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Data integrity (@ UMCG

* Data stewardship
* FAIR data
* National Dutch approach

* Local UMCG solutions
* Workspace

* Two nice projects



Data stewardship

* Good research practice

» “patients deserve it, society desires it and
funders demand it”

* Scientific research gets more visible
* Journal editors
* Funding bodies (H2020: 5%)
* Health Care Inspectorate
* Quality systems
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http://data-archive.ac.uk/create-manage/life-cycle
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FAIR data stewardship /

* Data Stewardship of life science information
* Findable — Easy to find, description of metadata

 Accessible — Well-defined license and access
conditions

* Interoperable — To be combined with other
datasets

* Re-Usable - Future research, processed further
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Data stewardship :

* Technological resources, e.g. storage space, support
staff time

* Legal and ethical requirements, including privacy

* Able to share your finalised data publically

* Robust documentation

* Backed up and safe from sudden loss or corruption

* Remain accessible and comprehensible in the near,
middle, and distant future

* Can be shared with others for scientific research,
commercial development or validation
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Responsibilities o
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* Researchers, clinicians
* Collect, analyse, or reuse data

* Data managers, lab technicians, etc

* Procedures and technical systems for data
stewardship

* Institute managers
* Facilitate & train the professionals

* Supervisory bodies
* Medical-ethical committees, privacy officers, etc



Challenges for researchers

The safety & privacy of patients
The integrity of research data

Research complies with (inter)national
laws, legislation and standards

Research conduct is transparent, traceable
and verifiable



Challenges for managers

* IT facilities
* Storage, access

* Regulations, policies, procedures
* Tailored to local situation
* Training

* Continuous learning



Re-using existing data

* Exisiting biobank/cohort studies
 Numerous smaller studies
* National Kohort

* International biobank/cohort studies

* bbmri-eric.eu
* Genetic consortiums, European collaborations

* Clinical files: EPR
* Informed consent/no objection



Practical aspects data storage

Pseudonimized
* Also for joining data from multiple sources

Standardized coding
« HL7, SNOWMED, ICD10, ...

Rigorous file formats
» xml, DICOM, VCF, ...

Meta data
* Catalogue
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Dutch program research data w
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e Towards a shared data infrastructure for
biomedical research

* Access, linkage, sharing, training, ...

’ (@ﬂ NETHERLANDS FEDERATION OF UMCs

NFU  DATA4LIFESCIENCES




dataglifesciences.nl -> HANDS
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HANDS

Handbook for Adequate Natural
Data Stewardship

What is data stewardship?

You are a data steward

FAIR principle

Accountability and responsibility

Preparing your study

Creating and processing your
data

Analysing your data

Preserving your data (archiving)
Giving access to your data
About this Handbook

Glossary

Appendices

Handbook for Adequate Natural Data
Stewardship

The Federation of Dutch UMCs (NFU) has developed this handbook to promote
good data stewardship at the eight Dutch university medical centres (UMCs).
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* Data stewardship
* FAIR data
* National Dutch approach

* Local UMCG solutions
* Workspace

* Two nice projects



ISO 9001 (27001)
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* Care, research, teaching

* Quality management system

* PDCA cycle
* Quality managers

 DocPortal
e Audits

e Internal
e External

s Home | Contact | =

Zorg Onderwijs Research Het UMCG v

]
Overhet UMCG  Afdelingen =~ Werkenin het UMCG ' Vrijwilligerswerk Agenda  Publicksacademie  Publicaties
UMCGnl > HetUMCG > Werkenin het UMCG >

Applicaties

Externe vacatures U kunt uw wachtwoord wijzigen via de knop aan de rechterzijde. Echter, dit kan alleen
voor het verlopen van uw wachtwoord. Is uw wachtwoord verlopen, dan kun t u het
alleen in het UMCG wijzigen.

Nieuwe medewerkers

Arbeidsvoorwaarden
Faciliteiten U bent ingelogd met het account:
W W 21 T
Opleidingen Uw wachtwoord verloopt op: 21-5-2015 (73 dagen vanaf vandaag)

Inloggen medewerkers
o Log uit om uw data tegen onrechtmatige toegang te beveiligen

Aanvullende informatie
Harmony

Aanvullende informatie
Webmail

Handleiding digitale DocPortal ) E-learning UMCG
salarisstrook

Handleiding TIS-manager;
overzicht kandidaten op uw

vacature AR O
. Roosteren Personeelsvereniging
Handleiding CMS umcg.ni UMCG

E-leaming UMCG

Stage, afstuderen en scriptie

Werkervaringsplaatsen v Webmail
Noorderlink
g ¥
Loopbaanwijzer Interne Vacatures
u Umoggen

Digitale Salarisstrook

5§ | Tekstgrootte "‘}‘\) Lees voor v

Mijn UMCG

Healthy Ageing  KennisInZicht

i Praktisch

Wachtwoord wijzigen >
Aanvullende informatie >
Harmony
Aanvullende informatie >
Webmail
Handleiding digitale 3

salarisstrook

Handleiding werken met WOA 3
via de Ipad

Volg ons op sociale media
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Research toolbox

* Toolbox
* Decision support flow charts
* Templates
* References to HANDS and other sources

* Research registry
* Including type of consent
* Clinical Research Office
* Support
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Workspace .
p groningen.

* Research workspace environment for
researchers in health care research

* Remote access to high performance storage
and compute
* No local data storage



umeceG

Research data
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Data processing domain (Stage layer)

Research data

Data processing domain (Generic layer)

Data aggregation
Processed Research data

Data access domain (Publish layer)

Dataset 1 Dataset 2 Dataset 3

Workspace 1 = Workspace 2 = Workspace 3

Figure 1



Functional requirements
Workspace

* Secured access to limited number of
applications

* LifeLines: fully locked
* UMCCG: flexible locking

* Global accessible, 24/7

* Scalable - linkage with Linux cluster
* Easy to use

* Fast
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Deployment

/

* Universal access to desktop, apps and data

* Deployable on PC, laptop, mobile device
(any device)

* Based on virtualization technology

E o e 13

indows Tablets & 6)\ Macintosh @ Thin clients
\2/

PC & laptops smartphones \%Z/ computers
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Look and feel

university of
groningen

LifeLines

»

Lifelines Logon

Username

— university of
L groningen
UWP Logon
A o Username
7A LifeLines

Logon

Please enter your SMS token.

Token

umece

UMCG Logon

Username

Password

Logon
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{= lifelines.usor.nl - Microsoft Internet Explorer provided by UMCG

5:}.’ - | htkps: (lifelines usor.nlimy . policy

Bestand Bewerken Beeld Favoriesken Extra  Help

'i',f:"p? £ | IMCG-Inkranst @& | DocPorkal @ Telefoongids @& | Wweb Slice-o

. 5y Favorieten

| lifelines..usar.nl | |

{= lifelines.usor.nl - Microsoft Internet Explorer provided by UMCG

umCG 6.\:.{:;1 . https: [ lifelines. usor.nl
Bestand Bewerken Beeld Favorieten  Extra  Help

| % @) UMCG-Intranet @) DocPortal @] Telefoongids & ek

5p Favorieten
lifelines.usor.nl
UMCG Logon .
Username
Password umCG

Please enter your SMS token.

Token

[
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Easy to use
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Application - Citrix Receiver

" Wind ! » 7
u:lvj indows Explorer JE
@ IBM SPSS Statistics 22 >

‘ Reset password (RES
&l Automation Manager Console)

Pictures
@ Workspace Preferences...
~:| Music
X <, Microsoft Excel 2010 »
Computer
Wﬂ Microsoft Word 2010 >
S Control Panel
(0] dmsnieders
o Devices and Printers
[ﬂ’i Notepad++ »
Help and Support

R
! R Windows Security

p I

> All Programs

- 3 '
I Search programs and files  [Opens a list of your programs.}




User roles
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* LifeLines researcher
* NO up- and download functionality

* NO Internet access, no printer and USB devices
supported

* MS-Office, SPSS, Plink, R, Putty, WinSCP, Adobe,
Notepad, ...

* Onrequest: SAS, STATA, ...
* Read and write access private share
* Read access global share

* UMCG researcher
* Limited up-and download functionality



Work together in groups
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soaml LifeLines Workspace Data Managemem/

Data Manager

-

.

s W

soaml LifeLines Workspace Data Management/
2 .

Data Manager

. P
4 * i *
7
\.
L
f .
Data Onderzoek(er) x| .
( )
Data Onderzoek(er) x . . .
) . : . :
\ . . . )




Towards laaS

infrastructure as a service
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~Policies

~ ClientsO

@ SFTP file server

@ SSH commandline access
@] Windows workspace cores[(ZGbD ] ram E(lTBDV j storaged

n
E @:Enable data download*(

@:Enable internet access

@ Linux workspace[] cores[[lBGbﬂJ ram E(GTBDV ] storagell * Always enabled for SSH clients[]

1280 ¥ cores]

4GbOV¥ | RAM per core (total: 512Gb)0]

~ High performance compute0——— —Bulk storagel]

5TBO W High available storage (incl nightly backup)O
40TB¥ | High performance storage (temp, no backup)O

_ 60TB[W | Tape archivingld

~— Applications]

(/I BPssO
(/RO
@:bpenCIinicaD
(/T MOLGENIST

@:Galaxyﬂ
@]mputation pipeline
@:NGS pipelined
@:Eth

~ Usersld

[Tj]( swertzmall VJ @:l
[T:)]( imhamfO v J D
-+

Request configure research infrastructure for: 4,680 euro/month -
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* Data stewardship
* FAIR data
* National Dutch approach

* Local UMCG solutions
* Workspace

* Two nice projects
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* Dedicated knowledge resource for the local
and international research community

* Big data
* Analysis of biobank/registries
* Biomaterial

* Dutch export product
* Oldenburg EMS cohort initiative

O
www.biobank.bike B I K E




Registration at the source
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* Single registration, multiple use
 Uniform care documentation
* Internationa standards

Registratie aan de bron

AAAAAAAAAAAAAAAAAAAAA
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Questions - Answers
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rdb.umcg.nl
www.biobank.bike
www.lifelines.net
www.dtls.nl
www.bbmri-eric.eu

R.P.Stolk@umcg.nl
Linked[f}).

Research Infrastructure Biobankingand cohort

BioMolecular resources
J) Knowledge and Expertise Centre The Netheﬂal‘lds

(@U‘ E,M‘ sevriERIC B GRONINGENS
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Technology
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UWP 2,0 POC Infrasteuetuur
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