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15 FAIR Principles

• Detailed description: https://www.go-fair.org/fair-principles/

• FAIR Principles = “What”, not “how”

• Enabling paradigm shift from data sharing to data visiting / availability

https://www.go-fair.org/fair-principles/
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Why you should care

1. Strategy

2. Money

• “we found that the annual cost of not having FAIR research data costs the 
European economy at least €10.2bn every year.” 
Cost of not having FAIR research data (europa.eu)

http://publications.europa.eu/resource/cellar/d375368c-1a0a-11e9-8d04-01aa75ed71a1.0001.01/DOC_1




Why you should care

1. Strategy

2. Money

3. Time



• Data scientists, according to interviews and expert estimates, spend from 50 

percent to 80 percent of their time mired in this more mundane labor of 

collecting and preparing unruly digital data, before it can be explored for 

useful nuggets.

For Big-Data Scientists, ‘Janitor Work’ Is Key Hurdle to Insights - The New York Times (nytimes.com)

https://www.nytimes.com/2014/08/18/technology/for-big-data-scientists-hurdle-to-insights-is-janitor-work.html


What activity takes up most of your time?

Data Scientist Report 2017 – CrowdFlower



Why you should care

1. Strategy

2. Money

3. Time

4. Sustainability

• Burden for clinicians, trial nurses, patients

• Existing data without research capacity

• Research capacity without existing data



FAIR Research Data Management

1. Reuse existing data as much as possible

2. Reuse existing metadata as much as possible (schemas, vocabularies, data 

dictionaries, …)

3. Think about and implement making data FAIR before you start collecting

4. Make existing data FAIR
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The HELIUS study & FAIR data
Dr. Henrike Galenkamp

Dept of Public and Occupational Health

Support4Research meeting 24 January 2023



• HELIUS: HEalthy LIfe in an Urban Setting

• Aim: to get insight in (the causes of) the unequal burden of diseases across 

ethnic groups

• Initiated in 2010 by AMC together with Public Health Service (GGD) of 

Amsterdam

• Cohort study among 6 ethnic groups (aged 18-70y) living in Amsterdam:

Dutch Turkish

African Surinamese Moroccan

South-Asian Surinamese Ghanaian

Background



Focus on three disease categories:

Cardiovascular

diseases Infectious

diseases

Mental health nutrition, PA, 

health care use, …



1st visit:  2011-2015 (baseline)
questionnaire/interview
physical examination
biological material (biobank)

2nd visit: 2019 – 2022 (first follow-up)
short questionnaire
physical examination
biological material

k-th visit:
questionnaire/interview
physical examination
biological material

time

Linking/additional studies

Linking/additional studies

Linking/additional studies

Linking/additional studies

Linking/additional studies

Longitudinal design



24,782 
Participants finished the HELIUS-1 measurement

Dutch 
3015

Surinamese 
4288

Turkish
1126

Moroccan
1669

Ghanaian 
922

Dutch 
4671

Surinamese 
7827

Turkish
4200

Moroccan
4502

Ghanaian 
2735

11,039
Participants finished the HELIUS-2 measurement



General: we strive for good quality data, that are meaningful and
that can be used by researchers from different disciplines

1. Data collection

2. Data sharing

FAIR data in HELIUS 



Measurements in HELIUS

1. Questionnaire/ interview

2. Physical examination

3. Biological material (lab and biobank storage)

4. Linking to registries

5. Additional studies (substudies)



Ensuring data quality

• Logistics database

• Research database

• Applications: Castor, Limesurvey

• Quality control measures

• Training

• SOPs

• Validation checks

• Use of validated measurements, 
existing vocabularies, scripts 

• Data safety control



Data linkages



1. Data collection

2. Data sharing

FAIR 

Between 2010 and 2022: 180 scientific publications



We welcome researchers to use HELIUS data!

Procedures are described in HELIUS Collaboration Policy:

1. Submit a Publication proposal, including:

• Statistical analysis plan, List of requested variables

2. Review by HELIUS board 

• Falls within scope of HELIUS, Scientific quality, Potential overlap

3. Sign Data Transfer Agreement

4. Free of charge for Amsterdam UMC researchers

Access to HELIUS data



• Tracking of datasets: 

• Each project has own identifier:

• Enabling:

• Findability

• Reproducibility

• Transparancy about results (e.g. for audits)

Archiving

Proposal

A

Datafile

A

(Biobank 
protocol A)

Draft

A

Publication

A

Archived
Scripts

A

Archived
data A



FAIR data – further steps

• Data sharing – Open science

• For publishing data additional consent is needed

• Synthetic data

• Data visibility

• Secured environment for analysing data

• Improve data showcase

• Increased complexity (follow-up waves, sub studies)



Publishing metadata

• HELIUS-COVID study



heliuscoordinator@amsterdam

umc.nl

www.Heliusstudy.nl

mailto:heliuscoordinator@amsterdamumc.nl
http://www.heliusstudy.nl/
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How do I make my data FAIR?
Rudy Scholte, domain head Research Data Management



RDM is here to help you!

• Research Data Management

• Compute, storage facilities

• Software management

• Consultation, information and education

• Applications for data collection, archiving, reuse

• Reuse of care data, text mining

• Intranet AMC / VUmc (search for ‘RDM’)

• ServiceNow

https://intranet.amc.nl/web/organisatie/domeinen/research/research-data-management.htm
https://intranet.vumc.nl/afdelingen-themas-1/datamanagement.htm
https://amsterdamumc.service-now.com/sp?id=sc_cat_item&sys_id=6edc44311bea4110f2ae6313604bcbc4&sysparm_category=ac42bedf976b8910b4fbb1e3f153aff9


• Follow SOP Research Data Management (K2)

Write your Data Management Plan

• Include data reuse in your informed consent

For nWMO: general consent procedure?

Study preparation - 1

https://amsterdamumc.iprova.nl/iDocument/Viewers/Frameworks/ViewDocument.aspx?DocumentID=4d7ce52d-8125-45ad-8fd1-c1fd4c21d561


Study preparation - 2

• Choose your 

• application for data collection
consider reuse of existing (care) data 
eCRF / questionnaire support and review

• working / storage / compute environment

• Define your dataset according to common standards

• SNOMED, LOINC

• common definitions in your field

• validated questionnaires, standard Castor pages

+ Research Data Platform

http://p1wp10014-bi-rs.prod1.umcinfra.nl/reportspbi/report/Algemeen/RDP%20Catalogus


Reuse of existing data - RAISE (Cardiology)

• Discrete data and notes, images

• Anonymization by external partner

• Algorithm development in MyDRE



Data collection

• Quality control

• Built-in validation checks on missings, outliers, logical combinations

• Change control

• On data and application design

• Safe and restricted access to / transfer of data

Standard applications and tools offer these facilities



Data processing & analysis

• Have a Statistical Analysis Plan (SAP) in place

• Control your software / syntax / script

Software should be FAIR as well, especially when software is main research 

output

• Version control

• Descriptive comments



Writing / publishing your manuscript

• Create a Digital Object Identifier (DOI) and add to manuscript

• Dataverse as publication platform



Data sharing and archiving

• Publish study documentation:

• Protocol, DMP, SAP

• Code book

• Conditions & procedures for reuse

• Keep track of your data files

• Metadata schema

• File tracking, automated actions

• Archive your data in collaboration with RDM - sustainable and for free

• Sharing and archiving software



Data sharing – AmsterdamUMCdb (IC) 

Support4Research - RDM – January 24, 2023



More information and contact

• Intranet: VUmc / AMC (search for ‘RDM’)

• ServiceNow

• Research website: Research roadmap Amsterdam UMC / Research Support Amsterdam UMC

https://intranet.vumc.nl/afdelingen-themas-1/datamanagement.htm
https://intranet.amc.nl/web/organisatie/domeinen/research/research-data-management.htm
https://amsterdamumc.service-now.com/sp?id=sc_cat_item&sys_id=6edc44311bea4110f2ae6313604bcbc4&sysparm_category=ac42bedf976b8910b4fbb1e3f153aff9
https://www.amsterdamumc.org/en/research/research-roadmap.htm
https://www.amsterdamumc.org/en/research/support.htm

