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Access to health data
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How can we enhance research for more
healthy years and data driven prevention?

llIse Broeders, project manager
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what is Lifelines

lifelinesa

cohort and biobank:

o longitudinal collection of data & biomaterials
o general index population (n=167,000)
o representative of Northern provinces (NL)

o Inclusion of three generations
o Adults, children, elderly

our mission

to make data and samples available worldwide
for multidisciplinary research
in the field of healthy ageing

65+ years 0-17 years
12,000 (7%) 15,000 (9%)

2.4

18 - 64 years
140,000 (84%)

total: 167,000 participants
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timeline measure points

2006 2007 2008 2009 2010 20m 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021 2022 2023

baseline assessment

questionnaire 1A

visit 1A1 - measurements

anthr y, anxiety/depression (MIND), fl blood p! 2
Ruff Figural Fluency Test (RFFT), Mini Mental State Examination (MMSE), ECG,
lung function test

visit 1A2 - biological samples
fasting blood, DNA, 24-hour urine, spot urine (morning)

follow up questionnaire 1B
follow up questionnaire 1C

second assessment

questionnaire 2A

visit 2A1- measurements

anthrop y, blood p , ECG, lung
fi ion test, Cogstate, jump test,
depression (MIND

’

visit 2A2 - biological samples
fasting blood, DNA, 24-hour urine,

feces, scalp hair
follow up questionnaire 2B

third assessment

questionnaire 3A

visit 3A1 - measurements

hrop y, blood p , ECG, lung
function test, digital RFFT, MMSE, Cogstate, anxiety/
depression (MIND

visit 3A2 - measurements
fasting blood, 24-hour urine
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additional study: COVID-19

How are you doing in this pandemic?

additional data collection is possible

%
o design an additional study (fee for service) ¥ umee lifelinese et DO
o benefit from our cohort & infrastructure -
o respond to new actualities, like COVID-19, The Lifelines COVID-19 cohort paper
earthquakes

0 adapt to latest scientific insights with
genetic/omics data, microbiome studies


https://www.lifelines.nl/researcher/cohort-and-biobank/news-2/the-lifelines-covid-19-cohort
https://www.lifelines.nl/researcher/cohort-and-biobank/news-2/the-lifelines-covid-19-cohort
https://www.lifelines.nl/researcher/cohort-and-biobank/news-2/the-lifelines-covid-19-cohort
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success factors data access

Iifelines% Catalogue Orders

& Shop W Cart@

flexible and fast data access

Select Participants View data

o o Demographics .

o easy and fast data access procedures = ] Diseases & oymptoms  +
o https://data-catalogue.lifelines.nl/menu/main/home ::::ym'm

o use of TTPs, pseudonimisation, encryption e
o high resolution data model Conder @ Medical reatment R
o tailored datasets R .
o improve data quality ” — :

170k Panicipants Secondary & linked data -

Wellbeing & subjective a
Select Assessments o !



https://data-catalogue.lifelines.nl/menu/main/home
https://data-catalogue.lifelines.nl/menu/main/home
https://data-catalogue.lifelines.nl/menu/main/home
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success factors data access (2)

. data linkage
combining data sources &
Lifelines data can be linked to data from
o linkage with respect for privacy! external registries without revealing
o use of TTPs, pseudonimisation, encryption the identity of participants.

o real world data evidence
Statistics Netherlands (CBS)

. . - governmental data
Medical registries &

0 GEO health opportunities > GP's — medication use
o health disparaties - Pathology > cause of death
o Neighbourhoud SES > Cancer
o environmental risk factors registration il
0 exposome data ( \( )

Geographic Information System (GIS)
- environmental data
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success factors data access (3)

¥"] Weekly Corona
Barometer

create data insight %

Lifelines Corona Research

Positive tests per age group

o Share results
o www.coronabarometer.nl

o provide metadata information

o http://wiki-lifelines.web.rug.nl/doku.php OB &5 et diagnosed

Self diagnosed COVID-19

= CcovID-19
o 5,1%
o excellent data management services o e
...to create a bigger impact on society - :

together for more healthy years!


http://www.coronabarometer.nl/
http://wiki-lifelines.web.rug.nl/doku.php
http://wiki-lifelines.web.rug.nl/doku.php
http://wiki-lifelines.web.rug.nl/doku.php
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guestions?

together for more healthy years

llIse Broeders, project manager


mailto:i.m.broeders@lifelines.nl

