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Message from the Action
As we step into 2025, we want to express our deepest gratitude for your unwavering dedication and the incredible efforts you’re contributing to
HELIOS. Together, we’ve made remarkable progress in our first year, laying a strong foundation for empowering the field of hemoglobinopathies
and supporting patients worldwide.
 
This year, we remain faithful in our commitment to fostering collaboration, creating new opportunities, and spreading valuable knowledge across
our network. We are excited about the road ahead and the impact we will continue to make together.
 
In This Issue:
-Events: Get ready for an exciting line-up of events to keep you engaged and informed.
-Working Group Updates: Stay up-to-date on the latest initiatives and achievements from our five dedicated WGs.
-New Grant Opportunities: Explore insightful perspectives and contributions from our diverse community.
 
Once again, thank you for your continued support and enthusiasm. Here’s to another year of innovation, collaboration, and positive change!
 
Warm regards,
The HELIOS Team
 
P.S. Don’t forget to share this newsletter with your colleagues—we’re stronger together!

HELIOS WEBINARS

Building on the success of our 2024 webinar series, we are thrilled to
continue into 2025 with our Invited Speaker Webinars, featuring renowned
authors of the latest high-impact publications in hemoglobinopathies.
 
This series is tailored to provide members and the wider community with
cutting-edge insights on critical topics in the field, including:
  -Innovative Diagnostic Approaches
  -Managing Associated Health Conditions
  -New Treatment Strategies
  -Transitioning Care Across Age Groups
  -Healthcare System Challenges
  -Genetic Advancements and Patient Care
  -The Use of AI in Hemoglobinopathies

These webinars offer a unique chance to stay informed about
groundbreaking developments and engage directly with leading experts
who are shaping the future of hemoglobinopathies.
 
Don't miss out! Mark your calendars for the first speakers, help us spread
the word, and register for each session by visiting our website through the
link below. We look forward to seeing you there!

HELIOS WEBINARS

FAIR Principles Webinar Series:

https://www.facebook.com/profile.php?id=61557510801731
https://www.facebook.com/profile.php?id=61557510801731
https://gqr.sh/B3uZ
https://gqr.sh/B3uZ
https://gqr.sh/RrGq
https://gqr.sh/RrGq
https://gqr.sh/TA4N
https://gqr.sh/TA4N
https://gqr.sh/Daqd
https://gqr.sh/Daqd
https://gqr.sh/xNsg


The FAIR Principles webinar series, organized through the
collaboration of HELIOS and HemaFAIR, continues its mission to
enhance data interoperability and reusability in biomedical research. 
 
The next session in this series will feature esteemed expert Prof.
Ronald Cornet, who will present on "The OMOP Common Data
Model." 
 
This lecture will provide valuable insights into the role of OMOP in
standardizing healthcare data, facilitating cross-institutional research,
and advancing the application of FAIR (Findable, Accessible,
Interoperable, Reusable) principles. Researchers, data scientists, and
healthcare professionals are encouraged to join this session to gain a
deeper understanding of how OMOP enhances data harmonization
and accelerates meaningful data-driven discoveries.
 
Don’t miss this opportunity to gain practical knowledge and engage
with a distinguished expert in the field.
 
Save the date and join us!
🔗 Connection Link: https://gqr.sh/fd69

HELIOS WEBINARS

HELIOS EVENTS

EXPRESS YOUR INTEREST: HELIOS FAIR Principle Training School

We are delighted to announce the FAIR Principles Training School,
happening from May 12–14, 2025, in Cyprus.
 
As part of HELIOS' ongoing dedication to advancing knowledge and
providing exceptional training opportunities, this event will focus on
applying the FAIR (Findable, Accessible, Interoperable, Reusable)
principles to enhance data management and research in
hemoglobinopathies.
 
Participants will gain valuable insights into:

Implementing FAIR principles in biomedical research
Enhancing data sharing and collaboration
Tools and technologies to improve research interoperability

 
This training school reflects HELIOS’ mission to drive progress and
innovation in hemoglobinopathies by equipping researchers and healthcare
professionals with cutting-edge tools and knowledge.
 
We look forward to welcoming you to Cyprus for this transformative
event!
 

EXPRESS YOUR INTEREST HERE
(DEADLINE: February 16, 2025)

GRANT OPPORTUNITIES

To empower HELIOS members in sharing their work, expanding their networks, and fostering collaborations, we offer four types of Grants.
These grants provide support for members to travel worldwide, present their work, and gain new knowledge and practical experience. 
 
For more information on eligibility criteria head to our website: www.heliosaction.eu.
 

https://gqr.sh/fd69
https://gqr.sh/xNsg
https://gqr.sh/6Eza
http://www.heliosaction.eu./


Working Groups updates

New Grant Available: Young Researchers and Innovators Conference Grant

We are excited to announce a new grant opportunity for HELIOS Young Researchers and Innovators
(members under 40 years old)! This grant is designed to provide financial support for our young members
to attend high-level conferences, where they can present their research either through oral presentations or
posters.
 
Maximum budget: 2500 EUR for in-person events and 500 EUR for virtual events.

Young Researchers and Innovators HELIOS Grant

ITC Conference Grant

A dedicated grant for Researchers
and Innovators from Inclusiveness
Target Countries and Near
Neighbour Countries countries to
attend high-level conferences and
present their work through oral or
poster presentations. 
 
Maximum budget:
2500 EUR for in-person events
and 500 EUR for virtual events.

Dissemination 
Conference Grant

If you wish to disseminate
HELIOS work, you can apply for
the Dissemination Grant to make
an oral presentation and share
the Action's aims, efforts, and
outcomes.
 
Maximum budget:
2500 EUR for in-person events
and 500 EUR for virtual events.
 

Virtual Mobility (VM) Grant

The VM Grant supports Working
Group efforts by providing
members with funding to
collaborate virtually and
perform activities related to the
Action's objectives, such as
conducting surveys, creating
questionnaires, analyzing results,
and more.
 
Maximum budget:
1500 EUR.

Short-Term Scientific Mission
(STSM) Grant

The STSM Grant provides
members with the opportunity to
travel to another institute,
university, or company of their
choice worldwide. This allows
them to collaborate, gain new
knowledge, and learn new
techniques.
 
Maximum budget: 4000 EUR. 

WG1: Molecular research and diagnosis
 

WG2: Clinical research 
and patient management

WG3: Data management, 
sharing and analysis

WG1 , WG2, & WG3 HELIOS Surveys 

Mapping Existing Practices in Haemoglobinopathies  Management Across Europe and Beyond

Over the past year, HELIOS Working Groups 1, 2, and 3 have developed specialized surveys to map current practices in hemoglobinopathies
worldwide. These surveys provide a clearer picture of the state of diagnosis, treatment, and data management across Europe and beyond, fostering
knowledge sharing to improve patient care.
 
Thanks to the valuable responses from our members, the Working Groups now have a deeper understanding of current needs and challenges and
are actively analysing the data for publication. 
 

The surveys remain open, and we encourage further participation to ensure a comprehensive global overview. 
Your input is invaluable! Thank you!

https://gqr.sh/YRML


WG4: Education, training, and capacity building

WG4 is preparing for upcoming training events, including in-person
collaborations with WG2 on clinical techniques and WG3 on the FAIR
principles. 
 
To align these sessions with member needs, WG4 conducted a survey on
interests and mentorship availability. Thanks to our members
overwhelming response, we are already shaping future HELIOS training
activities based on your input. 
 
A sincere thank you to all who participated!

WG5: Dissemination and outreach

WG5 has been dedicated to disseminating HELIOS's work and actively
engaging both the public and our members through various channels. 
 
Over the past year, we developed a diverse range of outreach tools,
allowing us to consistently share news and updates from the HELIOS
network and wider field of hemoglobinopathies. 
 
We look forward to continuing these efforts and expanding our reach
even further in the coming months. 

Join us in our mission to unveil insights into global haemoglobinopathies management! Complete our HELIOS Personal Data
Declaration and Consent to receive our Working Group Surveys today!

HELIOS Personal Data Declaration and Consent Survey

WG4 Latest Survey in collaboration with ERN-EuroBloodNet! 

Following WG4 survey results a lot of people showed high interest in the field of Artificial Intelligence.  Therefore to understand the current
knowledge on the topic and develop tailored future trainings and activities, HELIOS WG4 have collaborated with ERN-EuroBloodNET to map
current understanding of AI in the hematology field. 
 
Thus we ask you to dedicate 3-4 minutes and let us know your knowledge, concerns, and attitude towards the AI. 

Take our quick survey!

Ethics, Gender Equality and Diversity

In December 2024, the European Commission published the results of a survey on Gender Stereotypes. 
 
This survey provides an overview of the perceptions of gender stereotypes in various contexts: household and work, politics and leadership
positions, and perceptions of different treatment by gender in everyday situations. The results show that EU citizens consider that gender
equality is beneficial for both women and men. However, gender stereotypes persist in different domains, with variations among Member States
and age groups.

https://gqr.sh/yndZ
https://ec.europa.eu/eusurvey/runner/c3c31ede-3641-092d-680b-1f5e23cefc0d


Join us:

DISCOVER MORE

Are you passionate about haemoglobinopathies? Join HELIOS to make a difference in global disease management and improve patient lives! 
 
If you would like to continue to receive our quarterly newsletters subscribe to them though our website. If you know anyone that might be
interested in HELIOS please forward our newsletter to them!

BECOME A HELIOS MEMBER

This email was sent to  {{ contact.EMAIL | default : "HELIOS members" }}
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