
Research Data Management & Open Data

Rudy Scholte, Joost Daams – June 10, 2021



Research data management

Concerns the organization of data…

… from its collection, through 

the research lifecycle

to the dissemination and

archiving of valuable

results.
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Goal of RDM
Deliver reliable and reusable data

documentation transparency reproducibility
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Findable make metadata of your study (online) available

Accessible make your data available for others (under conditions)

Interoperable use open standards and definitions that allow reuse by others

Reusable provide metadata so that others can reuse your data

See Wilkinson et al, The FAIR Guiding Principles for scientific data management and 

stewardship, http://www.nature.com/articles/sdata201618
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http://www.nature.com/articles/sdata201618


Increasing demands for RDM
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Avoid data leaks: de-identification, storage 

facilities, consent procedures

Data management plan, 

open data

Reproducibility



Amsterdam UMC working procedure for RDM

Standard Working Procedure (SOP)

Data Management Plan

Scope: research with human subjects

(to be extended to all research)

See

- AMC CRU intranet

- VUmc Datamanagement intranet

- K2
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https://intranet.amc.nl/web/organisatie/domeinen/research/datamanagement/procdures-en-templates.htm
http://intranet.vumc.nl/afdelingen-themas-1/datamanagement.htm


Getting started: Data management plan
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• Documentation of your data management process

• Required by SOP, funders

• DMP replaces ZonMW DMP

Support via rdm@amsterdamumc.nl

mailto:rdm@amc.nl


Privacy & security

Aim at minimal identifiability

a. anonymous

b. encoded (pseudonymous, indirectly identifiable)

c. identifiable

b and c: consent required (≠ WMO consent)

• description data set

• time span of data retention

• sharing data

• reuse in future research

Data Protection Impact Assessment (short version), Registration of your data collection

see intranet pages Data Protection Officer (Functionaris Gegevensbescherming)
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Patient recruitment

Automated cohort identification

• Alternative for manual look-up

• SlicerDicer (Epic)

• Research Data Platform (RDP)

• Unstructured data: text searches

Contact rdm@amsterdamumc.nl for request
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Data acquisition: reuse of existing data

Research Data Platform (RDP)

For both locations

Set of Detailed Clinical Models

Diagnosis, Medication, Lab

Epic, pre-Epic, non-Epic

e.g. MUSE, Biobank

SOP see intranet CRU-DM, Datamanagement, K2

Requests to rdm@amsterdamumc.nl
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Amsterdam UMC / AVG-WGBO procedures 

for reuse of care data
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Tools for data collection

Use central supported data management software

Castor (free use), LimeSurvey/Survalyzer, REDCap

otherwise additional requirements, see intranet page DPO

No Excel for data collection!

Statistical package: only in non-WMO studies with limited data sets

Use ’Amsterdam UMC-approved’ tools:
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http://intranet.amc.nl/web/organisatie/themas/overzicht-themas/privacy-en-informatiebeveiliging.htm


Support on manual data collection tools

Randomization Castor -

ALEA build

eCRF Castor, RedCap test, build

Web questionnaire Castor -

LimeSurvey/Survalyzer test, build

Information on intranet 

AMC: CRU-DM 

VUmc: Datamanagement
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Tools for manual data collection

Data quality checking

Apply wherever possible:

• Univariate checks 

• Mandatory fields (incl coding for missing)

• Multivariate checks

• Conditional display

• Manual (visual) checks

Document in Data Dictionary / Data validation plan

Testing (colleague, RDM)

Access control
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Data storage

At safe location

Amsterdam UMC network

Amsterdam UMC partner

Certified third party + processor agreement

Large volumes of data: consult rdm@amsterdamumc.nl

External access via CDW / VIEW

DMP: Estimate size, reserve €’s
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Phase 2

• Under responsibility local PI

• Run your validation checks

• Change control
• On paper
• Audit trail
• Self documented

• Sign off by local PI
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Phase 3

• Lock

• Export

• Processing and analysis

RDM & Open Data – ACS, June 10, 2021



Lock data collection

• PI approval

• Documented

• Locking functionality

Block access

Read only
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Export from data acquisition environment

Reusable

Sustainable

DANS preferred formats
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Data processing & analysis

• Keep read-only copy

• Version control

• Syntax files

• Descriptive comments
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Phase 4

• Relevant data files

• Scripts and syntax files

• Dropped subjects

• Processed data

files

• Statistical output

• Manuscript

RDM & Open Data – ACS, June 10, 2021

Protocol + pdf’s of paper
Data sets from database(s)

All syntaxes to get from data to results in article



Phase 5

Open data

• Repository

• Conditions for reuse

• Standard definition, sustainable format

• Metadata at study level, at data level
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Archiving

• What data should I archive?
Special attention for

• identifiable data
• subject identification log

• Central archive available via RDM
• provide metadata
• file management via iRODS
• linked to data repository

• SURF facilities, Store4Ever, L-drive
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Thank you!

RDM helpdesk: rdm@amsterdamumc.nl
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