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Australia (DPAU)
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Dementias Platform Australia (DPAU)

< € macquarie

CLOUD SERVICES

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.

Dementias FAIR data, open doors,

for ageing minds we soar,

AU Together we can heal,
a o rm with every data store,

DPAU leads, forevermore.
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Dementias Platform Australia (DPAU)
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Dementias Platform Australia (DPAU)
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Fig 1. Global Reach of Dementias Platform Australia (DPAU)




Dementias Platform Australia (DPAU) B

LHeBA

Empower Research Contributing Research Studies (CRS) Researchers
Community

v FAIR &FIVE SAFES v’ Systematically find

v Foster Collaborations relevant datasets

v Compliance

v Generate insights . v Efficient] ltip|
v’ Increases the long-term impact and ICIently acCcess multiple
from already collected legacy of study dgta datasets

data

o : v’ Offers secure, global TRE
v Reduce Research v Reduces administrative burden S ocess » 9

Costs v Accommodate various level of

engagement and control v Supports cross-cohort
and international
collaborations

v Share experience

Overall Impact
v Accelerates progress in dementia research
v Transforms understanding of ageing and dementia
v Maximizes the value and reach of every Contributing Research Studies (CRS)
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% EB{;\ i CHeBA Research Bank

Healthy Brains Positive Ag
Sydney Memory & Ageing Study (MAS)
e 7 waves & 6 interim waves

« 2005 - 2020

General Secunty Previous Versions DFS  Customize

Data Warehouse

File folder
JAMED\CHEBA\CHeBA DATA\0_Data Warehouse
453 GB (48,743 872 043 bytes)
454 GB (48,752, 951,296 bytes)

5,243 Fies, 556 Foiders

Sunday, 25 June 2023, 5:44.35 AM

B Read-only (Only applies to files in folder)
() Hidden

[ ) Archive
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Memory & Ageing Study
Data Request CHeBA Research Bank

A/BIOSPECIMENS DETAILS

E lease indicate ALL data being requested by placing an X

Assessment metadata (ege, birth date, sex, NCSB,
education, death, and assessment status
infarmatian).

the appropriate box(es). Add additional comments as appropriate.

Comments

Demagraphics

Clinical Status

is (MO Dementia)

Cognitive Complaints

Subjective copnitive camplaints

Mac-o

IQEA0E

GPCOG

CICA0
Cognitive Status

ACE-3(ACE-R

MMSE

e Bomain scores

TICE-b

Pras pective memon

Psychological Status

PANAS

L]

MED-FFI

L)

ML

Last Updated: 30,

Medical history

Family health history

LCurrent medications (pl specily requiramants)

Cardiovascular disease risk [Framingham index)

Wascular Risk Factor Presence (dishetes,
hypertension, smaking, alcohol] status [ewer/never)

Matabalic syndrome status

Hypertension status

. Balance & falls risk

FFOL

Sleep questionnaine

Health service utilization

Medicars history = PBS data

=+ MBS data

Biomarkers

Bload chesnictae = Routine analysis

= Special chemistry

2 Inflammatery markers

= MIC-1

= Full blood pount

= Nitamin O

= Afamin

= Qther blogd data ar samples

Arterial stiffress

Pleazs pravide further details averleaf

BARI = Grisy matter volumes

2 White matter byperintensities

< Micrablesds

= Functional MRI

= Other MR data (pls specil

Sk 2 AROE Sl
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C-Survi

gt

«+ 1, administration

2. sociodernographic

3. early life enmviconement

«1 4. medical history

+= 5, farmvly dscase history

-1 6. psychological status

7. cognitive status

- 8 lifestyle behaviour

« 1 9, life functionality

10. physical environment

11, socal environment

12. physical examenation

13, imaging

14, linkage data

15, healthcare utdisation

16. bio-sample assays

17. molecular

18, device denved phenotypes

Theme

+ 1 6. psychological status

7. cognitive status

«+ 8 Hestyle behaviour

C-Surv Ontology

Domain

+1 attention

problem solving

processing speed

language skills
percepiual motor
clirscal

v self-report

+1 general

Family

2 choice reaction tme
task response time 4 chowce reaction tame

Smple chowce reaction ime

i processing response time

{{}:- Theme |

E»{ Domain \
| |

(=) Family

| Object (Variable) ‘

Object (variable)
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Bauermeister S, Bauermeister JR, Bridgman R, et al. Research-ready data: the C-

74 |

s

Surv data model. Eur J Epidemiol. 2023;38(2):179-187. doi:10.1007/s10654-022-

00916-y
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: : D
File Naming Structures

LHeBA

Each file name has five elements comprising study, theme,

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

Example: MASO6_GAS_ 1 v

2.SaVv

« 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.

Bauermeister S, Bauermeister JR, Bridgman R, et al. Research-ready data: the C-
Surv data model. Eur J Epidemiol. 2023;38(2):179-187. doi:10.1007/s10654-022-

* Finally, a » suffix for version control in the format of w7V

L]
0
| |

YYYYYY



Curated File Name

filename
MAS16 bloodroutine 4 v20220608.sav

MAS16_bloodspecchem_1_v20220518.sav

MAS16_bloodspecchem_2_v20220518.sav

MAS16 bloodvitd 1 v20220518.sav

MAST7_apoe_1_v20220518.sav

Platform*



Sydney Memory & Ageing Study
DATA/BIOSPECIMENS DETAILS:

ASSESSMENT DATA*

01_Administration
Descriptives: assessment metadaia
(age, hirth date, sex, NESB,

education, death, and assessment
status information).

Informant contact & confidence

02_Sociodemographic

Demographics

03_Early Life Environment

Early Life Events

Childhood Trauma Questionnaire

Cardiovascular disease risk
(Framingham index)

Balance & falls risk

Frailty Index Searle
Frailty Phenotype Fried

Medical history, incl Vascular Risk
Factor Presence (diabetes,
hypertension, smoking, alcohol) status
(evernever)

lWedication Groups w

Current medications (pls specify
requiremenits)

Metabolic syndrome status

World Health Organisation Disability
Assessment Schedule 2.0 (WHODAS-
11} - by informant

World Health Organisation Disability
Assessment Schedule 2.0 (WHODAS-
II) - by participant

05_Family (Disease) History
Family health history

1002025

06_Psychological Status

Attitudes towards Ageing Scale (AAS) '

Apathy Evaluation Scale (AES)

Aszzsessment of Quality of Life (ACQOL -
by informant)

Assessment of Quality of Life (AQOL)
— by participant

DeJong Loneliness Scale (DJLS)

Goldberg Anxiety Scale (GAS)

Geriatric Depression Scale (GDS)

Interpersonal Reactivity Index (IRI)

Kessler Psychological Distress Scale
(K10) — by Informant

Kessler Psychological Distress Scale
(K10) — by participant

Mini Intermational Neuropsychiatric
Interview (MIMNI)

Meuroticism-Exiraversion-Openness
Five-Factor-Inventory (NEQ-FFI)

The Paositive and Negative Affect
Schedule (PANAS), Positive only

Patient Health Quuestionnaire (PHQ-9)
depression module — by informant

Patient Health Quuestionnaire (PHQ-9)
depression module — by paricipant

Purpose in Life Scale

Satisfaction With Life Scale (SWLS)

Addenbrooke's Cognitive Examination :

(ACE-RIACE-3)

Clinical Dementia Rating {CDR)

Change in Cognition with Age
Questionnaire (CICAQ)

Diagnosis (MClI/Dementia)

Emotion Recognition Task (ERT)

General Practitioner assessment of
Cognition (GP-COG)

Informant Cuestionnaire on Cognitive
Decline in the Elderly (IQCODE) — by
Informant

MMemory Assessment Clinic G (MAC-
Q)

13M10/2025
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DPAU Structure

@Data Discovery TooD<

~ WAV Update
Dementias
Platform "

Portal

CRS

| Metadata
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@ SOL Repcap

1

1

E%jSeRP
v

@Data Access Application Formj

:

Project Info

Variable
Selection

Data Data
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%7 CRS Metadata Explorer | Den —

C \’ % portal.dementiasplatform.com.au/crs-metadata-explorer B QG ﬁ? 7 ‘ o ‘|||' (@ Assistant
Dementias CONTRIBUTING RESEARCH ANALYSE DPAU
Platform AU  STUDIES (CRS) ¢ DATAC PROJECTS
a
GLADSE =

Statement

GLobal Ageing and Dementia Study Explorer (GLADSE)

Study List

Y This R-shiny app was developed to improve the findability,
accessibility, interoperability and reusability (FAIR) of dementia

Study Directory research data. The app enables researchers to explore and visualise

data from participants that match certain criteria or interests. The
app was primarily developed to support data sharing of Cohort
Studies of Memory in an International Consortium (COSMIC) [1] and
Dementias Platform Australia (DPAU) [2]. The development of a

Other Repositories generalised version of this app is described in Chen et al. [3]. The

Filters

Measurements
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Create REDCap Data Dictionary From Curated File Name

filename vhame CRS themeid measurement wave
290 MAS16_bloodroutine_4 v20220608.sav mas16_bloodroutine 4 MAS 16 bloodroutine 4
291 MAST16_bloodspecchem_1_v20220518.sav mas16_bloodspecchem_1 MAS 16 bloodspecchem 1
292 MAS16_bloodspecchem_2_v20220518.sav mas16_bloodspecchem_2 MAS 16 bloodspecchem 2
293 MAS16_bloodvitd 1 v20220518.sav mas16_bloodvitd 1 MAS 16 bloodvitd 1
294 MAS17_apoe_1_v20220518.sav mas1/_apoe_1 MAS 17 apoe 1

V ak ~
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Create REDCap Data Dictionary From Curated File Name

A |
Variable / Field Name

B
Form Name

D

Section He Field Type

E
Field Label

F | R
Choices, CField Annotation

mas16_bloodspecchem_6
mas16_bloodspecchem_7
mas16_bloodspecchem_x
mas16 bloodvitd 1
mas16_bloodvitd 2
mas16_bloodvitd_3
mas16 bloodvitd 4
mas16_bloodvitd 5
mas16_bloodvitd 6
mas16 bloodvitd 7
mas16_bloodvitd x
masl7_apoe_1
masl1l7/_apoe_2
masl7_apoe_3
masl7_apoe_4
masl1l/_apoe_5
masl7_apoe_6
masl17_apoe_7
masl7/_apoe_x

Vil
Dementias \2\/.‘ eB

Platform*’

Positive AQA

Healthy Brains

crs_101 mas_measurement
crs_101_mas_measurement
crs_101 mas_measurement
crs_101 mas_measurement
crs_101_mas_measurement
crs_101 mas_measurement
crs_101 mas_measurement
crs_101_mas_measurement
crs_101 mas_measurement
crs_101 mas_measurement
crs_101_mas_measurement
crs_101_mas_measurement
crs_101 mas_measurement
crs_101_mas_measurement
crs_101_mas_measurement
crs_101 mas_measurement
crs_101_mas_measurement
crs_101_mas_measurement
crs_101 mas_measurement

checkbox
checkbox
checkbhox
checkbox
checkbox
checkbhox
checkbox
checkbox
checkbhox
checkbox
checkbox
checkbox
checkbox
checkbox
checkbox
checkbox
checkbox
checkbox
checkbox

Blood - Special chemistry
Blood - Special chemistry
Blood - Special chemistry
Blood - Vitamin D
Blood - Vitamin D
Blood - Vitamin D
Blood - Vitamin D
Blood - Vitamin D
Blood - Vitamin D
Blood - Vitamin D
Blood - Vitamin D
Genetics - APOE status
Genetics - APOE status
Genetics - APOE status
Genetics - APOE status
Genetics - APOE status
Genetics - APOE status
Genetics - APOE status
Genetics - APOE status

1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *
1, *

@READONLY
@READONLY
@READONLY

@READONLY
@READONLY
@READONLY
@READONLY
@READONLY
@READONLY
@READONLY

@READONLY
@READONLY
@READONLY
@READONLY
@READONLY
@READONLY
@READONLY




s> Measurement +

sog @ redcap.unsw.edu.au / CRS_101_MAS Measurement

AAA
=

Dementias
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CRS 101_MAS Measurement

Please complete the survey below for your DPAU project 1022.

Thank you!

01_administration

Measurement Wave 1 Wave 2 Wave 3 Wave 4 Wave 5 Wave 6 Wave 7 Wave x
Descriptives | " " O~
Informant contact & (Rt () ()R

confidence
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CHeBA Research Bank

Automation

CHeBA - REDCap

Run Everyday Retrieve new/updated scripts for value Update REDCap  If CHeBA studies is Send email
project info from SQL mapping POST: https://redcap.unsw.e... required Send

easurement

Initial Review .
Review

' @

Upload Script

GET REDcap Generate scripts to
measurement selection extract copy of files upload: file
GET:

Experimental solution

nh8n

REDCap

Research Electronic Data Capture
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Find us:

dpau@unsw.edu.au
www.linkedin.com/in/rorvcherlxv/

https://portal. entiqsplatforrﬁ.com.au/

. | Thank you & Questions
\&4 /
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