHeBA Research Bank 

Workflow walkthrough

Questions



Dementias Platform Australia (DPAU)

We ride the waves of data, 

FIVE SAFES in our tune, 

Dementia's story shared, 

bright as a June moon,

FAIR horizons guide the crew.

FAIR data, open doors, 

for ageing minds we soar,

Together we can heal, 

with every data store,

DPAU leads, forevermore.



Dementias Platform Australia (DPAU)
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Dementias Platform Australia (DPAU)
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Country Income Level: 

• High-Income Country 

• Low- and Middle-Income Country



Dementias Platform Australia (DPAU)

Overall Impact

✓Accelerates progress in dementia research

✓ Transforms understanding of ageing and dementia

✓Maximizes the value and reach of every Contributing Research Studies (CRS)

Researchers

✓Systematically find 
relevant datasets

✓Efficiently access multiple 
datasets

✓Offers secure, global TRE 
access

✓Supports cross-cohort 
and international 
collaborations

Empower Research 
Community

✓ Foster Collaborations

✓Generate insights 
from already collected 
data

✓Reduce Research 
Costs

✓ Share experience

Contributing Research Studies (CRS)

✓ FAIR &FIVE SAFES

✓Compliance

✓ Increases the long-term impact and 
legacy of study data

✓Reduces administrative burden

✓ Accommodate various level of 
engagement and control



Centre for Healthy Brain Ageing (CHeBA) 
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CHeBA Research Bank

Sydney Memory & Ageing Study (MAS)

• 7 waves & 6 interim waves

• 2005 - 2020

Sydney Centenarian Study (SCS)

• 4 Waves + Re-launch (6 Waves)

• 2013 - 2020

Older Australian Twins Study (OATS)

• 4 waves & imaging sub-study

• 2006 - 2017
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It is not sustainable!

Is there a better way?
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C-Surv Ontology



File Naming Structures

Each file name has five elements comprising study, theme, 

measurement, study waves and the date file created/updated.

• The Contributing Research Study (CRS) is identified using a three-digit 

alphabetic character, MAS for Sydney Memory and Ageing Study.

• The 'Theme' is identified using a two-digit numeric (01 - 18) based on the 18 data 

themes of C-Surv data model developed by DPUK. 06 for psychological status.

• The measurement is described by an alphabetic abbreviation, GAS for Goldberg 

Anxiety Scales (GAS). 

• The study wave is indicated by an integer, 1 for baseline, 2 for first follow-up, etc.

• Finally, a date suffix for version control in the format of _vYYYYMMDD.

Example: MAS06_GAS_1_v20220519.sav
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Curated File Name





I still don’t want use 

word + excel



DPAU Structure

Portal

Data Discovery Tool
CRS 

Metadata

Project Info
CRS Raw 

Data

Update

Project 
Approval  

Data

Variable 
Selection



Shiny Dashboards – Metadata explorer

https://portal.dementiasplatform.com.au/crs-metadata-explorer



Not word + excel

Maybe -



Create REDCap Data Dictionary From Curated File Name



Create REDCap Data Dictionary From Curated File Name
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What else?
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Thank you & Questions

Find us:
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www.linkedin.com/in/rorychenxy/

https://portal.dementiasplatform.com.au/

mailto:dpau@unsw.edu.au
http://www.linkedin.com/in/rorychenxy/

	Slide 1: Measurement-level Data Sharing Workflow 
	Slide 2: Acknowledgements
	Slide 3: About me
	Slide 4: Today’s Talk
	Slide 5: Dementias Platform Australia (DPAU)
	Slide 6: Dementias Platform Australia (DPAU)
	Slide 7: Dementias Platform Australia (DPAU)
	Slide 8
	Slide 9: Dementias Platform Australia (DPAU)
	Slide 10: Centre for Healthy Brain Ageing (CHeBA) 
	Slide 11: CHeBA Research Bank
	Slide 12
	Slide 13
	Slide 14: C-Surv Ontology
	Slide 15: File Naming Structures
	Slide 16: Curated File Name
	Slide 17
	Slide 18
	Slide 19: DPAU Structure
	Slide 20: Shiny Dashboards – Metadata explorer
	Slide 21
	Slide 22: Create REDCap Data Dictionary From Curated File Name
	Slide 23: Create REDCap Data Dictionary From Curated File Name
	Slide 24
	Slide 25
	Slide 26
	Slide 27: Thank you & Questions

