Sharing longitudinal cohort study data

An institutional case study
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1. FAIR requires teaming up

support & scientific staff

2. FAIR challenges organizational

-

governance

3. We should rethink

funding schemes



17-04-2023 15



%;@ w2y AN TR TV TUT D001 100101
o e Information and Technology Services
“ww s T TERTERV.VERVERY '
-,.: ¥ “p 311C 10101y " o
e “‘w’ JULU Lot .
o‘ﬂ | LT
i '
rsity Library 1

PR VEATWIAGD il

17-04-2023 16



Cu YOUth dataflows o8 —

KKCIMCU Expariments T —p— [ Pacicipont ot o | Coart misisiration | VOUIN Pastcrpart Partal (YPP)

L -
Utrasourst Bkod &x*‘ QO UaTTRENEIN »&"‘— 00T AANMANOX hf : p
Computar 1asis (4 o Pann 3 Yozl L > . ‘
s g ulien KXC Bio b FFQTOOL AL S PRz
g Eye tracking J LDoT
vty ' | M
ramare L : meradcion - A
B SO RPN Lab computens Eh =
g MOCHC btk Mt - = Othver =200 — T
tr Wip e UMduRa

docmerms

m! Layouma
.

Laboamads LiseSurwy

-

UnweBavvay

2
3 P
zi
K &S <
o TS
I'e) o e ELI;B.MUA
§
=< l l - UMcy Eow
3 e o e ] —— "‘! * ROPFIDMagdatturm 2.0
- a
x
w

Opent Specimen
Slobank

o =
g €02 Matsdats catstogus
&
€
§ é" RESEARCHER GETS ACCESS TO DATA
~ o
N
— | ——
YOU Prospectus - NIT AV o



3

Q o ‘ ®

memm 0 2| e
\a{\‘ 0 &

YOuth DAta = YOur DAta-> Yoda

__\' s — > - _aswr o=~ =
- ——

NSRS L. E. Ay AT AC LW JhaD




@t YOUth dataflows o8 —

KKCIMCU Expariments T —— [ Pacicipa o e | YOU Partcrpar Partal (YPP)
I — —
Ut Byood EAI QO UOTITNDN —.&, —_— CODXT AOTHT NI V

'.-._IA.".I.ln‘ L (4 0. Pann) 3 flocoal 4 X P
R — E alivn KT Bio sk FFQTOOL UMCU SLa rPPsacver
Eyw Imching LN LDOT
§’ Pacant Chld Imeracoon & a o S
a ,q.‘_h,(':‘; Lab computen - —-% Oither 200 _’?—
8 Wi "_". ~ ' Bip e umcu Ro
Sop Segrml Antcpanon Tee ' do P
WIS Irembagonce el
o | rporan | L]
Lablourmads LiseSurvy U Borvay
L |
1
«
: ' ket
2 | | I
e ¥ YODApntake | UMCL Eiobank
o 3P R R TS i ey S
g ae r T
8 da
= N —d | |
~ Quality - UMCUY 0w
3 Check ke oo e e e el w— — .-j * ROPIDMaplatiurm 2.0
s PRESS
=
@

Open Spacimen
Siobank

HER SELECTS DATA

RESEARCHER GETS ACCESS TO DATA YOOA
Distridution




o
w
—-
s
o
c
—
o
=




health R

o
w
—-
s
o
c
—
o
=




Developmental Cognitive Neuroscience 45 (2020) 100834

SR hay: Contents lists available at ScicnceDirect

o LR e

Sovep Developmental Cognitive Neuroscience

El SEVIER journal homepage: www elsevier.com/locate/den Qﬁ* 32.‘:.!

L))

for

FAIR, safe and high-quality data: The data infrastructure and accessibility
of the YOUth cohort study
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FAIR = sustainable

but needs investments



FAIR = sustainable

but needs investments

 Safety
* Quality control







m.1l|

.r.r
...,___.:-

l.*& A\ L
| A FH.‘\_.. ‘\\ .“7.--




investing in FAIR = sustainable

not using FAIR # sustainable
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