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FAIR, what’s in it for me?




FAIR for researchers

FAIR awareness

FAIR starts right at the beginning of your research, in the planning phase. Use the FAIR
Aware tool to reflect on your (future) FAIR practices. Keep your project’s (future) dataset in
mind. What are already good practices/what is feasible and what are the challenges or
bottlenecks?
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Innovative, multidisciplinary research and
training program on extracellular vesicles in
prostate cancer

FAIR difficulties

Difficult topics indicated @ FAIR

Persistent identifier

Discovery metadata

Metdata for humans and
machines

Access control metadata
Persistance of metadata
Controlled vocabularies

Provenance information

Community-endorsed
metadata standards

Preferred data format

Digital curation and
preservation

Count

ESR Projects https://fairaware.dans.knaw.nl/
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FAIR for hospitals

Highest scored questions

Are the FAIR principles explicitly mentioned in the data policy of your organization?

Is the general research data policy supported by dedicated service units?

Which means are used to communicate the research data policy to the researchers?

Which services does your organization provide to comply with the F principles?

Does your organization offer or take part in collaborations that work on new tools, services, expertise and other components of the FAIR data ecosystem?

Lowest scored questions:

Which services does your organization provide to comply with the R principles? Develop services/tools in this area

Does your organization have a job description for the different roles in data stewardship? Set of tasks / responsibilities defined together
Is FAIR data recognized and rewarded by your organization? Improve the reward system

Does your organization include FAIR data as a criterion in the evaluation process? Could be added in the workflow / tools

Does your DCC know the amount of data, the number of datasets produced within your organization? Need to monitor this closely

What are your organization’s most important barriers in becoming FAIR enabling?
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Cultural change / time consuming / (lack of) resources and finances - Even though scores are high in the policy category, there seem to be a need to explain
again that FAIR can be simple & not resource heavy

No clear data management policy / insufficient coordination - Further explore together

Fear of sharing data with respect to GDPR - Flag to the ELSI Theme

Lack of incentives for researchers / insufficient reward for working FAIR - Already set as an activity to explore

Lack of skills (trainings + personnel) - Training is one of the 3 pillars, Health-RI will play a big role in centralising information on training available and providing
training too

Lack of good examples - Demonstrator portfolio will be useful to provide good examples / reassure people on how they could make steps / what the benefits
are of FAIR
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Obstacles
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Data reuse obstacles removal traject

https://www.health-ri.nl/data-reuse-

Collaborative commitment to remove obstacles that block the

(re)use of health data for research and innovation
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... and how to tackle them
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Our work is guided by the FAIR principles, according to which data
(in our case, health research data) must be:

* Findable — Making data findable for people and computers
enables people to know if the data they want exists already
or whether they need to collect it

* Accessible — Making data accessible allows people to know
whether they can get hold of data to use for the things they
want to

* Interoperable — Making data interoperable makes it easy for
people to bring data together with other data to gain
insights

* Reusable — Making data reusable will help people know
what they can and cannot do with data through rich
metadata, a clear license and/or terms of use

Also, FAIR data does not always mean open data (e.g., sensitive
data). Nor is open data by itself FAIR.


https://www.go-fair.org/fair-principles/
https://www.health-ri.nl/data-reuse-obstacles-removal-traject
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Great, but what's in it for me: Jo % So O

Some benefits of implementing the FAIR
principles:
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Save time and avoid duplication of effort /
Gain maximum potential from data assets

More easily reuse data for new purposes

Enable new research questions to
be answered

Use new innovative research approaches and
tools

Achieve maximum impact from research

Enable others to verify your work, increasing
public trust in research

Improve reproducibility and reliability

%5 health

Some consequences of not implementing the FAIR
principles:

e Data loss

Loss of overview of research

Delay of research

Lack of reproducibility

Reputation damage

Losing or having to refund a research grant

In turn enable a learning healthcare system and
accelerate sustainable and affordable
personalized medicine and health for patients.
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Implementing these principles at Health-RI

* Hub & node model
- Central team at the hub

- Co-creation process with regional & &%

des (UMCs, TU/e, STZs etc. o T . .
nodes ( s, TU/e, STZs etc.) Example: FAIR Theme (Mijke Jetten) action

plan
e Different action lines

e ELSI, IT/Architecture, Biobanks &
Collections, Services, Companies, FAIR

Make data Workflow Creating a stimulating

Tools : :
environment to FAIRif
FAIR 3 Best 3 y

. data
practices

Y

FAIR Training mater

A

Creating a
community

Capacity @ ials & portal of skilled data

building Peer networks professionals to

FAIRify data
A
Y

FAIR Clear Increasing
Advocacy ° messages e awareness for FAIR
Incentives
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Data management

ntribute © GitHub

Data management

Datalife cycle
Your role
Your domain
Your tasks

Tool assembly

National resources

All tools and resources.

Al training resources

Are you working with data in the Life Sciences? Do you feel overwhelmed when you think about

Research Data Management?

e The ELIXIR Research Data Management Kit (RDMkit) is an online guide containing good data management practices applicable to
v research projects from the beginning to the end. Developed and managed by people who work every day with life science data,

the RDMkit has guidelines, information, and pointers to help you with problems throughout the data's life cycle. ROMkit supports
v FAIR data — Findable, Accessible, Interoperable and Reusable — by-design, from the first steps of data management planning to
= the final steps of depositing data in public archives.

The RDMKit organises information into the six sections displayed below, which are interconnected but can be br

independently.

Data life cycle

Start here to get an overview of research data management. Click on a section of the diagram below to get ar)

to that stage of the data management life cycle

Things

for research data management

Contact

Search Ckl

Allaudiences All themes

aelixir

LONVERGE

DT

BY

Your role

Identify your role In research data management, find data
management resources relevant for you, and information
to help you progress in your career path,

Show pages v

Your tasks

Find guldelines and solutions for tackling common data
management problems.

Show pages v

National resources

Your domain

Learn about the data management problen
your domain or research community, and t
adopted to address them,

Show pages v

Tool assembly

Find concrete combinations of tools and re:
assembled into a workflow for research dat
management

» Tool assembly page

All tools and resource

https://rdmkit.elixir-europe.org/
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Academic integrity
Integrity Implies responsible

research data management by
LERU (Europe)

enics poliy development

Career paths

Global goals and career paths wih
employment conditions from the
association of universites In the
Netherlands VSNU)

pocy aeveiopment

Coding and data science
skills
Tralning on foundational coding

and data science skils for
researchers by Software Carpentry

traning

Community of RDM
experts

Malling st for Data Support
Experts by JISC (UK)

communieyof practice

Community of RDM
experts

Support communtty for Data
Support Experts by the UKB (NL)

communicy of pracuice

Assessment of FAIR

Checklist for assessment of
FAIRness of your data by LCRDM
Ny

~  Alldatalife cycle ph... ~

Budget for ROM

NPOS report - Project A
Transitiekosten Open Science

policy development

Career paths

Data Stewardship on the map by
LCROM (NL)

policy development

Career paths
Towards FAR data steward as

profession for the ife sclences by
ZONMW (NL)

polly development

f e Y
Coding and data science
skills

Programming skills by Code
Refinery

waining

Community of ROM
experts

Malling st for Data Support
Experts by LCRDM (NL)

communty of practce

Coding and data science
skills

Foundational coding and data
science skilis by Code Refinery (EU)

traing

Community of RDM
experts

‘Communty for Data Support
Experts by DTL (NL)

communsy of pracice

Budget for ROM

Invest 5% of total research
enditure on properly managing
and stewarding’ data on Nature

poscy aeveiopment

Code of conduct

The Netherlands Code of Conduct
for Research Integrity

ethics

Coding and data science
skills

Foundational coding and data
Sclence skills training by Data

waiing

Community of RDM
experts
Community for Data Support

Experts by the Research Data
Alllance

communieyof practice

Community of RDM Community of ROM
Experts Experts

Community of research data FAIRsharing community network of
management Natlonal dopted by RDA

Coordination Point ROM (NL)

communty of practce

communey o praceice

Community of Research
Software Engineers

A community of researchers In
Amsterdam Science Park (NL)

communicy of pracuice

National

Research Data Management

enabling data driven health

f Communitv of Research W f Communitv of Research W f Communitv of Research W f Communitv of Research

https://23things.sites.uu.nl/

k- FAIR cookbook

FAIR Cookbook

Created by researchers and data managers professionals, the FAIR Cookbook is an online resource for the
Life Sciences with recipes that help you to make and keep data Findable, Accessible, Interoperable and
Reusable (FAIR).

Turning FAIR into practice

The FAIR Principles put specific emphasis on enhancing the ability of machines to automatically find and use the
data, in addition to supporting its reuse by individuals. However, the FAIR Principles are aspirational and generic. The
FAIR Cookbook guides researchers and data stewards of the Life Science domain in their FAIRification journey;
and also provides policymakers and trainers with practical examples to recommend in their guidance and use in
their educational material.

https://faircookbook.elixir-europe.org/
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Building a community of FAIR experts
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What does a data steward/FAIR expert do?

data steward

tegy

data steward

tion: Ma or PhD

Userstoryfevample for|
s apolicy oiented dat:
‘organisation and the rese

-Asa polcy oriented dati ks the of researchers’

business;
in

strengthen s ROM palcy
Figure Annex 12.1 Policy data steward perst

tesponsible for data;
role

data steward

RESEARCH

Figure Annex 12.2 Research (

Sciences (B5c), an

data steward

loves to solve.

& cogineering

to help out researchers;

@ dnmen s
metadata speci

INFRA- (58] e
researchers can handle their
STRUCTURE kesmieorete

datain my organsation'sprc
Figure Annex 12.3 Infrastructure data steward pe

data steward

%\ Education and qualification: Information manage

Work experience and background: has work
‘experience with research support; experienc
Gevelopments in the organisation; focuses at
organisational developments, ncluding palic

data steward

Education: MSc equivalent or higher

Work expt
Sciences

data steward

Cultural backg

Q’/ Maastricht UMC+
la Maastricht University § "

Personality traits: indepe¢
orientation, coaching, an

enthusiastic

Figure Annex 2.9 Maastricht UMC data steward

ErasmusMc

Sciene (85c) or

Figure Annex 2.7 Erasmus MC data stew

‘with a specific domain; hands

G | allFl!Rdita.
to contrdute

exper 3 i\
10 the quality of research in an organisation

\ it uries DMPsfor projects; caries out
@ DPIAS; monitors data capture validates cata; ;
‘meeds to development prozesses

User sty fexampl)for toolusage

toenhance the guaity of
the data in the proects that | monitor

d ject, so it easier for my
reszarchers to meet the requirements of the organsations| data palicy
« s an embedded data steward, | can use the toal, 5o | can assess my level of knowledge, improve
 caree prospects and {ob profies for my future

Frgum Annex 12.5 Embedded data steward persona (organisational perspective)

@ it ganisation; focus at
FAR data, i ects
people,strong i

User story (example) for tool usage:
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E s genric cata stewsr tothe
GENERIC researchers, so that the researchers can meet the requirements
8 i sothat
<Asa Efxm\, ige 10 supp chi

Figure Annex 12.4 Generic data steward persona (organisational perspective)
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Read these data stewards’

Education: PhD or MSc

Work experience: research at the university or
a company. Optionally: also IT experience

Cult data steward

Special topics:
developing DV

E oy [ Work experience: 1 FTE data steward in a
M) specific research group

Main tasks: direct project support, advice and
guidance, internal and external collaboration

UMC Utrecht
% v % Special topics: data access committee (DAC) for the EGA,

FAIRifying genomics data and metadata, electronic lab
notebooks (ELN), big data management on a HPC (High
Performance Computer)

Figure Annex 2.5 UMC Utrecht data steward

full stories at https://doi.org/10.5281/zenod0.4320504
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What does a data steward/FAIR expert do?

()

Policy makers
Funders

(Applied)
. University deans

Aligning data policies and features
of data services and infrastructures
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FAIR data,
GDPR

POLICY
Define

INFRASTRUCTURE

Facilitate
software, hardware,
services, technical
infrastructure

f policies at

EU institutions,
(Applied) for specific data/
University boards use cases,

Aligning researcher’s data
handling and data policies

RESEARCH
Adopt
the appropriate
data workflows,
tools, standards,
infrastructure

Scientists
Data scientists.

elixir elixir

7
7N

national programme

open science

Technicians (Q\ IT personnel

health R|

enabling data driven health

DTL

DUTCH TECHCENTRE FOR LIFE SCIENCES

NETHERLANDS

Y

+-@ ZonMw

Aligning researcher’s needs and
required data infrastructure

GRNISATIONAL ¢y

RF,SEARCH

Ask yourself:

Where are you and your colleagues in the diagram?
Research-oriented data stewards = data-oriented researchers

Read full report at https://doi.org/10.5281/zenodo.4320504
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Data Stewardship Interest Group

A professional community for Data Stewards and alike in “Life Sciences”
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625 members

Groningen (UMCG, Uni)

Amsterdam (AMC/VU/VUMC, NLESC) ¢

Leiden (LUMC/Uni) — ® ke Utr%iclzthhtgvfn (RIVM)
Delft (TU) Den Haag (DANS) © A &—————— Wageningen (WUR)
—e &———— Nijmegen (UMC)

Rotterdam (Erasmus MC)

o—— Eindhoven (TU/e
(/) ** UMC, University Utrecht,

Lygature, SURF, The Hyve,
Prinses Maxima Centrum

®—— Maastricht (UMC/Uni) )
not depicted:

Ontoforce (Ghent, Belgium)

e Facilitating communities is essential, to exchange experiences and good practices and jointly tackle data challenges

e For many years, DTL facilitates the Data Stewards Interest Group (DSIG), with regular meetings and a vibrant (slack
channel) community for data stewards and like-minded in the Netherlands and beyond to share experiences and foster

the (Dutch) national implementation of data stewardship

° In Health-RI, the Data Stewardship Community (DSC) unites healthcare data stewards in national collaborations, so
each institute does not have to reinvent the wheel locally

e health

enabling data driven health
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https://www.dtls.nl/community/interest-groups/data-stewards-interest-group
https://join.slack.com/t/dtl-dsig/shared_invite/zt-krwq991u-6PczI7~fxokJuLOpnI3u0A
https://www.health-ri.nl/data-stewardship-community

ZonMw COVID and AMR/ABR FAIR projects

* Importance of capacity building & the community for data stewards, as a main item of Workshops on delivering FAIR

the ZonMw research grant requirements and recommendations metadata for COVID-19 data portal

. . . . The Dutch research community and health care system

* Embedded in the DSIG community, to prevent to creation of another community are generating mach COVID-19rlated ata Hoatth R and the GO
* The data stewards (all disciplines) as catalysts for FAIR data in all future research e o

p rOJ e cts COVID-19 related data is essential in developing optimal ways of

. . . . . preventing the disease, treating patients and managing the impact

* Webinars and workshops for support and community building to raise awareness and of the pandermicfor society.

create and share good practices for FAIR data stewardship Collaborating on COVID-19 Data Portal
* FAIR improvements plans with the AMR/ABR community g P e o e o

of workshops with ZonMw and the GO-FAIR Foundation to guide researchers and data
stewards in developing the COVID FAIR data services and portal.

Metadata for Machines Workshops

Community Q&A sessions

FA I Q M4M Vocabulary Champions Workshop

Project M4M workshops and Portal requirement gathering

@ @ Data Stewards Metadata For Machines (M4M) workshop preparation

Information sessions

For more information on the weorkshops, please contact the COVID-19 health data portal

project leads
. FAIR
Domain + — FAIR _
Vetadata =
Experts Metadata
Experts
¢ Domain-relevant * Solutions ® FAIR schema .
» Community standards * Tools * FAIR vocabs ’.’ ZonMw fAIR DTL >o health

® Informed reuse

@® DTL e health Community (decision making) is central
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https://www.zonmw.nl/en/research-and-results/fair-data-and-data-management/webinars-for-support-community-building/
https://www.health-ri.nl/workshops-delivering-fair-metadata-covid-19-data-portal

Take aways

With this presentation, | hoped to convince you

« of the relevance of FAIR data from a researcher perspective

* how help to support you as a researcher
« how communities inspire to be an even better researcher and/or data
steward

Data stewardship is a new profession and things are not set in stone yet
* Research-oriented data stewards = data-oriented researchers

* Thereis alot going onin NL (and beyond) where you can build on, S

for yourself and for your institute ‘A
* Discuss current and future roles, responsibilities and tasks in your local i

team and institute /13;’::5;::5
* Become part of the data stewards community O@O ]ﬁf\ﬁ
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Does this resonate with your work? Do you see the benefits of our activities?
Any suggestions how to link to your interests?

Thank your for your time

Contact me if you want to be involved!
(mijke.jetten@health-ri.nl, mijke.jetten@ditls.nl)
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