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INTRODUCTION:

Over the past three decades, International Thalassaemia Day (ITD)

has evolved into a global force for change aan occasion not only for

raising awareness, but for igniting coordinated action and shared

@ k«8§~] «sfszs®- S | ®r k p*gk ~p ~] k ~]
chronic diseases. In 2025, this commitment reached a new height.

Guided by the powerful theme é P~gk ®r k2 p~2 Pr rz"M««”k
Communities, Prioritizing Patients & and amplified by the rallying

calls #WeArel and #PatientsFirsi ®r s« - k”*2aji « g~r{8~"sq
profound shift toward a truly people -centred model of care a®ne that
recognises, respects, and responds to the diverse and evolving needs

of patients.

Thalassaemia is not just a clinical condition. It is a lifelong journey
marked by physical, emotional, psychological, and social challenges.
The 2025 campaign embraced this reality and urged health systems,
societies, and decision -makers to see patients not as passive recipients
of services, but as equal partners in care, active stakeholders in
research, and essential voices in shaping the policies that affect
their lives . It called for inclusivity in every sense aone that values lived
experience, ensures dignity, and protects fundamental rights.

Spearheaded by the Thalassaemia International Federation (TIF)
and supported by its 242 member -organisations in 67 countries, the
campaign united an extraordinary diversity of people: patients,
families, clinicians, researchers, volunteers, educators, and advocates.
From global institutions to grassroots initiatives, from youth -led
awareness drives to expert dialogues, the campaign created a
dynamic platform for solidarity, education, empowerment, and
advocacy.

What emerged was a tapestry of courage, collaboration, and
commitment. Across continents, voices rose to demand equitable
access to care, investment in multidisciplinary services, integration of

2 NI




patient -reported outcomes, and sustainable policies that uphold
quality of life for individuals living with thalassaemia. Together, we
reinforced the truth that quality healthcare must begin and end with
the person it seeks to serve

International Thalassaemia Day 2025 became more than an

observance at became a declaration of shared values, a celebration of

collective strength, and a vision of what compassionate, patient -
centred healthcare can look like when communities rise as one.

TIF extends its deepest gratitude to all who contributed aghrough
action, voice, expertise, and care a#o this transformative movement.
With every step forward, we are reminded that when we stand
together, we do more than raise awareness ave shape a better,
more inclusive future for all those living with thalassaemia.
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THE 2025 CAMPAIGN :

The 2025 Global Campaign for International Thalassaemia Day
marked a significant milestone in the continued fight for awareness,
equity, and empowerment in thalassaemia care. Designed to reach
broader audiences and support those living with the condition, the

campaign elevated its message with a heightened emphasis on a
holistic, patient -centred approach and the transformative potential of
united action.

Pr s « - kM2 i «undgrdcdre®l M tlseq inportance of moving
beyond medical treatment alone , advocating for care strategies that
support the physical, emotional, and social well -being of individuals
with thalassaemia. At the same time, it spotlighted the vital role of
community solidarity and global cooperation in shaping more
effective advocacy and long -term progress.

In a first for the campaign, all resources and activities were hosted on a
newly launched dedicated webpage, offering a dynamic, user -friendly
platform for individuals, professionals, and organisations to engage
with the campaign:

https://internationalthalassaemiaday.org

Pr k «s®ki «i Fkrlkr " rgédcfion offered a comprehensive
look at critical issues facing the global thalassaemia community adfrom
the rising prevalence of the condition to challenges in access to both
standard care and emerging cell and gene -based therapies. It also
highlighted the urgent need for policy intervention and cross -sector
collaboration to address growing disparities and protect patients'
rights.

www.internation

of individuals with thalassaemia

worry about developing serious TERRATIONAL
v I8 4 THALASSAENI 03Y
health complications, especially

as they grow older.

The uncertainty of the future

can feel overwhelming.

Ensemble pour la

Thalassemie 1102025
Unir les Communautés, M

With timely care, early intervention, and strong support systems, A
Prioriser les Patients

we can reduce risks and improve quality of life.
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https://internationalthalassaemiaday.org/about/

waw.intemationalthlassaemiaday.org

| SUPPORT
INTERNATIONAL

THALASSAEMIA DAY
MAY

INTERNATIONAL
THALASSAEMIA DAY

Extensive campaign materials aavailable in 16 languages aavere made
freely accessible under the i+~ { 8§~ s q | Mk seectiort: Jhesei
included campaign branding assets, posters, educational infographics,
social media visuals, GIFs, pledge cards, and offline promotional
toolsaempowering individuals and groups across the world to raise
awareness and advocate for equitable care.

Most notably, the newly launched ITD

logo took centre stage across all

campaign materials, serving as a bold,

unifying visual element throughout

both online and offline activities. Its
MAY modern design not only refreshed the

gr"{8"sqg| i « s« Nz si k|

INTERNATIONAL THALASSAEMIA DAY embodied the forward -looking
{ k««™qgk ~p ®r s«e - kna
signifying progress, hope, and a collective drive for change.

As part of the global campaign for International Thalassaemia Day

2025, selected testimonials from individuals living with thalassaemia,

caregivers, healthcare professionals, and advocates were prominently

featured in the dedicated é Y~ 2 N®~2 . |  Ysectiohonthe 2 | k -
ITD2025 webpage.

These heartfelt and inspiring narratives offered powerful insights into
the lived realities of thalassaemia, capturing stories of resilience, hope,
and determination. Throughout March, April, and May 2025, these
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https://internationalthalassaemiaday.org/resources/
https://internationalthalassaemiaday.org/your-journey-your-story/

’

@ k«~| "®s| g Hus®r ~ pupusi k "~ isk] gk
message of unity and visibility.

A 8 |NTERNATI0NAI‘ Aboutv  Resources GetlInvolvedv  PastEvents Contact Us
MAY | THALASSAEMIA DAY

STORIES

Living Positively With Beta The Story Of Ahmed And Assem: Dreams Can Come True
Thalassaemia Major Brothers In Strength, United By
Hope

My name is Meltem Ercan, I'm 35 years

My name is Jenny, and | was born with old, from Istanbul, Turkey. I'm married, a
Beta Thalassaemia Major, a lifelong jnaimocesthone filleciwithilovedtwo proud mother of two, and | live every day
condition that has shaped my journey in extraordinary boys, Ahmed and Assem, with... Read More »

ways | never imagined.... Read More » came into our lives. From their earliest

Inthe € 5 k ® 7 | " section lofithe 1ITD2025 page, an engaging set
of ideas and suggestions empowered individuals, communities, and

institutions to meaningfully commemorate the Day. From awareness
walks and educational seminars to social media challenges and art
exhibitions, the section encouraged active participation in raising

awareness, showcasing scientific progress, and expressing solidarity
with those affected by thalassaemia around the world.

3. JOIN THE ACTION

From hosting a thought-provoking webinar or interactive '
workshop to lighting up a local landmark, organizing a

community awareness walk, or planning an educational event =O:0H:9:0:0:0:0:0

at your local school—there's something for everyone to get .

involved in. / ) O
Don't forget to add your event(s) in the Activities Map or m

explore the events happening near you!

Explore the Map of Activities

~s gk« Hkak "z«~ «8~®zsqr ®Ki Ng R~
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https://internationalthalassaemiaday.org/get-involved/

In a culmination of this global effort , all supporters and participants
were warmly encouraged to showcase their activities and events on
the official ITD2025 Activities Map

With over 120 events registered  aalongside
many more that were not formally
documented aghe map has become a dynamic
reflection of the vibrant, collective action led

by TIF member organisations and allies across
continents. It stands as a powerful testament to
the strength and unity of a worldwide
community dedicated to a shared purpose.

CAMPAIGN IMPACT

International Thalassaemia Day 2025 marked another historic
milestone in the global movement for equitable care and treatment for
all people living with thalassaemia. The campaign not only
demonstrated the enduring strength of the international thalassaemia
community, but also expanded its reach, visibility, and impact more
than ever before.

Through coordinated efforts across continents, powerful digital
engagement, and landmark illumination initiatives, ITD2025 amplified
the global call for access to safe, approved, and effective treatment
options aboth conventional and innovative areminding the world that
thalassaemia is not forgotten.

Pr s « kMR« g™ { 8 Mwegling enfagemerit kamd- 2 i
participation:

1 66,000 users ~ s «s ®Kk i P741 « I Sgs ®" z 8§z"®
campaign period. Of these, 44,000 accessed the official
ITD2025 webpage , while 22,000 explored additional ITD -

akzA"®ki 8r"gk« ~| P74i« pkf«s®kl

1 Over 3.5 million impressions Hkak akg-~2iKki ~ P77
«~gshz { ki sA? gr M| | kz« Nz~ kT a2 kp
exceptional visibility and global resonance.

17 More than 102,000 social media posts referenced
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https://internationalthalassaemiaday.org/activities-map/

“"International Thalassaemia Day" or "World Thalassaemia Day",
showcasing the widespread public support, grassroots

[~fszs«"®s~]| |
observance.

29,000 campaign materials

A I SqQs ®" z

Ng®s T s«

were downloaded from the

ITD2025 webpage, equipping organisations and individuals

worldwide with the tools to raise awareness and advocate for

change.

134 personal stories were submitted from around the globe &

moving testimonies that

experiences of people affected by thalassaemia and reinforced

offered insight into the

the urgency for improved care and inclusion.

66,000 Users

visited TIF's digital platforms. including
44,000 on the official ITD202S webpage
and 22,000 who accessed at least one
ITD-related page on the TIF website.

| & Over 3.5 Million Impressions
:#;"“-» were recorded exclusively on TIF's
social media channels.

29,000 Campaign Materials
were downloaded from the official
ITD2025 webpage.

A record-breaking 89
landmarks and buildings
were illuminated worldwide in

honour of International
Thalassaemia Day 2025.

More than 102,000
social media posts

were published, referencing either
‘International Thalassaemia Day’
or ‘World Thalassaemia Day'.

A total of 134

personal stories

were submitted, reflecting global
engagement and awareness.

lived

8 I




On the evening of May 8th, the world once again came together to
illuminate the night in red as part of the é* 2 s | ¢ Pr ~z ® ~
initiative asending a clear and heartfelt message of hope,
remembrance, and unity for the global thalassaemia community.

In 2025, a record 89 landmarks and buildings  around the world
were illuminated in red, marking the highest level of participation in
®rk s|s®s”"®s ki« rs«®~2.1]

Countries that joined the initiative included Canada, where the
Thalassemia Foundation of Canada successfully coordinated the
illumination of over 15 monuments in cities across the country; Many
other countries including the United States, India, the UAE, Taiwan,
Malaysia, Australia, Tunisia, Egypt, Cyprus, Greece, Italy, Spain,
Pakistan, Azerbaijan, New Zealand, Bulgaria, etc., each contributing
local landmarks to this powerful global visual tribute.

Each illuminated structure stood as a symbol of global solidarity aan
emblem of collective resolve to improve the quality of life and
healthcare access for every person living with thalassaemia.

Hamilton Sign, CANADA

]

Malevizi Municipality Building, GREECE

DSl of uniab Province, B satok iyover, Kuching, MALAYSIA National Palace of ulture, Sofia, BULGARIA
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Darul Hana Bnd
Kuching, MAlAYglﬂ

Kashah of Le Kef, TUNISIA

Missisauga Civic Centre, Mississauga,
CANADA

Hafizabad, PAKISTAN
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Apollon Theatre, Patras, GREECE

Presidential Palace, Nicosia,
CYPRUS




Electricity Authority of
Cyprus, Nicosia, CYPRUS Kashah of Le Ket, TUNISIA

Divali Nagar
TRINIDAD & T0BAGO

Cantt View Margquee, Sialkot, PAKISTAN N ersilarg Vg e delRago,

General Hospital of Arta,
GREECE

F%:h ﬁlgorio & Nisou Municipality Building, Pera Chorio, SOCAR Tower. AZERBALJAN
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Tatil Insurance Building,
TRINIDAD & TOBAGO




Unive[sit1y Hospital “Luigi Vanvitelli”,
Napoli, ITALY

Venetian Column, Ataturk Sqaure,
NORTHERN CYPRUS

=
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Maiden Tower (Qiz Qalasi), Baku, Sl B 5:0_2“;'3“,” : .
AZERBALJAN = b;‘?} ‘ m National Palace of Culture, Sofia, BULGARIA
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VERTEX

We are lighting our building for the
BReta thalassemia communitv

Vertex Pharma Boston Offices, USA Vaughan City Hall, CANADA White Tower of Thessaloniki, GREECE




Narayana Health Bangalore, INDIA

Palazzo della Regione Liguria, ALT, ITALY

Philae Temple, Aswan, EGYPT

Castello di Nervi, Genova, ITALY Clock Tower, Umm Al Quwain, UAE Victoria Bridge, Brishane, AUSTRALIA




|

Delhi Legislative Assembly, New Delhi,
INDIA

Malevizi Municipality Building, GREECE

Thalassa Municipal Museum, Agia Napa,
CYPRUS

i

Montreal Tower, Montreal, CANADA

Rajiv Gandhi-Cancer Institute And Research

—

(entre Fountain, Rohini; New.Delhi, INDIA

- fi2

Ministry of Sports, Fujairah, UAE

Shrine of Remembrance, Melbourne,
AUSTRALIA

Apollo Hospitals Delhi, INDIAT 1

Municipal Building of Arta, GREECE (anberra Times Fountain, AUSTRALIA




PARTNERSHIPS IN ACTION:

Sponsors and Industry:

Bristol Myers Squibb (BMS) proudly stood alongside the global
thalassaemia community as a valued sponsor of International
Thalassaemia Day 2025.

6 Thal ia International Fed ion (TIF)
+®

@, #InternationalThalassaemiaDay is here — and it's time to show the world what

unity looks like! _..mo
\ S

We support the Thalassemia International Federation Thalassaemia International (é/ L THALASSAEMIA DAY

Federation (TIF) in their mission to improve lives of patients with thalassemia around et
the globe. Thalassemia disproportionately affects people in low- and middle-income
countries, and this partnership aligns with our ASPIRE (Accessibility, Sustainability,
Patient-centric, Impact, Responsibility and Equality) initiative to advance access to
innovative treatments in these parts of the world.

II Bristol Myers Squibb
Lll 1,612,437 followers

3w .

On #InternationalThalassemiaDay, we stand with the global community affected by
thalassemia.

Together, we can make a difference

=F
1102025
WeAre]

PatientsFirst

In a series of heartfelt social media message s published on 8 May
Nga ~«« ®rk g-~{8"| i «,6 BMSgxprésged gokdarig/ "
with patients, caregivers, and healthcare professionals, reaffirming its
commitment to advancing care and improving the lives of individuals
living with thalassaemia. Their support of ITD2025 reflects a broader,
ongoing dedication to addressing

unmet needs in rare blood disorders e
through collaboration, advocacy,

Lawrence Isaacs @ - 1st
Head of Africa & Levant Region, & Senior ..

2w Edited « ®
We are proud to share that our “LifeWithThal”

and innovation. campaign has won the Best Digital Project 2024
through the Life Science Excellence awards - ...more

As one of the official sponsors of
International  Thalassaemia  Day
2025, Chiesi Global Rare Diseases
reaffirmed its steadfast support for
the thalassaemia community through
impactful initiatives that combined
advocacy, awareness, and patient
empowerment.

gr ™|



https://www.bms.com/
https://chiesirarediseases.com/

Continuing its award -winning #LifeWithThal campaign for the fourth
consecutive year, Chiesi once again spotlighted the voices and
experiences of individuals living with thalassaemia around the world.

Prk g"*"{8"sqgq|i« "~ ®rk| ®sg «®~2.®kzzs]| 0
earned industry recognition with a prestigious 2025 Communiqué

Award, further validating its contribution to rare disease awareness.

In parallel, Chiesi UK produced
a moving video featuring
personal testimonials  from
patients, providing a powerful
platform for lived experience
and shedding light on the real -
world impact of thalassaemia.
Through both regional and

CHIARA‘ GINA NATASHA g|0bal . effortS, . ChIeSI
exemplified the spirit of this
Stories from the Community kMR« ®r k { k | eéP~qk
on PrrzN««Mk{s"l &
, demonstrated a deep and
WO'M ﬂldh%&&“ﬂa 0““ ongoing commitment to

improving the lives of people
affected by this condition.

Aqgios Pharmaceuticals  delivered a deeply moving tribute to the
thalassaemia community through a powerful video centred on the
theme of human connection. This heartwarming piece beautifully
captured the emotional bonds and shared experiences that empower
and uplift individuals living with thalassaemia, reminding us all that
community can be a source of healing and resilience ( watch video).

Agios Pharmaceuticals
‘®
We joined the Thalassaemia International Federation (TIF)'s #BringThalToLight
movement by lighting our offices in red, in recognition

of #InternationalThalassemiaDay. ore



https://www.chiesi.uk.com/
https://www.linkedin.com/posts/chiesi-global-rare-diseases_worldthalassemiaday-activity-7326229443851538433-k-C0?utm_source=share&utm_medium=member_desktop&rcm=ACoAABnsK3MB7A394xaRYmzHXmVjKmRim8GEcvU
https://www.agios.com/
https://www.linkedin.com/posts/agios_internationalthalassemiaday-itd2025-weare1-activity-7326227764359950336-jE8h
https://www.linkedin.com/posts/chiesi-global-rare-diseases_worldthalassemiaday-activity-7326229443851538433-k-C0?utm_source=share&utm_medium=member_desktop&rcm=ACoAABnsK3MB7A394xaRYmzHXmVjKmRim8GEcvU

£ Brian Goff. = Further underscoring its

ief Executive Officer, Agios Pharmaceuticals

e commitment, Agios CEO Brian

Awareness days should do more than mark the calendar — they should ,

spark reflection and drive action. ..more GOff { k ® IJ. S ® r P 7 4 | « /
Director, Dr. Androulla
Eleftheriou, and medical
Advisor, Dr. Michael

Angastiniotis, to explore how
the biopharmaceutical industry
— . can drive deeper, more
meaningful progress for rare
From Awareness to Action: Rethinking Industry’s Role in Rare disease communities. Drawing
Dlsense on their decades of leadership
pre—— P in global thalassaemia care and

advocacy, Dr. Eleftheriou and
Dr. Angastiniotis shared
invaluable insights into what
sustainable, patient -centred partnerships truly look like. Mr. Goff
rsqrzsqr ®k i ®r k s{&8§~2®"| gk ~p zk~™?a] s|
national thalassaemia program me, customizing patient support to
reflect cultural realities, and building trust through empathy and long -
term collaboration (read more).

"« N «®2T~| g « 88~2 ®kEAP ~qgpk ®R¥rkst« p-~k&"N aAPir« z(
Q| s®s | g +~{{ | s®sk«]I Agio3 alsedllsn@atedsitt q J " ®
offices in red, joining the global #BringThalToLight movement led by

the Thalassaemia International Federation. This symbolic act reflected

®r Kk g~{8"| -1« «~2zZSsiN3s®- U ssadfast® r k g
commitment to awareness, advocacy, and patient -centered care.

In addition, Agios reinforced its scientific and educational
engagement by sharing curated resources focused on thalassaemia,
helping to advance knowledge across the medical and scientific
communities ( access resources).

As a committed partner of the Thalassaemia International Federation,
Vertex Pharmaceuticals _ played a prominent role in raising awareness
and amplifying patient voices on the occasion of International

Thalassaemia Day 2025.

In a powerful visual gesture of solidarity, the company also illuminated
its Boston headquarters in red to mark the day, reinforcing its public
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https://www.linkedin.com/pulse/from-awareness-action-rethinking-industrys-role-rare-disease-goff-inmce/?trackingId=fJkBHajDTNaJplAeHq3E%2Bw%3D%3D
http://bit.ly/3XJx8At
https://www.vrtx.com/

commitment to the global thalassaemia community ( view post).

Demonstrating both creativity and compassion, Vertex released a
compelling video spotlighting the story of Gaia, a young woman living
with transfusion -dependent i -thalassaemia, as part of a wider initiative
to highlight the lived realities of patients and their families ( view
video).

Furthermore, Vertex contributed to raising broader public awareness
through featured content in Politico Europe, shedding light on the
significant challenges faced by individuals with | -thalassaemia and the
pressing need for ongoing medical innovation and policy support
(read article).

Vertex Pharmaceuticals
A P
(Uamise 460,667 followers
3w ®

Gaia is living with transfusion-dependent beta thalassemia (TDT), a serious life-
shortening disease. Learn more about her story and our commitment to the beta
thalassemia community around the world: https://Inkd.in/eCBFg4kn @

A
VERTEX

We are lighting our building for the
Beta thalassemia community
today on #WorldThalassemiaDay

Fear, howeverSis

aprevailing feeling#iR"

—

Editas Medicine , NewBridge Pharmaceuticals , Hemanext , BGI
Genomics , and other industry partners used their social media
platforms to spotlight the critical role of awareness and education in

the global fight against thalassaemia. Through meaningful messages

and advocacy, they reinforced the importance of informed

communities, early diagnosis, and collective action in improving

outcomes for patients worldwide.
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https://www.linkedin.com/posts/vertex-pharmaceuticals_worldthalassemiaday-activity-7326267175617392640-AtFJ
https://www.linkedin.com/posts/vertex-pharmaceuticals_gaia-is-living-with-transfusion-dependent-activity-7327694202669088770-SgH_/
https://www.linkedin.com/posts/vertex-pharmaceuticals_gaia-is-living-with-transfusion-dependent-activity-7327694202669088770-SgH_/
https://www.politico.eu/sponsored-content/rare-diseases-little-known-disease-has-big-impact-on-patients-families-and-society/
https://www.linkedin.com/posts/editas-medicine_internationalthalassaemiaday-internationalthalassemiaday-activity-7326229466475630592-QRUl?utm_source=share&utm_medium=member_desktop&rcm=ACoAABnsK3MB7A394xaRYmzHXmVjKmRim8GEcvU
https://www.linkedin.com/posts/tarek-safwat-b320611a6_itd2025-weare1-patientsfirst-activity-7326169322618286080-IkIG?utm_source=share&utm_medium=member_desktop&rcm=ACoAABnsK3MB7A394xaRYmzHXmVjKmRim8GEcvU
https://www.linkedin.com/posts/hemanext_weare1-itd2025-activity-7326078292367695873-Lm_F?utm_source=share&utm_medium=member_desktop&rcm=ACoAABnsK3MB7A394xaRYmzHXmVjKmRim8GEcvU
https://www.linkedin.com/posts/bgigenomics_genomic-sciencespotlight-genomicinnovation-activity-7335913499836977153-CThL?utm_source=share&utm_medium=member_desktop&rcm=ACoAABnsK3MB7A394xaRYmzHXmVjKmRim8GEcvU
https://www.linkedin.com/posts/bgigenomics_genomic-sciencespotlight-genomicinnovation-activity-7335913499836977153-CThL?utm_source=share&utm_medium=member_desktop&rcm=ACoAABnsK3MB7A394xaRYmzHXmVjKmRim8GEcvU

International and Regional Medical Associations

In  commemoration of International Thalassaemia Day 2025,
international and regional medical associations across disciplines
joined forces with the Thalassaemia International Federation (TIF) to
amplify global awareness, share critical scientific insights, and promote
equity in care for individuals living with thalassaemia.

To mark International Thalassaemia Day 2025, the Thalassaemia
International Federation (TIF) and the International Society of

Blood Transfusion (ISBT) joined forces for the first time to deliver a

two-part educational webinar series titled eEP~qk®r k?2 p ~
Pr A~z "™ ««” Kk {, Beld onHMay kaéd 8.

The first session, co-chaired by Dr. Androulla Eleftheriou (TIF) and
Professor Erica Wood (ISBT) , welcomed 281 participants. It explored
the pathophysiology of thalassaemia, as presented by Dr. Khaled
Musallam, who highlighted its impact on patients and health systems
and the importance of lifelong, holistic management. Dr. Satyam Arora
examined challenges in transfusion therapy, including iron overload,
alloimmunisation, and transfusion -transmitted infections. The session
also featured powerful testimonies from individuals with thalassaemia &
Loizos Pericleous, Chrystalla Chrysanthou, and Anubha Taneja
Mukherjee amffering vital patient perspectives on the realities of
transfusion-dependent care.

Androulla Eleftheriou

The second session, attended by 215 participants and co-chaired by
Professor John Porter (TIF) and Dr. Ratti Ram Sharma (ISBT)
focused on clinical complications and transfusion strategies. Nicole
Thornton discussed approaches to minimising alloimmunisation and
the challenge of sourcing compatible blood across different
healthcare settings. Dr. Farrukh Shah provided a deeper clinical
analysis of transfusion-related risks, while Professor Erica Wood
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highlighted future innovations aimed at improving transfusion
outcomes. A concluding panel discussion brought together diverse
viewpoints, reinforcing the need for patient -centred, globally informed
transfusion practices.

Equitable care for all

* Avoiding alloimmunisation
* Providing suitably matched blood

THALASSAEMIA qg_c)j
INTERNATIONAL

FEDERATION International Society

of Blood Transfusion

“Together for Thalassacmia: Uniting Communities, Prioritising Patients”
#WeAre1 #PatientsFirst

This collaborative initiative marked a significant step forward in  uniting
transfusion science and patient advocacy, setting a new benchmark for
interdisciplinary engagement in thalassaemia care.

In a pivotal move for maternal and reproductive health, the European
Board and College of Obstetrics and Gynaecology (EBCOG) and
TIF issued a Joint Statement to mark International Thalassaemia Day
2025.

Joint Statement for
International Thalassaemia Day 2025

u‘\\ poard & A

Thalassaemia:
A Call for Unity, Advocacy, &
Patient-Centric Care

THALASSAEMIA
INTERNATIONAL
FEDERATION

This Joint Statement call ed for urgent, coordinated action to meet the
complex and often overlooked needs of women and individuals with
thalassaemia, particularly in reproductive health, pre -conception care,
and pregnancy management. It strongly advocates for:
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https://ebcog.eu/
https://ebcog.eu/

1 Inclusive, patient -centred models of care
1 Comprehensive education and prevention strategies
1 Strengthened multidisciplinary collaboration

It also shines a light on inequities faced by vulnerable populations @&
including migrants, women with thalassaemia, and individuals in low -
resource settingsaand appeals to national and international
stakeholders to integrate thalassaemia into broader maternal health,
genetics, and NCD agendas.

By bridging the domains of Haematology and Gynaecology, this
initiative has expanded the scope of advocacy and policy
engagement, reinforcing that thalassaemia care must be holistic,
gender -sensitive, and rights -based (read the Joint Statement ).

For #ITD2025, key voices in the European medical community joined

the call for action. The European Society for Blood and Marrow
Transplantation (EBMT) reminded us all of the urgent need to

support thalassaemia patients and their lifelong challenges,
encouraging engagement toward a more inclusive future. At the same

time, the European Blood Alliance (EBA) 8§82 ~ i z- «®~~i éP~q
Prrzr««Mk{s”l & dsngsSienoRusite gomiuhides and
§2as~2s5®s°k 8§2®sk|® | kki«l Prks2 p~2aj
theme asolidarity, equity, and awareness for all.

The EBMT
6}4" 8,515 followers

no+®
@ May 8 marks International Thalassaemia Day @
Today, we stand with the millions affected by thalassaemia, a severe blood ..more

European Bloed Alliance
2,276 followers

# © 1mo- @
m2025 @ “Together for Thalassaemia: Uriting Communites, Priortizing Patiens -8,
Wedrel ogether for Thalassaemia: Uniting Communities, Prioritizing Patients
o e Patientsfisty
loo m I I I Io n Today May 8th is #InternationalThalassaemiaDay : a day dedicated to celebrating life,
advocating for equity, and spreading global awareness of
people worldwide carry ‘ #Thalassaemia
thalassaemia-related ¥ ‘i European Blood Alliance is proud to support patients
genes—many without \': through Thalassaemia International Federation (TIF) and Dr. Androulla Eleftheriou.
even knowing it.
#ITD2025

Awareness, screening and
education are key to
prevention, management,
and informed choices.

In the lead-up to May 8th, ERN EuroBloodNet , the European
Reference Network on Rare Hematologicla Diseases, also joined TIF to
support the thalassaemia community by sharing a series of awareness

21 NI


https://thalassaemia.org.cy/wp-content/uploads/2025/05/250508_Joint-Statement-by-TIF-and-EBCOG-for-ITD2025.pdf
https://www.ebmt.org/
https://www.ebmt.org/
https://europeanbloodalliance.eu/
https://eurobloodnet.eu/

messages through its website and social media platforms.

In recognition of International
Thalassaemia Day 2025, the

International Pediatric
Association (IPA)
n’fern@f underscored the critical

- 0 importance of early
counseling, and equitable

access to care for children
with thalassaemia.

8 May 2025

The IPA also paid tribute to

the resilience of affected

children and reaffirmed its
commitment to improving their
quality of life through global pediatric advocacy.

P74i« /| grgk{k|® s| @®&s~| "z /| k| ®«U"

Cyprus

On the occasion of the 31st International Thalassaemia Day, a high -
level event was held on Thursday, 8 May 2025, at the Presidential
Palace of the Republic of Cyprus , placing the country at the forefront
of the global thalassaemia dialogue. The event was organised by the
Thalassaemia International Federation (TIF), in collaboration with the
Pancyprian Thalassaemia Association and the National Thalassaemia
Committee of Cyprus and was held under the auspices of the
President of the Republic, Mr. Nikos Christodoulides . Representing
the President, the Minister of Health, Mr. Michael Damianos,
addressed the event.

Distinguished participants included political leaders, medical and

academic experts, patient advocacy representatives, and civil society
stakeholders from Cyprus and abroad. Their presence amplified the
message of solidarity, patient -centred care, and global cooperation in
the field of thalassaemia and rare haematological diseases.
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The event « 1 ~pug”™ « ki +. 82 «i gz~f"rzz-
thalassaemia management , having transformed what was once a life -
limiting condition into a chronic disease with long -term survival and
s{8§82~" ki © "zs®- ~p zspkl P741i «
highlighted, with its network of over 240 patient organisations in more
than 60 countries and its close collaboration with thousands of
healthcare professionals and scientific bodies.
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A notable moment was the participation of Sheikh Zayed Bin Sultan
Bin Khalifa Al Nahyan, President of the Sultan bin Khalifa Al Nahyan
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reaffirmed the value of international cooperation in tackling
haemoglobin disorders.

A roundtable discussion brought together key representatives from
government, health, education, and social policy sectors. The dialogue
highlighted the pressing need for a holistic, cross  -sectoral strategy
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in the management of thalassaemia , emphasising the importance of
coordinated action and sustained collaboration among all relevant
stakeholders to ensure comprehensive and patient -centred care.

The event culminated with the presentation of a Global Call to Action
for Thalassaemia , a joint initiative of TIF and the Republic of Cyprus,
urging national health systems, policymakers, and international
organisations to intensify and coordinate efforts to ensure equitable,

inclusive, and universal access to quality care for all individuals living
with thalassaemia (read the Call to Action ).

As a symbolic gesture of solidarity and awareness, the Presidential
Palace was illuminated in red, the internationally recognised colour for
thalassaemia, highlighting the enduring commitment to health equity
and justice worldwide.

Under the auspices of the
Qionghai Municipal Health
Commission, and with the
collaboration of the Beijing
Angels Mom Charity Foundation
and the Hainan Thalassemia
Prevention and Care Association,
®r k gs ®- ~p Ls~] gr ~s
Hainan  Province hosted a
landmark event for global
thalassaemia stakeholders aghe

é4~2 | ~ Pr Nz«
Prevention and Treatment and
J fzsg "pr2 k| ke +1M{

from May 5 to 7, 2025.

Held in the renowned Boao
Medical Pilot Zone, the forum
offered an exceptional platform
for interdisciplinary dialogue and
transnational cooperation. More
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than 500 participants ancluding  healthcare  professionals,
researchers, health authorities, and patient advocates axonvened to
explore innovative approaches to prevention, early diagnosis, care,

and patient empowerment in the context of thalassaemia.

The event marked a continuation of the enduring cooperation
between the Thalassaemia International Federation (TIF) and Chinese
institutions. Representing TIF, Professor Antonio Piga , Professor of
Paediatrics & Dean of the Medicine School, San Luigi University
Hospital, Turin University, Italy, delivered an impactful presentation on
the newly updated TIF International Guidelines for the Management of
Thalassaemia Syndromes (Transfusion Dependent Thalassaemia, | -
Thalassaemia Intermedia and h-Thalassaemia) bringing international
clinical standards to the forefront of the discussion.

In her welcome address
on behalf of TIF, Dr.

Androulla Eleftheriou
reflected on the fruitful
collaborations with
Chinese counterparts
over the vyears and
commended the

significant progress made
by national and regional
authorities agarticularly in
southern China, where
the disease burden
remains highest.

The Forum also featured
insights from the Republic
of Cyprus, a country
internationally recognised
for its exemplary national
thalassaemia programme.
Cypriot Minister of Health,

—

Mr. Michael Damianos . ,;%Z":'Zfﬁi%: =S
contributed a video

address focused on
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that resonated strongly with the forum's themes of evidence -based
strategy and sustainability.

Dr. Michael Angastiniotis, TIF i Medical Advisor, provided an analytical
presentation on Capacity Building in Grassroots Healthcare and
Allocation of Public Health Resources, calling for long -term
investments in frontline health systems to ensure inclusive, community -
based care.

Contributing to the scientific discourse, Dr. Thessalia Pappasavva of
the Cyprus Institute of Neurology and Genetics (CING) presented on
cutting -edge developments in carrier screening and prenatal
diagnostics, highlighting how genetic innovation is shaping the future
of disease prevention.

Prk p~2 {i« « ggk«« z"~. | ~® ~|z- s| s
emphasis on public engagement and awareness. It served as a

dynamic meeting point for countries to exchange lessons learned,

celebrate advancements, and identify remaining challenges on the

path to equitable thalassaemia control and care worldwide.

India

On the occasion of the International Thalassaemia Day 2025 on 8 May,
a major awareness event was held at the CM Conference Hall of

the Delhi Vidhan Sabha , the historic legislative complex of the
Government of Delhi. The event was organised by the National

Thalassaemia Welfare Society (NTWS) and the Delhi Legislative
Assembly, with the support of the Thalassaemia International

Federation (TIF), drawing attention to key issues surrounding

thalassaemia care, prevention, and policy development in India.

Graced by the Honourable Speaker of the Delhi Legislative Assembly,
Mr. Vijender Gupta, as well as prominent health experts and
dignitaries including Dr. J.S. Arora, and Dr. Choudhary, the event
provided a high -level forum for dialogue and advocacy. Ministers and
officials from both the Delhi Government and the Central Government
were in attendance, underlining the strong political commitment to
thalassaemia as a public health priority.
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In a dedicated panel session, individuals living with thalassaemia
shared their personal journeys and outlined the obstacles they have
overcome, the support they expect from the government and patient
associations, and their aspirations to contribute back to the
thalassaemia community.

On behalf of TIF, Dr. Androulla Eleftheriou, Executive Director,
delivered an impactful opening video address. In her message, she

"gy| ~pzkigki 7]is"i« T]|]s© k 8§~«s®s~|
highest prevalence of thalassaemia and related haemoglobin
disorders and 82 " s « ki 711 sMi « "grsk  k{k]|] ®«

populations across regions and tribal groups aefforts that are both
scientifically rigorous and essential for public health strategy

Additionally, she called for the development of a comprehensive

national policy on thalassaemia in India s®ne that integrates
prevention, optimal clinical care, psychosocial support, and access to

emerging therapies.

A highlight of the celebration was
the illumination of the Delhi
Legislative Assembly in red, a
powerful visual gesture to raise
awareness about thalassaemia and
stand in solidarity with affected
individuals and families.
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Brazil

The 5th International Meeting for People with Thalassaemia , held
virtually on 17 May 2025 , brought together a vibrant and diverse
global community in a heartfelt celebration of shared stories, lived
experiences, and collective strength. More than 200 participants
from 27 countries ancluding individuals living with thalassaemia,
caregivers, healthcare professionals, and advocates agoined the event,
reaffirming the vital importance of global solidarity in rare diseases.

Prs« - k?~"2ji« kis®s~| ~ppk?Kki §"2 ®sgss8§”
topics such as emotional resilience, integrative care, innovative
treatments, social relationships, and overall wellness . Simultaneous
interpretation in Portuguese, English, and Spanish ensured inclusive

dialogue across regions and cultures, enabling all voices to be heard.

O 2 (@)
5° ZENCONTRO INTERNACIONAL ¥ A 5" ENCONTRO INTEZRNACIONAL
PARA PESSOAS COM ey PARA PESSOAS COM
TALASSEMIA (a1t 1” TALASSEMIA

17 de maio | 2025 ) Digital 4 17 de maio | 2026 ) Digital

SALA 3 - ADULTOS = Y HMASTERCLASS :

SOBRECARGA DE FERRO: UMA NOVA MANEIRA
DE ENXERGAR UM VELHO PROBLEMA

PESSOA COM TALASSEMIA MAJOR
E PRESIDENTE DA ABRASTA

e: www.abrasta.org.br/encontro

Chiesi

The meeting featured engaging sessions led by internationally

renowned experts, including Dr. Henrigue Rego, Dr. Kevin Kuo, and
Dr. Thomas Coates, who shared practical insights and updates on
evolving care approaches and therapeutic developments in

thalassaemia.

ABRASTA, expressed sincere appreciation to the Thalassaemia
International Federation (TIF) for its strategic collaboration in the
promotion of the event, to Chiesi Global Rare Diseases for their
generous sponsorship, and to Agios for their important support. The
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success of the meeting highlighted the ongoing importance of
international cooperation in enhancing education, support, and
advocacy for people affected by thalassaemia worldwide.

The 26th International
Thalassaemia Day
Conference, held from
14315 May 2025 in
Cairo, represented a
significant milestone in

5
| l A i
o/ | - both regional and
2 ' international discourse on
’ a haemoglobinopathies.
Thalassaemia ¢ |
Day Conference t 4

Organised by the
Egyptian Thalassaemia Association (ETA) in close partnership with the
Thalassaemia International Federation (TIF), the event was held under
®r k k«®Kkk{ ki g§r"®2~| "qk ~p [/ gq-8®i « ?s|
and was honoured by the presence of the Minister, Professor Khaled
Abdel Ghaffar.

The conference featured a comprehensive scientific agenda, with a
strong focus on patient -centred care. It brought together eminent
haematologists, public health specialists, researchers, policymakers,
and patient advocates from Egypt and around the world. Over the

course of two days, delegates were provided with a dynamic platform

to exchange knowledge on the latest advances in thalassaemia
management, preventative strategies, gene therapies, and integrated

care models.

In her opening address, Dr . Androulla Eleftheriou, Executive Director
of TIF, underscored the vital importance of ongoing collaboration
between governments, health systems, and the thalassaemia
community. She highlighted that the effective control and
management of haemoglobin disorders must remain a governmental
priority, requiring continuous improvement in both the quality and
breadth of services available to patients.
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The scientific programme encompassed an extensive range of critical
topics, including emerging gene therapies and stem cell
transplantation, thalassaemia prevention, the systemic impact of iron
overload, and the application of artificial intelligence in haematology,

among others.

Particular emphasis p * « 8z * gk i ~] /- 8®i « | "®s ~]| '
dedicated sessions exploring local healthcare initiatives, unmet clinical

needs, and future

directions for achieving

integrated and

sustainable care for

patients.

With over 30 topics

addressed, alongside
free paper presentations
and interactive
discussions, the
conference succeeded in
fostering innovation,
promoting informed

policy dialogue, and
empowering patients
and caregivers alike.

Greece

The historic city of Kavala, Greece, hosted the highly successful

Pi"] | Nz Ngsk| ®spsg ?kk®s| q ~ | Prnz/
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healthcare professionals, patients, and advocates from across the

country.
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