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HEMATOLOGICAL
DISEASES

MAPPING THE NEEDS OF CYPRUS IN RESEARCH
INFRASTRUCTURE AND FAIR DATA KNOWLEDGE!

To design an effective training
program, we first set out to
understand the knowledge and
needs of Cypriot researchers
regarding FAIR principles. Using
surveys and questionnaires, we
mapped  existing  expertise,
identified knowledge gaps, and
gathered input on the
challenges researchers face in
making data FAIR.

HemaFAIR ¢

HemaFAIR
SURVEYS

Mapping , designing, training!

fo

Funded by
W Eurapean Unien

These insights are now shaping a tailored training program, ensuring that the skills
and support provided align with real-world needs. By listening to the research
community, we are building a stronger foundation for FAIR data practices in
Cyprus!

HAVE YOUR SAY! VISIT OUR WEBSITE TO PARTICIPATE

Complete the Data
Protection and
Consent survey

Our surveys and questionnaires
will remain open throughout the
project, ensuring we continue to
gather valuable insights from the
research community. Your input
Receive personalised helps us refine and adapt our

links to follow up training program to better meet

ey real-world needs.
Scan the QR o
code to be 1.FAIR principles h fai oot
redirected to the knowledge www.hemafairproject.eu
first survey 2.Training
requirements and
needs
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FOSTERING F.A.I.LR DATA
AND STANDARDS IN RARE
HEMATOLOGICAL

DISEASES HEMAFAIR LECTURE SERIES

- -y

LECTURE 18 Lecture series #1: Introduction to HemaFAIR
SERIES

® 2024-11-18 02:00 PM - 2024-11-18 03:00 PM

@ The Cyprus Institute of Neurology and Genetics

Lecture series, #2: Introduction to FAIR principles

® 2024-11-27 03:00 PM - 2024-11-27 04:00 PM
@ Online Event

Lecture series #3: Biomedical Ontologies

( 2025-01-14 02:00 PM - 2025-01-14 03:00 PM

@ Online Event

Lecture series #4: Conceptual Models

® 2025-01-27 02:00 PM - 2025-01-27 03:00 PM

¢ Online Event

LECTURE T3\ 1 Lecture Series #5: The OMOP Common Data Model
SERIES, #5\ )/

@ 2025-02-11 02:00 PM - 2025-02-11 03:00 PM
¥ Online Event

conwe 7@y, 27 -27  Lecture series #6: Introduction to European Rare Disease

SERIES, #6
FEB 03
reo : Registry Infrastructure (ERDRI)
(® 2025-02-27 03:00 PM - 2025-02-27 04:00 PM
¥ Online Event

FROM LEARNING TO DOING:
ADVANCING FAIR PRINCIPLES

Since the start of our project, we have hosted a series of insightful lectures on
FAIR principles, providing a strong foundation for understanding their impact
on research. These sessions have been invaluable in introducing key concepts,
fostering discussions, and setting the stage for more in-depth learning.
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FOSTERING F.A.1R DATA FAIR PRINCIPLES TRAINING SCHOOL

AND STANDARDS IN RARE
HEMATOLOGICAL
DISEASES

Now, we're taking it a step further! Our
upcoming Training School will
SAVE THE DATE £ T transform theory into practice, offering

- A hands-on experience in applying FAIR
principles to real-world research
scenarios.

TRAINING SCHOOL

12-14 MAY 2025

OHDTE'—'ND'GOT'—A“NACA This immersive approach will ensure
that participants gain  not only
knowledge but also the skills needed to
implement  FAIR data  practices
effectively.

g&l:“; CYPRUS

Ccost ...  HELILS HemaFAﬁSQ

WE PRACTICE WHAT WE PREACH!
OPEN ACCESS TO FAIR TRAINING RESOURCES

Lectures Slides
Lecture 5: HemaFAIR “The OMOP Common Lecture & HemaFAIR Introduction 1o Lecture 5: HemaFAIR Blomedical Ontologles
Dt Moded” slide deck Concrprial Moddds dide dock slide deck
= = =
Lecture 2 HemaFAIR Introdsction (o FAIR Lecture | HemaF AR introduction lectsne
principbes siide deck slide deck
—— —
Lectures Recordings
Lecture 5 The OMOP Commman Data Model Lecture 4: Comcepiual Models kscture Lecture &: Biomedical Ontologles becture
lecture recording recording rocording

READ) MACIRE » READ MORE = READ WCRE »
Training Material - HemaFLIR [eS—— —— [
For sy quenbion sbout MemalAR, da not herutale
i il i U
" Lectie 2: Introtuction (o FAIR principhes

lecture recording

READ MORE »

]

03/ 06



HemaFAﬁ&
OUR LATEST DISSEMINATION

FOSTERING F.A.l.R DATA

AND STANDARDS IN RARE EFFORTS: WHAT WE'VE BEEN UP TO
HEMATOLOGICAL
DISEASES

-~ | European Seladiof cmms HemaFAIR: Fostering F.A.l.R data and i-lamﬂﬁm
2 | Universiy cypros | ecicie | Ao standards in rare hematological diseases

Db R, .
Fuciede Druceds Boniturt!, Jul i, Marchicst! Kriasia Yimpon” | e Ponirs!, Wairis Vickoris Morskes
Wi Manopromsa’ Warme enir, Mikasas Koo Ranakt Corver o Bete?, Sotrraia . Ssila Tusmana’, Viviasas Tiardecrar,

12th International S — -
Multithematic Scientific o wesACT
Bio-Medical Congress

of and BCcaas bo CArE.

Liks In mast RDa, data-driven ressarch on rame hasmatological dissssss (RHDs) is affectad by the lack of dats

and tha of duts In closs repositoriss. Adharing to the principls of making
data findable, sccetilble, Intoroparable and reusable (FAIR) Is phvatal in fostering collaborative ressarch and
maximising the poteriial of available data.

By bringing tcgether kay experts in RHOw. blomedical informatics, ethics and reguisticns, and ressarch
managemant fisids, HemaFAIR will strengthen the sclentific profils and compatittvensss of Cyprus in ANDs,
TeSaATER MENSYEMERT BN BaminlStELon.

F: Other humans and com puten gmlh?\
HemaFAIR aims to promote multi-centre, data- /
driven, patient-cuntred ressarch in RHDS by T
Aten af FAIR b iy b
RHD ressarch at national and intemational lavels 5N SURIVERENS EOMTY SRRy,

A The dstaimetadass 5o Svallabls snd

dewnioadabie from a repository by bath
models, blomedical domain ontologies, genetic C@ human and compuiers

I: Tha csts treen diMerant SoiTces can wark
and Al-rsady data in RHO ressarch # 3 Gan biGom et
# To sbremgthen  the sdministrafive sidlls ssd hmumwmu.m

7th to 9th of November 2024 e = Ao Semvenians

4 To raiss the ressarch profils of ressarchers in ﬁ R: The dais should be ready for futare
L Ciorm et s S e pems | | ) e e
School of Medicine, e Nl Y
European University Cyprus

OVERVIEW OF THE USE CASE WAYS TO BE INVOLVED

Hmkﬂmmlumﬂnlng\

o=y m""":"‘“‘ "-:"“ and capacity bullding activithes
o Ll
We presented a poster at the e e | ot Losrssuts () Wablaws
International Multithematic NN \@ @ sumqonyms)
Scientific Bio-Medical Congress S
R R @Jﬁ-.s:mdm' UM e = 3 - §h T
2024 at European University ronn e FaLR dan mon e et
Cyprus to disseminate news O e Gommmmes (3 e
YP . . ompo i W == S
about the project locally in
Cyprus!

HemaFAIR: an EU-funded medical informatics project

29 views - 4 months ago

VJ ViHemOne - Video Journal of Hematology & HermOnc

Our Project Coordinator Dr Petros
Kountrouris introduced HemaFAIR in
the Video Journal of Hematology &
HemOnc, highlighting the project’s
mission and impact on advancing
FAIR principles in rare hematological
disease research.
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&
HemaFAm PROJECT MANAGEMENT AND

FOSTERING F.A.ILR DATA ADMINISTRATION WORK PACKAGE

AND STANDARDS IN RARE
HEMATOLOGICAL

DISEASES Our awesome partners at Vall
d’Hebron Institut de Recerca (VHIR),
who are steering the ship for project
management and admin work
packages, have kicked off interviews
with project management teams in
Cyprus and across our EU partner
institutions.

The insights from this work will help
us bridge the gap between Cyprus
and EU standards in project
management, using benchmarking
and gap analysis with the help of top

EU experts.
DELIVERABLES AND MILESTONES m
HEMAFAIR ON ZENODO

HemaFAIiF%(Q\ i FAm
We're on the move and making ema
great strides toward hitting our ke ook ey
milestones for the second quarter ; N
of the project o Hemapmm naFAﬁ(Q\

You can check out all our
deliverable documents on Zenodo

 Hematolegical Diseases

e Deliverable D11.1
ey P Set of regulatory and ELSI recommendations
for the implementation of the use case agement, Quality Assurance Plan

Jeliverable 1.1

- mOSt Of them Gre open GCCGSS B :::,;‘::‘h sseent and Contingency Plan
Dive in and explore! [ =i =
':r.':i'-: -r?F

T
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https://zenodo.org/communities/hemafair/records?q=&l=list&p=1&s=10&sort=newest

HemaFAﬁ@

FOSTERING F.A.l.R DATA
AND STANDARDS IN RARE
HEMATOLOGICAL

DISEASES ON THE HORIZON

Plenty of exciting things are on the horizon! We're diving deeper into
collaboration, expanding our knowledge-sharing activities, and gearing up for
new capacity-building actions and expert knowledge exchanges with short-
term staff exchanges, a mentoring programme, and many more activities

WHAT'S NEXT FOR HEMAFAIR?

TECHNICAL UPDATES
Patient reported outcomes
N\ /7

Our team is diving into the world of PROMs
(Patient-Reported Outcome Measures)! We're
carefully selecting the best tools to include in our
platforms and to design our use case — because O O
patient voices bring meaning to the data!

FAIRification of Patient Registries

Our team at CING is working closely with FAIR
experts across the consortium to define the
requirements for our research use case. This
involves FAIRifying one local platform — the Cyprus
Haemoglobinopathy Patient Registry — and one
international platform — INHERENT.

This collaboration will help ensure both platforms
meet FAIR standards and support broader data
sharing and reuse.
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