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Dear Friends, Colleagues, and Supporters,

Welcome to the Summer 2026 edition of Mariposa, dedicated to
World Pulmonary Hypertension Day!

This year, our World PH Day campaign focused on the theme
“Hope in Every Trial,” highlighting the importance of clinical
research and the hope that new treatments bring to people living
with pulmonary hypertension.

Throughout May, we ran an extensive social media campaign
combining educational materials with the voices and experiences of
patients from around the world. The campaign included 19 patient
testimonials and more than 20 infographics covering pulmonary
hypertension, clinical trials, treatment progress, innovation and
the importance of patient involvement in research. More than 45
PH organisations worldwide took part by sharing, translating, and
adapting the materials for their own communities.

The response was impressive. Across Facebook and Instagram, the
campaign reached 4.5 million peaple, while content interactions
increased by 190% compared with our 2025 World PH Day
campaign. These results show that even a complex topic such
as clinical trials can generate strong engagement when it is
communicated in an understandable and patient-centred way.

Clinical trials were also the focus of our World PH Day webinar,
“Clinical Trials in Focus - Hope in Every Trial: Two
Perspectives - One Goal.” Professor Ardeshir Ghofrani
presented the academic perspective, while Dr. Michelle Ghofrani
from Liquidia Corporation explained how the pharmaceutical
industry approaches the development of new medicines. Together,
they gave us a fascinating insight into the long journey from
saent/f/c discovery to an approved treatment - and reminded us
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But, as always, World PH Day is really brought to life by the
activities of our member associations.

Once again, they showed remarkable creativity and commitment.
In Ukraine, patients explored equine-assisted therapy at the Kyiv
Hippodrome, learning how interaction with horses can support
emotional and psychological rehabilitation. In Slovakia, patients
celebrated the 10th anniversary of their traditional symbolic
mountain march, this year joined by friends from the (zech PH
community.

In Bulgaria, a successful fundraising initiative resulted in six oxygen
concentrators being made available to patients. Croatia found a
very different way to communicate our message with The Scarf
That Breathes - a specially designed blue scarf symbolising
breath, life, hope and solidarity with the PH community.

And sometimes, a small initiative can make a very strong
impression. In Poland, Milenka, the daughter of a PH patient,
decided to organise an educational event at her school, teaching
other children about PH, empathy and understanding.

These are only a few examples. Throughout this edition of Mariposa,

youwill find many more activities - from educational meetings and
awareness walks to media campaigns, sporting events and iconic
buildings illuminated in support of the PH community.

What always impresses me about World PH Day is the enormous
variety of ideas, but also the common purpose behind them.
Whether an activity reaches a classroom, a city, or millions of
people through social media, every effort he/ps make pu/monary

hypertensmn more,Visible. This year; campa/gn also reminded= -~ -
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is it developing tomorrow’s therapies.

partners in innovation, and their experiences and perspectives are
essential in shaping the future of PH care.

Above all, this year's World PH Day reminded us that hope
grows when we share our stories, listen to one another and
work together towards a future where every person living with
PH has access to better treatments and a better quality of life.

| would like to thank all our member associations, volunteers and
everyone else who contributed to World PH Day 2026. A special
thank you also goes to our industry partners for their continued
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support of PHAEUROPE & Global and our member associations.
1 hope you enjoy this special World PH Day edition of Mariposa!
Warm regards,

Zdenka Bradac
President of PHAEUROPE & Global
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WPHD WEBINAR

BEL AIR CENTER

Bel Air Center has been a success since its grand opening in 2024,
featuring a webinar by Prof. Marc Humbert and Prof. David
Montani in connection with World PH Day on May 5th.

For those of you who are not familiar with our Bel Air Center, let
me explain what it is:

Bel Air Center is a unique virtual PH conference center
that employs the latest cutting-edge technology. It's open every
day, year-round, catering to a global audience through our
extensive translation features.

At its core, the platform offers engaging live
presentations, along with a wide array of recorded presentations
in multiple languages, accessible for viewing at any time.

Additionally, the center hosts a wealth of information
and materials from PH associations worldwide and leading
pharmaceutical companies.

For those who prefer auditory learning, we proudly
feature the entire podcast series from PH Aware, including more
than 500 episodes.

Moreover, you can browse our gallery showcasing
artwork and contributions from PH patients, doctors, and various
other stakeholders.

To foster connections, our social area allows you to
chat and host video conferences with fellow members, creating
a dynamic and interactive community.

Anyone can register to access the Bel Air Center. Simply go to the
landing page: www.belaircenter.info and create a free account.
Please provide as much information as possible during registration
to help us tailor the platform and its content to your needs.

From our landing page, you can click on a link to access Bel Air
Center. When you log in for the first time, you create a personal
password that does not expire. You only need to enter this
password the very first time; on subsequent visits, you will be
taken directly into the Center when using the same computer.

The centre currently offers more than forty presentations
covering various aspects of PH. One example is our World PH Day
webinar Clinical Trials in Focus — Hope in Every Trial, presented
by Professor Ardeschir Ghofrani and Dr. Michelle Ghofrani.
The webinar explores how new PH treatments are developed and
why clinical trials are essential for future advances.

Another feature of the presentation room is that some webinars
have been dubbed into several languages. Simply click on the blue
filtericon in the right-hand corner and select the desired language.
The webinars available in that language will then be displayed. We
will increasingly utilize this feature to make our excellent material
accessible to a wider audience worldwide.

Welcome to Bel Air Center! Make sure to create your free account and
explore the center. It is open 24/7!

Hall Skaara
Project Manager

LIVE WORLD PULMONARY
HYPERTENSION DAY WEBINAR

Clinical Trials in Focus with Michelle Ghofrani & Ardeshis Ghofrani

Two Perspectiy

Dr. Michelle Ghofrani
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At J&J, we understand that pulmonary arterial
hypertension (PAH) comes with many challenges,
and not all are physical.

That’s why we’ve created PH Human - an educational

programme dedicated to empowering people living with PAH -
to help understand their condition and engage in their care, {
bringing loved ones and caregivers along on their journey.

Whether you are looking for tools to support productive

conversations with your healthcare team like our Breathe In, e ———
Speak Out Conversation Kit, interested in understanding i #
the standards of care you should expect to receive through t' £
ourPAH Patient Charter, or you are simply searching for tips » ,"
and tricks to live well with PAH — PH Human has a variety of 1
resources and real-life experiences available to empower you
to play an active role and make informed decisions in your care.
Find out more on
Hollie, 37

P% ™ United Kingdom

%%%% Entrepreneur

Living with pulmonary
arterial hypertension
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77 | pulmonary hypertension. Meet Aura, your digital
R companion for guidance, education, and support.

Now | know I'm not alone. |
have clear information and
a supportive community.
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We are MSD

For 130 years, we have tackled some of the world’s biggest health
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challenges and provided hope in the fight against disease, for

both people and animals. Today, we continue our commitment to

be the premier research-intensive biopharmaceutical company
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society for today, tomorrow and generations to come.

WORLD PH DAY 2026: HOPE IN EVERY TRIAL

i World Pulmonary Hypertension Day 2026 carried a message
that was different in tone, but equally powerful in meaning.

While previous campaigns focused strongly on awareness, early Wo r I d Pu I mona ry

diagnosis, access to care, PH symptoms, and the lived reality of b

pulmonary hypertension, this year's campaign opened a new Hyperten5|0n Day

and deeply important conversation: the role of clinical trials,

innovation, and patient participation in shaping the future of PH
0 care.

IN EVERY

Under a symbolic slogan “Hope in Every Trial,” the 2026 campaign
placed clinical research at the heart of the global PH conversation.
For many patients, clinical trials are often discussed only in
highly medical settings, during expert conferences, or in difficult

O moments when existing therapies are no longer enough. This
year, PHAEUROPE & Global brought that conversation closer to the
community itself. Through the voices of patients from different
parts of the world, the campaign helped translate a complex
scientific topic into something personal, understandable, and
profoundly human.
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people reached content interactions

Facebook + Instagram vs 2025 campaign

WORLD
PH DAY i
2026

1,200+

1,000
800
600
400

Hope in Every Trial 200

Followers

Facebook Instagram

E SMALLER CAMPAIGN,
STRONGER OUTCOMES

2026 CAMPAIGN FOOTPRINT

+890% 45+

follower growth PH organizations
vs same period last year participated worldwide

NEW FOLLOWERS GAINED DURING CAMPAIGN PERIOD

The 2026 campaign may have
been smaller in volume and
scope than some previous
editions, especially compared
with the 2025 “Sometimes it's
PH" campaign, which included
more than 70 patient stories
and continued through much
of June. Yet its impact was
no less remarkable. Despite
addressing a more delicate

e é

LinkedIn X

and complex topic, the
@ 2026 RESULTS VS 2025

campaign achieved significant

This year, patients spoke about access to treatment, the need
for innovation, the barriers that still exist in many countries,
and the hope connected to clinical trials and future therapies.
They reflected on the emotional weight of living with a rare and
complex disease, but also on the importance of being included,
heard, and represented in research. Their stories showed that
clinical trials are not an abstract scientific process, but part of a
wider journey toward better care, better treatment options, and
a more equal future for all PH patients.

The response from patients around the world was deeply
moving. PHAEUROPE & Global is sincerely grateful to all European
associations whose members shared their stories, as well as to

participate in clinical trials are not only receiving care, they are
helping to build the future of care. Their participation contributes
to the development of new and innovative therapies that may
one day become available to many others. In this way, clinical
trials become more than a scientific process. They are also an
act of solidarity across time: today’s patient may help tomorrow’s
patient breathe easier.

At the same time, the campaign did not ignore the inequalities
that still exist. Patients from different regions of the world shared
different perspectives, reminding us that access to clinical trials
is not equal everywhere. Some patients live in countries where
research opportunities are limited or unavailable. Others face

Q +190% content interactions
Q +890% follower growth
20'+/infographics Q Significantly higher link clicks
Campaign ran throughout May 2026 e

4.5M people reached

results and showed that the
global PH community is ready
to engage with deeper, more

Despite a smaller
campaign footprint, [ + JT patient testimonials
2026 delivered |
markedly stronger -

y 9
engagement,

associations and patients from China, Latin America, North and ~ barriers related to geography, information, referral pathways,
South America, and Africa. We are also thankful to the patient ~ specialist care, language, or awareness. The campaign highlighted

follower growth, and Y  smaller volume than 2025
audience response

than 2025. o 2025 campaign included 70+ patient stories and continued through much of June.

Clinical trials are not only about science. They are about
possibility: the hope that tomorrow’s treatments may be more
effective, more accessible, and more tailored to the needs of
people living with PH. They are also about courage - the courage
of patients who take part in research, the commitment of doctors
and researchers who dedicate their work to innovation, and the
responsibility of the global community to ensure that progress
reaches everyone, not only those with the easiest access to
specialist care.

Although World PH Day itself is marked on May 5, the campaign
continued throughout May as a month-long global awareness
effort. Built around 19 patient testimonials and more than 20
infographics, it combined personal stories with educational
content on pulmonary hypertension, clinical trials, treatment
progress, innovation, and the importance of patient involvement
in research.

“#WorldpHDay2020 U

challenging  conversations
when they are presented with
clarity, trust, and humanity.

Across Facebook and Instagram, the campaign reached 4.5 million
people. Even more importantly, engagement rose dramatically
compared with the previous year's larger campaign. Content
interaction increased by 190% compared with “Sometimes it's
PH,” showing that this year's message did not only reach people,
it moved them to respond, react, share, and take part.

The increase in link clicks to both the PHAEUROPE website and
worldphday.org was also significantly higher, confirming that the
campaign encouraged audiences to seek more information and
engage beyond social media.

At the center of the campaign were the patient testimonials.
For the second consecutive year, World PH Day placed patients’
voices at the heart of the message. This has become one of the
campaign’s greatest strengths: not speaking about patients, but
with them; not reducing PH to statistics, but allowing the reality
of life with PH to be seen through real experiences and faces.
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associations from the USA and Canada. The participation of
patients from almost every continent once again confirmed the
high level of trust that the global PH community places in the
work of PHAEUROPE & Global. It also showed that this trust is one
of the reasons the organization continues to grow - not only in
numbers, but in relevance, reach, and responsibility.

The structure of the 2026 campaign followed a clear educational
path. It began with essential information about pulmonary
hypertension, including its definition, prevalence, complexity,
and the five PH groups with understandable and engaging
infographics. From there, the campaign moved toward the
extraordinary progress that has been made over the past
three decades, particularly in the field of pulmonary arterial
hypertension treatment.

This progress is one of the strongest reasons for hope. In only
a few decades, PH care has changed dramatically. Treatments
have improved, understanding of the disease has deepened,
and research has opened doors that were once unimaginable.
Yet the campaign also made clear that progress does not happen
on its own. It depends on research, collaboration, investment,
clinical trials, and the willingness to include patients as partners
in innovation.

A central message of “Hope in Every Trial” was that patients who

Wodern therapies have

dramatically im
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the need for more inclusive research and better representation of
underrepresented patient groups, so that future treatments are
developed with the full diversity of the PH community in mind.

As in previous years, ready-to-use materials were prepared in
CANVA, allowing national associations to translate, adapt, and
publish them in their own languages and local contexts. This
approach once again proved essential. The success of World PH
Day cannot be measured only by the results on PHAEUROPE &
Global channels, because the campaign lived far beyond them.
More than 45 PH organizations around the world took part in
the campaign. By sharing prepared materials, adapting visuals,
translating messages, and bringing the content to their own
communities, these associations helped raise the campaign’s
reach to an even higher level. Each shared post, each translated
infographic, and each local adaptation strengthened the global
message: there is hope in every trial, but that hope must be
visible, understandable, and accessible to all.

This year, campaign materials were also shared by PHAEUROPE
partners and sponsors, whose support helped expand the
message beyond the immediate PH community. PHAEUROPE
& Global gives special thanks to all sponsors who took part
by sharing campaign content and helping raise awareness of
pulmonary hypertension and clinical trials. Their contribution
strengthened the visibility of the campaign and showed the



importance of shared responsibility in advancing PH awareness
and care.

A thank you goes out to the Global Allergy & Airways Patient
Platform, who joined this year's campaign.

Another important element of this year’s World PH Day was the
traditional WPHD webinar organized by PHAEUROPE & Global.
The 2026 live webinar, titled “Two Perspectives, One Goal:
Transforming PH Care Through Clinical Trials,” brought together
two distinguished speakers: Dr. Michelle Ghofrani and Prof. Dr.
Ardeshir Ghofrani.

(») RECORDING NOW AVAILABLE!

World Pulmonary CLINICAL TRIALS IN FOCUS
Hypertension
Day Webinar

with
Michelle Ghofrani &
Ardeshir Ghofrani

28 Two Perspectives, One Goal.

Dr. Michelle Ghofrani

Vice President Clinical Development
Liquidia Corporation

" e e A Wori t Day |
\ inar is now available in (BDEL'IAEE
" Bel Air Center

— a premier online platform
for PH patients.

Watch the webinar now on Bel Air Center >
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The webinar offered a valuable exploration of clinical trials
and their contribution to PH care from two complementary
perspectives: clinical expertise and the pharmaceutical research
field.

PHAEUROPE & Global is incredibly proud of the patients,
associations, partners, sponsors, advocates, experts, and
supporters, who made this campaign possible.

Most importantly, the campaign reaffirmed that patients are
no longer only participants in research. They are partners
in innovation. Their perspectives, experiences, needs, and
expectations are vital to shaping the future of PH care.

“Hope in Every Trial” was not only a slogan. It was a reminder that
every step forward in research carries the possibility of a different
future. A future where innovative therapies are developed with
patients, not only for them. A future where clinical trials are

more accessible and inclusive.
A future where no patient is
left behind because of where
they live, what language they
speak, or how visible their
disease may be.

PH patients continue to face uncertainty,

breathlessness, debilitating symptoms, and many barriers.
But they also continue to bring courage, clarity, and hope to
the global movement. Through their stories, advocacy, and
willingness to take part in conversations that shape the future,
they remind us that progress is not only measured in treatments
approved, better outcomes, or trials completed. It is also
measured in trust, participation, awareness, and solidarity.

Together, we are not only raising awareness. We are building the
future of pulmonary hypertension care - one story, one trial, one
partnership, and one act of hope at a time.

Thank You.
Maleen B. Fischer

Head of Digital Media
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Working to change what’s next
for people living with PAH

At Cereno Scientific, we are developing CS1
— an investigational treatment for pulmonary

arterial hypertension (PAH).
@
Now in EPIMODE

Oral, once-daily
A global Phase llb trial

Taken by mouth
once daily in people with PAH

A new approach
Targeting underlying
disease mechanisms

Our commitment to people living with pulmonary
hypertension extends beyond PAH, with CS014 in
development for PH-ILD.

CS1is an investigational treatment and has not been approved for use.

Pioneering treatments to enhance and extend life.
www.cerenoscientific.com

INHIBIKASE

THERAPEUTICS

Advancing Potential
Therapies by Targeting
Disease Where it Begins

Inhibikase Therapeutics
is a proud supporter of
PHA Europe

Inhibikase Therapeutics is investigating
IKT-001, a novel, once daily oral
antiproliferative, in the global registrational
trial IMPROVE-PAH (NCTO7365332)
for the treatment of PAH.

©2026 Inhibikase Therapeutics, Inc. All rights reserved.



allrockpbio-

AllRock Bio's ROCSTAR Study is an open-label study of ROC-101 - a once-daily oral panROCK
inhibitor - in pulmonary arterial hypertension (PAH) and pulmonary hypertension with interstitial lung
disease (ILD-PH) across Australia, Canada, Europe and the United States. ROC-101 has been shown
to have potential anti-proliferative, anti-inflammatory and antifibrotic effects. This mechanism of
action for ROC-101 targets the pathologic processes of pulmonary arterial remodeling and fibrosis
seen in PAH and ILD-PH. To learn more visit http://www.ClinicalTrials.gov (NCT07175038) or https://

www.clinicaltrialsregister.eu
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WPHD WEBINAR

WPHD WEBINAR

CLINICAL TRIALS IN FOCUS - HOPE IN EVERY TRIAL

This year's World PH Day webinar explored a topic that is of great
importance to everyone living with pulmonary hypertension: the
development of new treatments and the crucial role of clinical
trials in bringing hope to patients.

The webinar, 'Clinical Trials in Focus — Hope in Every Trial: Two
Perspectives — One Goal’, brought together two internationally
recognised experts with complementary perspectives. Professor
Ardeschir Ghofrani, University Hospital Giessen, presented
the academic perspective, while Dr. Michelle Ghofrani from
Liquidia Corporation explained how the pharmaceutical industry
approaches the development of new medicines. Together,
they provided participants with a unique opportunity to better
understand the long journey from scientific discovery to an
approved treatment.

UNDERSTANDING THE DISEASE

Professor Ghofrani began by explaining how increasing
knowledge of the biological mechanisms behind pulmonary

arterial hypertension (PAH) is opening the door to entirely new
treatment approaches. While current therapies have significantly
improved symptoms and quality of life, they primarily target the
blood vessels ability to dilate. Researchers are now focusing on
therapies that may influence the underlying disease processiitself,
with the goal of slowing or even reversing vascular remodelling.

Participants also received an overview of the rapid progress
being made in the field. Following the introduction of sotatercept
as the first disease-mechanism-targeted therapy, several other
promising approaches—including inhaled tyrosine kinase
inhibitors, BMP9 mimetics and activin pathway inhibitors—are
currently in clinical development.

HOW NEW MEDICINES ARE DEVELOPED

Dr. Michelle Ghofrani guided participants through the drug
development process, illustrating how only a very small fraction
of potential compounds eventually become approved medicines.
She explained the many years of laboratory research, preclinical
testing, clinical trials and regulatory review required before a
new treatment reaches patients.

LIVE WORLD F;ULMONARY HYPERTENSION DAY WEBINAR
Clinical Trials in Focus with Mlchelle Ghofrani & Ardeshir Ghofrani

Dr. Michelle Ghofrani

Vice President Clinical Development
Liquidia Corporation
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Prof. Dr. Ardeschir Ghofrani

Justus-Liebig-University of Giessen, Germany * ECCPS «
Kerckhoff-Klinik Bad Nauheim * Imperial College London

MAY 5, 2026 | 18:00 CET

Bel Air Center Online Platform

Watch the webinar at Bel Air Center

<3,

* Login for free at belaircenter.info

GLOBAL ALLERGY

ON
World Pulmonary
Hypertension Day @ & AIRWAYS

PATIENT PLATFORM




She also highlighted the importance of close collaboration
between researchers, pharmaceutical companies, regulators and
patient organisations. Patient input is increasingly recognised as an
essential component throughout the development process—not
only in designing meaningful clinical trials, but also in identifying
outcomes that matter most to people living with pulmonary
hypertension.

ADDRESSING CONCERNS ABOUT CLINICAL TRIALS

One of the most valuable parts of the webinar focused on a
question many patients ask: Is it safe and ethical to participate in a
placebo-controlled clinical trial?

The speakers explained that modern PAH studies differ considerably
from those conducted decades ago. Today, most participants
continue receiving their standard approved therapies while the
investigational treatment or placebo is added on top. Placebo
periods are generally relatively short, patients are monitored very
closely, rescue treatment is available if needed, and almost all
studies include an open-label extension where every participant
has the opportunity to receive the investigational treatment.

The presenters also discussed evidence suggesting that
participation in clinical trials may itself provide benefits through
structured follow-up, regular assessments and optimisation of
overall care.
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LOOKING AHEAD

The webinar concluded with an inspiring discussion about the
future of pulmonary hypertension research. Precision medicine,
treatments targeting right ventricular function and therapies
capable of reversing disease progression are all areas of active
investigation. Although significant challenges remain, the pace
of scientific progress has accelerated remarkably over the past
few years, offering renewed hope for patients and families
worldwide.

The webinar also reinforced an important message: successful
drug development depends on strong collaboration between
academic researchers, the pharmaceutical industry and patient
organisations. By working together, these partners can accelerate
innovation and ensure that future treatments address the needs
and priorities of the people who matter most—patients.

PHAEUROPE & Global would like to thank Professor Ardeschir
Ghofrani and Dr. Michelle Ghofrani for sharing their expertise
and helping our community better understand the science,
challenges and hope behind the next generation of pulmonary
hypertension therapies.

Hall Skaara,
Project Manager
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Gossamer Bio is a clinical-stage biophérmaceutical
company focused on developing seralutinib, an
investigational medicine for the treatment of pulmonary
arterial hypertension (PAH) and pulmonary hypertension
associated with interstitial lung disease (PH-ILD).

Our goal is to improve the lives of people with these
rare diseases through innovative scientific research
and support for patient advocacy groups.

For more information please visit:

August 2025

Jlmowvant

Committed to transforming the lives of
patients with pulmonary diseases

Inhaled mosliciguat, Pulmovant’s first investigational candidate, is a potential first-in-class, soluble
guanylate cyclase activator with a novel mechanism of action currently being evaluated in a global Phase 2
PHocus trial NCT06635850) in pulmonary hypertension associated with interstitial lung disease (PH-ILD).

For more information about our company or ongoing clinical trial,
visit https://pulmovant.com or https://phocusstudy.com

Disclaimer: Mosliciguat is an investigational product which has not been approved for use by the U.S. Food and Drug Administration or any regulatory authority
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Patient at Specialist
Patient at GP Cardiologist/
Pulmonologist

Patient needs & feelmgs Emotional distress, isolation, role

changes, new situation to family
Misjudgement, wrong treatment [ Relieved to receive a diagnosis, carers, friends, colleagues etc.,
Isolation — exclusion, wrong Trivialization, misdiagnosis ex. asthma or epilepsy. Situation but: shock after diagnosis, insecure about everything,
self-assessment of like smoking, being gets worse, frustration. inexperienced, unprepared, existential fear, restrictions are not
symptoms, nobody believes overweight or lack of Statistically 3-4 doctors and two @ negation, long road to emotional visible at first glance, will
severeness of symptoms, exercise, leading to the years until correct diagnosis, rare i acceptance. Limited talking time medication help me? What will
patient feels lost. situation getting worse. forwarding to specialized centre, with HCPs, nurse has limited happen in the future — do | have
lack of cooperation with time and little experience with one? What is harmful to me? What
specialized centre. the disease in daily activities. lam | allowed to do? Difficulty to talk|
about the disease, especially
immediately after the diagnosis.

Unaware and
undiagnosed patient

Patient at Expert Diagnosed and
Centre treated patient

At Ferrer we want to make a positive impact in
society and we do so by reinvesting a significant
part of our profits in initiatives with social and
environmental impact, as well as in our people.

In order to fulfill our purpose, we offer
transformative therapeutic solutions with a
special focus on pulmonary vascular and
interstitial lung diseases.

PHA Europe's role is to empower local patient associations to be able to give a perfect #FerrerForGood
service to their PH patients in their country. PHA Europe creates professional tools in
local languages like the Call to Action, academic surveys, websites, social media
campaigns, phone hotlines, training classes, newsletters, educational webinars, task
force participation at PH symposium, the annual conference APHEC, and the

information platform Bel Air Center.
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Enable access to the prescribed treatment at affordable costs p p 9 p facturer of a software medical product .
+  Assisting patients to obtain financial support come first. Those services for patients are helping them risk class | according to MDR".

*  Assisting patients with work-related challenges

PH Network is a space for anyone curious,
concerned or connected to pulmonary
hypertension (PH) and pulmonary arterial

to come one step closer to a normal life and contribute
«  Promoting information platforms ex. Bel Air Center, providing a in to th d i duct (HTA

n r m IC pr .
patient friendly information website with a strong SEO gasimtottheigrass domestic product ( )

+  Advice on everyday matters, adherence to treatment \

«  Inform about new therapies, research studies or legal matters PHA Europe's mission is to enable that all those
(handicapped status, parking permit)
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hypertension (PAH).

-

services for PH patients are available in every

*  Perform patient surveys
i _ _ , Ity At OrphaCare,
o rovide a safe and understanding community, where patients can we don ,t just

talk about
personalised ,
medicine, WE
WE LIVE IT!

share experiences, advices and encouragement with meetings or

Explore the PH Network:

WhatsApp groups for example

*  Provide information such as nutrition or travel guides

h-network.com

«  Assisting patients to obtain additional treatments like for e.g. oxygen
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*  Ensure a better QoL for PH patients and carers

For further information visit us at:
www.orphacare.com

* EU Medical Device Regulai
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ACTIVITY REPORT OF HIPUA FOR WORLD PULMONARY
HYPERTENSION DAY

2026 Each year, World Pulmonary Hypertension Day provides
an opportunity to raise awareness of this rare disease, increase
public understanding, and strengthen the bonds that unite
patients, families and healthcare professionals. In Argentina,
HIPUA (Pulmonary Hypertension Argentina) turned this occasion
into a full month of activities aimed at informing, supporting and
empowering those living with the disease. The activities began on
5 May with a visit to Hospital El Cruce in Florencio Varela, one of
the country's leading referral centres for Pulmonary Hypertension,
Lung Transplantation and Pulmonary Thromboendarterectomy.

NEWS FROM PH ASSOCIATIONS
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Together with Dr. Daniel Aimone and Dr. Marcelo Nahin, HIPUA
organised an in-person meeting for patients and their families,
where medical information was complemented by something
equally valuable: the opportunity to share experiences and learn
from others who are walking the same path.
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5°Encuentro Nacional de
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5°Encuentro Nacional de
Hipertension Pulmm:uar para
pacientes y familiares
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The day concluded with the illumination of iconic landmarks
across the city of Buenos Aires in purple, the international symbol
of Pulmonary Hypertension. Among them were the Monument
to Women, the newly restored Floralis Genérica, and the Space
Tower, all joining the global awareness campaign that each year
brings together patient organizations from around the world.

During the month, another edition of “I Take Five Minutes...
| Take a Breather” was held, providing a space for patients and
their families to come together and strengthen their emotional
well-being. Through peer support and shared experiences, these
gatherings aim to combat isolation, foster support networks, and
provide tools to help people cope with the challenges of living
with a chronic illness.
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Activities continued in the province of Tucumdn through the

“Breathing for Argentina” project, a nationwide & '
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initiative that travels to pulmonary hypertension
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information, raise awareness, and provide support for
people living with Pulmonary Hypertension.
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May was also chosen as the occasion to launch “Patients
as Protagonists”, a project aimed at encouraging the
active participation of people living with the disease.

On that same day, the 5th National Pulmonary Hypertension
Meeting was held as a virtual event, bringing together people

Vacantes limitadas. Requiere inscripcion previe:

MIERCOLES
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18:00hs

from different regions of the country. Specialists from leading
healthcare centers addressed key aspects of the diagnosis,
treatment, and follow-up of the disease, reaffirming the
importance of education as a tool for improving quality of life.

When patients share their experiences, they create
a sense of connection, support others, and turn the
knowledge they have gained into a collective tool capable
of changing lives.
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As a fitting conclusion to this busy month of activities, HIPUA
launched “Living with Pulmonary Hypertension: Information
That Supports You”, a new series of sessions organized by its
Well-being and Active Living Departments. The first session,
“Breathe in the Present”, provided patients and their families
with mindfulness and self-care tools to help them manage
stress, uncertainty, and the everyday challenges of living with the
disease.

Finally, as a member of PHAEUROPE & Global, HIPUA joined
the international “Hope in Every Trial” campaign this year—
a social media initiative highlighting the vital role of clinical trials
in advancing pulmonary hypertension research. We were proud

P
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enfermedad en soledad? ayudar a otros?

to contribute an inspiring story from Argentina through the
experience of our dear Natalia, who shared the positive impact
that participating in a clinical trial had on her life. We would
also like to extend our sincere thanks to PHAEUROPE & Global
for featuring Natalia as Argentina’s representative in this social
media campaign.

Each of these activities reflects a deeply held conviction: no one
should have to face Pulmonary Hypertension alone. Through
education, support, and community building, we continue
working to ensure that every patient finds not only answers,
but also encouragement, hope, and a network of support to
accompany them at every stage of their journey.

#WorldPHDay2026

Hace diez afos, cuando recibi
el diagnéstico de
Hipertension Pulmonar,
decidi creer que existiria una
cura y que yo tenia un papel
que desempeniar en ese
camino... Ser un paciente
activo e informado y
participar en un ensayo
clinico me demostré que

: formamos parte de ese
. proceso y que todo lo que

aportamos ayuda a dar forma
al futuro del tratamiento para

Natalia

, , PH Patient from Argentina
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AUSTRIA

PH AUSTRIA AND THE CHILDREN'S HEART FESTIVAL

On the occasion of World Pulmonary Hypertension Day (WPHD),
representatives of PH Austria participated in the Children’s
Heart Festival. The event brought together patients, families,
healthcare professionals, researchers, and patient organizations
to exchange experiences and raise awareness of congenital heart
disease, pulmonary hypertension, transplantation, and other
complex cardiovascular conditions in children.

Representing PH Austria, Eva Otter and Gerry Fischer attended
the festival and had the opportunity to present a donation from
the Lungenkinder (Lung Kids) Research Association. The donation
was officially handed over to Prof. Georg Hansmann, who was
recently appointed Director of Pediatric Cardiology at the Vienna
Children’s Heart Center, in support of his ongoing research and
clinical projects.

The festival also featured patient symposia, educational
sessions, and networking opportunities for families and
advocacy organizations. PH Austria was pleased to contribute
to this important event, which highlighted the value of
collaboration between clinicians, researchers, patients, and
patient organizations in improving the lives of children living
with pulmonary hypertension and other serious heart and lung
conditions.

NEWS FROM PH ASSOCIATIONS




THE 13TH VIENNA Z0O RUN
The 13th Vienna Zoo Run was once again a great success. The
event, which was limited to 2,000 participants, sold out weeks in

advance and created a fantastic atmosphere at Schénbrunn Zoo.

Under the motto “Get breathless for PH”, runners, families,
groups of friends, and corporate teams came together to raise

MGEIST

' R b by = "l !
! . . .
h P\ ¢
1 %B\ND“- Y <
. G § I
i

g !

awareness for pulmonary hypertension (PH). The unique course
through the zoo and the shared commitment to a good cause
made the event a truly memorable experience.

Aseveryyear, the net proceeds of the event will be donated equally
to the Lungenkinder Research Association and Schénbrunn Zoo
to support the protection of endangered species.

BELARUS

STRATEGIC PARTNERSHIP OF THE ASSOCIATION WITH THE
RSPC,,CARDIOLOGY" (BELARUS)

Instead of funding repetitive local public campaigns, this year the
Association focused its efforts on a strategic partnership with the
Republican Scientific and Practical Center (RSPC) ,,Cardiology.”
Our joint work was aimed at raising awareness about pulmonary
arterial hypertension (PAH) at both the state and expert levels.
Our cooperation over the past year was marked by two key
events:

1. PRESENTATION OF INNOVATIVE TREATMENT METHODS AT
THE MINISTRY OF HEALTH EXHIBITION

As part of the official partnership with the Association, leading
specialists from the RSPC ,Cardiology” presented the center's
advanced achievements at a specialized exhibition at the
Belarusian State Medical University (BSMU), held in conjunction
with the final board meeting of the Ministry of Health. The joint
stand showcased:

* High-tech surgical treatment methods for patients with
pulmonary artery branch thromboembolism and chronic
thromboembolic pulmonary hypertension (CTEPH).

* Domestically produced heart valves and vascular prostheses.
* The application of innovative 3D technologies for treating
complex left ventricular pathologies.

NEWS FROM PH ASSOCIATIONS
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2. INFORMATION AND EDUCATIONAL CAMPAIGN IN THE
+MEDICAL BULLETIN"

To reduce diagnostic timelines and support the patient
community, the Association backed a large-scale expert
publication authored by the heads of the Republican Center for
Pulmonary Arterial Hypertension—Doctor of Medical Sciences
Elena Medvedeva and Candidate of Medical Sciences Tatiana
Troyanova-Shchutskaya. The article, titled ,Idiopathic Pulmonary
Hypertension: Why it is a Diagnosis of Exclusion,” was published
in the Ministry of Health's official publication, the ,Medical
Bulletin,” and successfully conveyed the following key points to
a broad audience of physicians:

* Diagnostic difficulties: Due to the non-specific nature of
early symptoms, diagnosing Idiopathic Pulmonary Hypertension
(IPH) remains one of the most challenging tasks.

* The time factor: On average, it takes about 2 years from the
first manifestations of the disease to a confirmed diagnosis.

* A diagnosis of exclusion: Confirming the diagnosis requires
the systematic exclusion of dozens of alternative diseases.

e Risk groups: The disease can develop at any age, but
statistically, it is more commonly found in women.

The Association’s close collaboration with the country’s key
medical experts has allowed for a responsible reallocation of
resources, directing them toward long-term initiatives that
systematically improve the quality of care for PAH patients in
Belarus.
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This year, our Blue Lips campaign took place at University
Hospital Leuven (UZ Leuven), where more than 10,000 staff
members work every day to provide high-quality care. The
goal was simple but essential: to make doctors, nurses, and
other healthcare professionals more aware of the often subtle
symptoms of pulmonary hypertension.

A photobooth was installed in the hospital, and staff members
were invited to take a picture wearing symbolic blue lips. Each
participant received a printed photo to take home, while the
campaign wall gradually filled with all the images taken that
day—creating a powerful visual statement of solidarity.

On the 11th of May, our campaign at the Gasthuisberg campus
received special attention. Bieke Verlinden, alderwoman for
Care, Welfare, and Cemeteries, visited the hospital to show her
support for PH awareness. Together with our chairperson Wendy
Vansteenkiste, she posed for a Blue Lips photo to mark World
Pulmonary Hypertension Day. Her presence helped amplify the
message and brought additional visibility to the campaign.

NEWS FROM PH ASSOCIATIONS




In connection with World PH Day, PH Belgium also met with
Kathleen Depoorter (N-VA) to discuss policy measures that
could improve early diagnosis and treatment for people living
with PH.

A key topic was the reimbursement of the ProBNP blood
test, an important tool for earlier detection of pulmonary
hypertension. The discussion also highlighted the need for timely
access to innovative therapies, which can significantly improve
patient outcomes.

Depoorter publicly supported the Blue Lips campaign and shared
the initiative on her LinkedIn page. The story was also covered
by professional medical media, including De Specialist and De
Artsenkrant.

The combined efforts of patients, healthcare professionals, and
policymakers resulted in broad media attention. Several national
and regional outlets reported on the campaign, including:

Doctors, patients, and politicians paint their lips blue at UZ
Leuven — Het Laatste Nieuws

Blue Lips campaign raises awareness of rare lung disease: “Often
overlooked during examinations” — Het Nieuwsblad

UZ Leuven and the patient association PH vzw raise awareness of
pulmonary hypertension with a Blue Lips campaign — ROB TV

This visibility helped reinforce the message that early recognition
of PH symptoms is crucial for improving survival and quality of life.

Alongside the hospital campaign, PH Belgium ran a month-long
online awareness action under the motto: “Blue lips are not a
beauty trend. They can be a warning sign.”

The call to action was simple: take a photo wearing blue lips,
share it on social media, and help raise awareness of pulmonary
hypertension. The response was heartwarming.

Throughout May, photos appeared on Instagram and Facebook
from patients, families, friends, and supporters across the
country.

Each week, PH Belgium also shared educational posts about
symptoms, diagnosis, and personal stories from people living
with PH—Dbringing visibility to both the visible and invisible
aspects of the disease.

The combination of physical and digital actions created a
powerful and far-reaching awareness campaign. We are deeply
grateful to all volunteers, participants, healthcare professionals,
and supporters who contributed to this effort.

With these initiatives, we hope to have strengthened public
understanding of pulmonary hypertension and to have supported
earlier recognition of symptoms. PH Belgium remains committed
to raising awareness, supporting patients, and advocating for
better care.

We thank PHAEUROPE & Global for their continued support and
international coordination.

On behalf of PH Belgium (PH vzw),
Wendy Vansteenkiste
Chairperson

PULMONARY HYPERTENSION IN THE PALM OF YOUR HAND

Marking World Pulmonary Hypertension Day (WPHD) 2026 was
another opportunity for us to make our voice heard even louder.
This year, we were especially vocal, because we managed to
organize several events that attracted media attention, allowing
us to continue raising awareness about pulmonary hypertension.

As has become our tradition, the observance of WPHD 2026 in
Bosnia and Herzegovina began with the display of this year's
global campaign visual on video billboards in two cities across
the country. At highly visible locations and major intersections
with heavy pedestrian and vehicle traffic, banners featuring the
slogan “Hope in Every Trail” were displayed. Since the banners
were particularly striking and featured images of people living
with pulmonary hypertension, they attracted the attention of
many passersby who wanted to learn more about the disease.

BUTTERFLIES OF HOPE

The campaign continued at the First Primary School in Zavidovici,
where first- and fourth-grade students marked this very
important date for us in their own special way. Their drawings of
butterflies with outstretched wings symbolized the hope of all PH
patients for positive outcomes from every clinical study aimed at
treating our severe disease. Their colored pencils drew from the
heart for all PH patients.

In this way, we not only included the youngest participants in
the observance of WPHD in our country, but we also managed
to create a wave across social media through their drawings.
It became almost impossible to scroll through social networks
without encountering one of these beautiful butterflies of hope.
For this, we are immensely grateful to the students and their
teachers, Samira Isi¢ and Emira Skejic.
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UNIMAGINABLE WITHOUT BOSNIAN AND HERZEGOVINIAN
ATHLETES

Marking WPHD 2026 without the runners from Biha¢ and the
long-distance cyclist from Zavidovi¢i would be unimaginable.
This was confirmed through sporting events that engaged
all generations and helped spread awareness of pulmonary
hypertension beyond the borders of our country.

Enes Ibrahimagic, a half-marathon and marathon runner, ran 21
kilometers at the beginning of May carrying the symbols of the
European PH community in Croatia, in the unique and fascinating
setting of the Zeljava Airbase Half Marathon. We have hope, hope
in every study and we also have strength in people like Enes,
who never gives up on us and continues to spread awareness of
pulmonary hypertension throughout the region.

In addition to Enes, three more runners from Bihac joined us in
marking WPHD. Emina Cehaji¢ Gradinovi¢, Amar Cehaji¢, and
Adnan Skeli¢ dedicated their participation in the first stage of the
2026 Pljesevica Trail in Bosnia and Herzegovina to everyone living
with pulmonary hypertension. In a true sporting spirit and under
extremely unfavorable weather conditions, this trio was “out
of breath for PH” on a 15-kilometer course with a cumulative
elevation gain of 660 meters.
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Ismet Skulj, a Bosnian recreational cyclist, dedicated his cycling
tour from Bosnia and Herzegovina to Albania this year to people
living with pulmonary hypertension as part of WPHD 2026. His
journey lasted 15 days, during which he covered more than 1,000
kilometers on his bicycle. His route included stretches covered
by snow and rain, with cold and wet conditions throughout, but
none of this prevented him from carrying the symbols of the
European PH community through four countries once again this
year, spreading awareness of our disease and highlighting the
situation of PH patients in Bosnia and Herzegovina.

THE FIRST CONFERENCE DEDICATED TO PULMONARY
HYPERTENSION IN BOSNIA AND HERZEGOVINA

The highlight of the World Pulmonary Hypertension Day 2026
observance in Bosnia and Herzegovina was the organization of
our first conference entitled “Pulmonary Hypertension in Bosnia
and Herzegovina in the Palm of Your Hand.” The conference was
designed to bring together cardiologists and pulmonologists,
representatives of relevant institutions and decision-makers, as
well as patients from across Bosnia and Herzegovina. Although
all stakeholders were invited, representatives of government
authorities and institutions did not respond to our invitation
and were therefore absent. Their absence did not diminish the
importance of the event nor call its realization into question.

The conference “Pulmonary Hypertension in Bosnia and
Herzegovina in the Palm of Your Hand” was held in Sarajevo on
May 15, 2026, and focused on the position of people living with
pulmonary hypertension in our country. It resulted in concrete
proposals and solutions aimed at improving the treatment
of individuals affected by this rare, severe, incurable, and
potentially progressive disease.

Particular emphasis was placed on the signing of the Declaration
on Improving the Diagnosis, Treatment, and Quality of Life
of Patients with Pulmonary Hypertension in Bosnia and
Herzegovina. The Declaration identified the key challenges faced
by patients, ranging from delayed diagnosis and limited access to
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therapies to the lack of reference centers and systematic patient
monitoring.

In addition to Vera HodZi¢, President of the “DAH" Association,
the Declaration was signed by distinguished experts from Mostar
and Sarajevo, including Prof. Dr. Kristina Gali¢, pulmonologist;
Prof. Dr. Edin Begi¢, cardiologist; Prim. Assoc. Prof. Dr. Alden
Begi¢, cardiologist; Dr. Tanja Zovko, MD; and Prof. Dr. Fatima
Gavrankapetanovi¢ Smailbegovi¢, a representative in the House
of Peoples of the Parliament of the Federation of Bosnia and
Herzegovina, who had previously addressed our situation before
one of the key political decision-making bodies in the Federation
of Bosnia and Herzegovina.

The physicians emphasized the importance of early diagnosis,
a multidisciplinary approach to treatment, and the availability
of modern therapies. This view was also supported by Prof. Dr.
Tamara Kovacevi¢ Preradovi¢, a cardiologist from Banja Luka,
who participated in the conference online.

These were precisely the topics that received the greatest
attention and facilitated an exchange of experiences and
proposals for improving pulmonary hypertension care in Bosnia
and Herzegovina, with the goal of earlier recognition, better and
faster diagnosis, and an improved quality of life for patients.

Vera Hodzi¢, President of the “DAH" Association, emphasized that
PH patients in Bosnia and Herzegovina still do not have equal
access to basic first-line therapies throughout the country. She
particularly highlighted the need for access to modern therapies
that are available in European countries, stressing that treatment
of pulmonary hypertension according to European protocols and
standards is not, and must not become, a privilege but rather a
fundamental right of every PH patient in our country.

The conference concluded with a spontaneous dialogue between
patients and physicians. Through the personal experiences
shared by PH patients, it became crystal clear how people living
with pulmonary hypertension in Bosnia and Herzegovina cope
with the disease and the many challenges they face.

PRIDRUZITE SE!
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The conclusions of the conference, summarized in the signed
Declaration and reinforced through the panel discussion,
were unanimous: there is an urgent need to improve systemic
support for patients through the establishment of a national
patient registry, reference centers for pulmonary hypertension,
continuous education of healthcare professionals, and the
provision of therapies in accordance with European and
international protocols and standards.

The fight for a better position for PH patients must become a shared
responsibility of the healthcare system and society as a whole.

The conference “Pulmonary Hypertension in Bosnia and
Herzegovina in the Palm of Your Hand” was organized by the
Association of Citizens Living with Pulmonary Hypertension
“DAH" in Bosnia and Herzegovina, with significant support from
donors. The Association has already announced further steps
aimed at improving the position of this small and disadvantaged
group of patients who are fighting for their breath and their
lives. However, achieving meaningful progress will require the
involvement of decision-makers as well. Despite their absence
from the conference, patients continue to regard them as
partners in addressing the many challenges they face and in
ensuring adequate treatment conditions and access to modern
therapies for people living with pulmonary hypertension in
Bosnia and Herzegovina.

Vera Hodzi¢
President of the Association of Citizens Living with-Pulmonary Hypertension
“DAH" - Bosnia and Herzegovina
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On May 5, the world marks World Pulmonary Hypertension
Day — a day dedicated to one of the most severe and often
late-diagnosed conditions, known as the “blue lips disease.”
In Bulgaria, this day is not just a date on the calendar. It is a
powerful call for solidarity, awareness, and above all — hope.

This year, under the global theme “Hope in Every Clinical Trial,”
Bulgaria once again stood united with patients living with
pulmonary hypertension (PH). As a symbol of compassion and
support, the facade of the National Palace of Culture in Sofia was
illuminated in blue on May 5. Three additional cities joined the
initiative: Ruse lit up the Pantheon of National Revival Heroes,
Plovdiv illuminated the Boris Hristov House of Culture, and
Haskovo turned the bell tower on Yamacha Hill blue — each
beam of light serving as a reminder that no patient should feel
invisible.

In Bulgaria, approximately 500 people live with pulmonary
hypertension. Behind this number stand faces, families, daily
struggles, and quiet courage.

NEWS FROM PH ASSOCIATIONS

BULGARIA BSPPH

CBETOBEH AEH HA
MYJIMOHAJTHATA
XUNEPTOHKA

#WorldPHday2026#LightblueBulgaria

For the fourteenth consecutive year, the Bulgarian Society
of Patients with Pulmonary Hypertension joined the global
initiative, highlighting both the daily challenges patients face and
the vital role of clinical trials and innovative therapies as a source
of real hope.
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This year, the campaign was supported by students from the
Faculty of Medicine at Sofia University “St. Kliment Ohridski,”
as well as graduating seniors from the 31st Secondary School
“lvan Vazov” in Sofia. On their graduation day, May 15, they

chose to send a message not only of new beginnings, but also
of compassion and solidarity with people living with pulmonary
hypertension.

Through their dedication and empathy, they showed that young
people can be a powerful force for meaningful change, inspiring
greater awareness and care for human life.

On May 5, the wo “Pulmonary hypertension resembles an iceberg,”
explains Dr. Lyubomir Dimitrov, interventional cardiologist at the
Pediatric Cardiology Clinic of the National Cardiology Hospital.
“Doctors see only the tip, while beneath the surface remains a
much larger group of undiagnosed patients. Unfortunately, there
is still no non-invasive method to measure pulmonary artery
pressure. Echocardiography can raise suspicion, but definitive
diagnosis requires right heart catheterization.”

The complexity of diagnosis
often  delays  treatment.  And in
a disease where time equals breath, delays cost
dearly.

“Pulmonary hypertension is an invisible disease

that leaves you breathless,” says Natalia Maeva, Chairperson
of BSPPH. “Even the simplest daily tasks — climbing stairs,
moving an object — can completely exhaust you. The emotional
burden is just as heavy: constant uncertainty, treatment side
effects, frequent hospitalizations. Patients must continuously
adapt to a changing ‘new normal’ and often depend on oxygen
concentrators and costly supportive therapy. Access to clinical
trials is essential, because innovative treatments bring real hope
for improving quality of life.”

Her words echo the lived experiences of patients.

Irena Metodieva, a successfully transplanted PH patient, shares
a message to the community:

“I'would like to tell everyone in the PH community — be strong
and believe in a better future. Support one another. Reach out
your hands to each other. And may our society become more

informed, more understanding, and more caring toward the
vulnerable.”

Milena Naneva adds:

“We must not give up despite the diagnosis. Years ago, |
participated in a clinical trial. | know how important it is for
patients from small countries like Bulgaria to be included in such
research. Every step forward leads to a future where patients live
longer and better lives.”

G BREATHLESS FOR
QUi MANARY

Beyond awareness, this year's campaign highlights a painful
reality. BSPPH has once again urged the urgent removal of
administrative barriers within the National Health Insurance
Fund that prevent patients from receiving home oxygen
concentrators.  Although  reimbursement
criteria were officially published in October
2024, the mechanism remains non-functional
in practice. No allocated budget, no effective
procedural pathway — and patients
continue to wait. While policy lags, society
acts.

Through the donation initiative “Breathe,”

BSPPH demonstrated that compassion can move faster than
bureaucracy. Thanks to Nikola Rahnev and the team of Gorata.
bg, three oxygen concentrators were donated. An additional
the Pavel Andreev

fundraising campaign on

platform raised €3,200, M
enabling the purchase of g}
three more devices.

Today, those machines
are no longer equipment
stored in boxes — they
are already in the homes
of people who depend on
them. For many, they are not simply medical devices. They are
the ability to take a deeper breath. To walk a few more steps.
To spend another peaceful day with family. When institutions
remain silent, humanity speaks. And sometimes, the most
precious gift is oxygen.




PHA BULGARIA HIGHLIGHTS PULMONARY HYPERTENSION
AT RARE DISEASE INFORMATION SEMINAR IN VARNA

PHA Bulgaria participated in an information seminar organized
by the National Alliance of People with Rare Diseases in Varna,
contributing to the awareness of pulmonary hypertension (PH) as
arare and life-threatening condition. The event brought together
patients, healthcare professionals, and patient organizations to
promote education, early diagnosis, and collaboration in the
field of rare diseases.

A key part of the program was a lecture on pediatric pulmonary
hypertension delivered by a pediatric pulmonologist. The
presentation focused on the importance of early recognition
and multidisciplinary care and included the discussion of an
inspiring clinical case of a young child with advanced pulmonary
hypertension who was considered a suitable candidate for lung
transplantation. The case highlighted both the complexity of
managing severe pediatric PH and the life-changing potential of
timely referral to specialized transplant centers.

Throughout the seminar, PHA Bulgaria provided educational
materials and information about pulmonary hypertension,
engaging with patients and families to increase awareness of the
disease and available support services.

The event was jointly organized by the National Alliance of People
with Rare Diseases and PHA Bulgaria, with the main coordination
led by Esra Nuri, a medical student and pulmonary hypertension
patient. Her dedication and commitment played a key role in
the successful organization of the seminar, demonstrating the
valuable contribution that empowered patients can make to the
rare disease community.

PHA Bulgaria remains committed to working alongside healthcare
professionals, patient organizations, and the National Alliance of
People with Rare Diseases to improve awareness, early diagnosis,
and access to specialized care for people living with pulmonary
hypertension in Bulgaria.

NEWS FROM PH ASSOCIATIONS
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CHINA

RAISING AWARENESS AND CONNECTING PH COMMUNITIES

iSEEK Pulmonary Hypertension Hope Center has recently been
involved in two initiatives to raise awareness and strengthen
connections within the PH community.

RAISING AWARENESS THROUGH STUDENT ACTIVITIES

In collaboration with the China University of Political Science
and Law, students organised a series of interactive sports games
to raise awareness of pulmonary hypertension (PH). Activities
included running, ring toss, balloon-blowing challenges and
a PH knowledge quiz.

Inspired by the Breathless for PH concept, some activities gave
students a chance to experience breathlessness after physical
exertion and better understand some of the challenges faced by
people living with PH.

The event also raised RMB 1,732.50 in support of iSEEK.

NEWS FROM PH ASSOCIATIONS




AN ONLINE EXCHANGE WITH TAIWAN'S IPAH COMMUNITY

iSEEK also held an online meeting with the Taiwan Idiopathic
Pulmonary Arterial Hypertension Patient Association. Patients
and advocates exchanged experiences on treatment, medication
side effects, advocacy and lung transplantation.

The discussion also highlighted differences in treatment access.
In mainland China, reimbursed PAH treatments are available
to patients with different types of PAH, while in Taiwan,
reimbursement is currently limited to idiopathic PAH. However,
patients in Taiwan generally have higher levels of reimbursement
and access to a wider range of treatment options, particularly
prostacyclin-related therapies.
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We were also touched to learn that the Chair of the Taiwan IPAH
patient community is a caregiver and the father of a patient who
died from IPAH. His experience reminded us that the impact of
PH extends far beyond patients themselves. Caregivers also face
significant physical and emotional challenges, and their health
and well-being deserve greater attention. This highlighted the
importance of not only medical treatment, but also social support
and mental health support for both patients and caregivers.

Despite differences in healthcare systems and treatment access,
the exchange showed how much patients, caregivers and
advocates can learn from one another. Both organisations look
forward to exploring further opportunities for cooperation and
strengthening connections within the PH community.
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CROATIA

WORLD PULMONARY HYPERTENSION DAY 2026 - CROATIA

The Croatian pulmonary hypertension patient association Plava
krila (Blue Wings) marked World Pulmonary Hypertension Day
2026 with a diverse programme of awareness, education, and
community activities that brought together patients, healthcare
professionals, athletes, institutions, and supporters from across
Croatia.

AWARENESS CAMPAIGN AND EARLY ACTIVITIES

Our awareness campaign began several months ahead of May,
with our dedicated team of runners participating in the Sahara
Trail, one of the world’s most demanding desert races. Their
achievement symbolised the resilience, determination, and
strength demonstrated every day by people living with pulmonary
hypertension. This event served as a powerful introduction to the
months dedicated to raising awareness of PH.

PARTNERSHIPS AND EDUCATION

A significant milestone was reached in mid-May when we signed
a cooperation agreement with Zagreb County, which selected our
association for funding for the third consecutive year among a
large number of applicants. Through the project “Blue Wings
for Blue Heroes”, local authorities once again recognised
the importance of supporting people living with pulmonary
hypertension and their families, demonstrating a strong
commitment to patient-centred healthcare and community
engagement.

Education remains one of the cornerstones of our work.
This year, we recorded a special podcast episode featuring
Dr Mislav Lozo, MD, PhD (University Hospital Centre Split).
Dr Lozo and his team have pioneered the implementation of
balloon pulmonary angioplasty (BPA) in Croatia for patients
with chronic thromboembolic pulmonary hypertension (CTEPH).
In the podcast, he discussed recent advances in PH treatment,
highlighted the importance of early diagnosis, and shared
insights into the development of specialised PH care in Croatia.
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SPORT AND COMMUNITY ENGAGEMENT

Sport continues to be one of the most effective tools for raising
awareness of pulmonary hypertension.

Plava krila participated as an official partner in an international
Mini Handball Tournament that brought together more than 500
children from several countries.

Through educational materials and direct
interaction with participants and their
families, we introduced the PH community
to a new audience and reinforced the
message that every breath matters. During
the event, face painting activities for both
children and adults proved highly popular
and significantly increased engagement
and visibility of our awareness message.
Another major highlight was our
participation in the Plitvice Marathon,
one of Croatia’s most recognised running
events. The 2026 edition gathered more
than 900 runners from 50 countries,
providing an exceptional international platform to raise
awareness of pulmonary hypertension. Our runners proudly
carried the PH message throughout the event, helping to extend
awareness far beyond Croatia’s borders.

On the day preceding the marathon, we organised a patient
meeting and educational workshop. The programme included
lectures on psychological wellbeing, coping strategies for living
with a chronic disease, and motivational sessions designed to
empower patients and their families. These gatherings remain
invaluable opportunities for sharing experiences, strengthening
peer support, and building resilience within the PH community.

During the event, we also presented a special recognition award to
Tomislav Smreek — Con¢, one of the most dedicated supporters of
the pulmonary hypertension community
in Croatia. As a symbol of gratitude, we
presented him with a paddle, reflecting
his extraordinary commitment to raising
PH awareness through numerous
sporting and humanitarian initiatives.

Over the years, Tomislav has supported
our work through both joint and
independent projects, including the
remarkable “Breathless Across the
Adriatic” expedition, during which
he rowed the entire Croatian Adriatic
coast in just six and a half days. He has also participated in the
Via Adriatica Trail and other awareness campaigns, significantly
contributing to the visibility of pulmonary hypertension and the
challenges faced by those living with the condition.

UDRUGA OBOLJELIH OD
PLUCNE HIPERTENZ JE
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PARTNERS AND SUPPORTERS

None of these activities would have been possible without the
continued support of our long-term partners and sponsors. We
are especially grateful to the Croatian Society of Pulmonary
Hypertension Foundation (HKD Foundation), HTD, MSD,
and Bauerfeind, whose ongoing support enables us to deliver
educational programmes, awareness campaigns, and patient-
focused activities throughout the year.

We also acknowledge the support of Kras, Croatia’s oldest and
most renowned confectionery company, which supported our
sports activities by donating its iconic Bronhi candies. Known for
its long-standing slogan “Bronhi — Breathing Made Easier,” this
symbolic connection to our mission was particularly meaningful in
the context of pulmonary hypertension awareness.

“THE SCARF THAT BREATHES" INITIATIVE

“The Scarf That Breathes” (Marama koja diSe) is a new awareness
initiative currently being developed by our association, aimed at
increasing public understanding
of  pulmonary  hypertension
and highlighting the everyday
challenges faced by people living
with the disease.

The initiative is centred around
a specially designed blue scarf
symbolisingbreath, life, hope,and
solidarity with the PH community.
Through this campaign, we aim
to engage patients, healthcare

GET BREATHLESS FOR |~
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professionals, athletes, public figures, supporters, and the wider
public in raising awareness about pulmonary hypertension, early
diagnosis, and patient support.

The project is currently in the preparation phase, including
development of campaign materials, visual identity, promotional
activities, and strategic partnerships. Once launched, “The Scarf
That Breathes” will serve as a visible symbol of solidarity and
a platform for sharing stories, promoting understanding, and
encouraging public engagement.

We believe this initiative has strong potential to become a powerful
awareness tool, increasing the visibility of pulmonary hypertension
and strengthening support for the PH community in Croatia.

LOOKING AHEAD

World Pulmonary Hypertension Day 2026 once again demonstrated
the strength of collaboration between patients, healthcare
professionals, institutions, athletes, and supporters. Together, we
continue to raise awareness, improve understanding of pulmonary
hypertension, and ensure that the voices of people living with PH
are heard throughout Croatia and beyond.

CROATIA

dr. sc. Mislav Lozo PLAVA KRILA ZA
dr. med., specijalist kardiologije KBC Split PLAVE HEROJE llI
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This year, on May 5, we once again celebrated World Pulmonary
Hypertension Day (WPHD), which raises awareness about the
challenges faced by patients living with this serious condition.

The main event in the Czech Republic took place in Brno, where
patients, their families, friends, and supporters gathered on May
10th for a symbolic hike to Spilberk Castle. The hike was not only
a pleasant gathering but also a reminder of the daily struggle
patients with pulmonary hypertension face during everyday
activities.

Blue balloons accompanied the participants along the way as a
symbol of pulmonary hypertension and the patients’ blue lips,
which is one of PH symptoms. Those interested could also try
inflating a balloon with a straw to step into the shoes of patients
with pulmonary hypertension for a moment and feel just how
challenging each breath could be. This symbolism helped many
people better understand the limitations patients face every day.

As part of this year's WPHD, the Czech Association of Patients
with Pulmonary Hypertension (SPPH) attended the cardiology
conference in Brno, where we even had our own booth. During
the conference, we had the opportunity to speak with doctors,
medical staff, as well as prominent Czech cardiologists and
professors. The conference included a traditional charity run,
which is attended primarily by healthcare staff.

NEWS FROM PH ASSOCIATIONS
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An important part of this year's World Pulmonary Hypertension
Day was also the symbolic light-up of prominent buildings in
blue, a color that symbolizes pulmonary hypertension and refers
to cyanosis, which is the bluish coloration of the lips and other
areas caused by a lack of oxygen. These included, for example,
the Dancing House in Prague, the Husa na provdzku Theater in
Brno, the Omega Shopping Center and City Hall in Olomouc, and
the Tomas Bata skyscraper in Zlin. This symbolic lighting helped
raise public awareness.
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World Pulmonary Hypertension Day was also featured in the
(zech media as our patron Sabina Laurinovd, Professor Jansa,
and the president of our association, Milena Kaftanova, were
interviewed. We would like to thank everyone who participated
in this year's activities and helped raise awareness about

pulmonary hypertension!
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GERMANY

GERMANY: PATIENTS RAISING AWARENESS THROUGH
COLLABORATION

To mark World PH Day, the German patient association PH-
Selbsthilfe mit @ und 1Q highlighted the importance of patient
voices through several awareness initiatives.

One of the key projects was the patient brochure ,Living with
PAH", created by patients for patients. It offers practical advice
and personal experiences and is now available in PH centres
across Germany.

Another highlight was the podcast , Together Strong: Self-Help
and Research in the Fight Against Pulmonary Hypertension”,
featuring patient advocates Katharina Reimer and Julia Beese,
together with PH expert Prof. Dr. Hanno Leuchte. The episode
shares personal stories about diagnosis and living with PH and
the value of patient support.

Further collaborative projects are already planned, continuing
the shared commitment to improving awareness and education
for the PH community in Germany.

NEWS FROM PH ASSOCIATIONS

PODCAST: Together Strong: Self-Help and Research in the
Fight Against Pulmonary Hypertension

https://aufherzundnieren.blogs.audiorella.com/120-93-

gemeinsam-stark-selbsthilfe-und-forschung-im-kampf-gegen-
lungenhochdruck

PATIENT BROCHURE: Living with PAH
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HUNGARY

On April 25, 2026, we organized the 14th PH Patient Meeting of
the Tiid6ér Egylet (Hungarian PH Association). We were happy
to welcome many fellow patients, supporters and interested
parties. The meeting not only provided an opportunity for
personal conversations and exchange of experiences, but also
for us to have more direct contact with our treating physicians
and specialists.

®

Apulmonalis hypertoniaban
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The educational program began with a welcoming speech by
wemmsn EsZter Csabuda, the president of our association.
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Afterwards, Dr. Erzsébet Boros, head of the department, gave
a presentation on the rehabilitation options for reducing complex
lymphedema. In PH patients, leg swelling can sometimes
be caused not only by fluid retention, but also by lymphatic
circulation disorders, so it was particularly useful to learn more
about its causes and treatment options.
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The video of the presentation is available here:
https://www.youtube.com/watch?v=njfnT1UZ0bk&t=2s




Then, Dr. Gergely Agoston PhD, med. habil. head of the
department, spoke about the most common side effects of
medications used in the treatment of PH. This is an important
topic for every patient, as almost everyone has encountered
unpleasant symptoms during treatment. It was mentioned how
important perseverance is, because it often takes time for our
body to adapt to the medications, and to experience that in
addition to their beneficial effects, possible discomforts subside
or become more tolerable.

The video of the presentation can be found here:
https://www.youtube.com/watch?v=79tAVDLRKxM&t=1073s

-

Rendta Ocské-Horvdth explained the role of nurses in
subcutaneous treprostinil therapy. She highlighted how
important the work of healthcare specialists is in education,
monitoring and everyday assistance. She presented practical
information on pump use, as well as the benefits and difficulties
of the therapy.

The patient presentations were a particularly inspiring part of
the program. Our fellow patient Eszter K6halmi shared her
personal experiences of everyday life with a medication pump.

Adam Rakonczai told us how he experienced his diagnosis
as a young man and how the disease changed his life and
relationships. Csaba Konkoly showed us through practical
examples the tactics and techniques he uses to plan his days in

order to minimize the discomfort caused by side effects. Déra
Erdélyi spoke briefly about her lymphatic circulation problem
and in more detail about her experiences with sleep apnea and
its treatment.

These personal stories were a good example of how to adapt

|II

to the “new normal” and the important role resilience plays in
everyday life. The speakers jointly emphasized that living with
treatment does not only mean taking medications and attending
check-ups. Our own activity is equally important: regular exercise
according to our capabilities, awareness and the effort to not
only live with the disease, but to live with it as best as possible.
Treatments can give us the opportunity to set goals and get closer
to achieving them.

In closing, Dr. Krist6f Karldcai, Chief Physician, said a few
thoughts.

The video about this program item can be watched here:
https://www.youtube.com/watch?v=ARPDYD1fytA&t=18s

We were delighted that Dr. Balazs Gieszer accepted our invitation
and gave a presentation on the role of thoracic surgeons in the
treatment of PH, asin some cases lung transplantation may be the
only solution. Unfortunately, we cannot make this presentation
available.

4

Following this, great interest was evoked by the presentation of
Chief Physician Dr. Kristof Karldcai, in which he emphasized that
research activities are currently in progress in the treatment of PH in
order to ensure that even more modern therapies will be available
in the future. The video of the presentation is available here:

https://www.youtube.com/watch?v=hAtbzIKrFNI

Of course a breathing exercise led by physiotherapist Dr. Vera
Kardosné Major is an essential part of the patient meetings. The
video about this exercise may also be of use to those who would
like to incorporate some exercises into their home exercise
program:

https://www.youtube.com/watch?v=99_729MHKkw

It was a pleasure to be together again, to talk with each other
and share our experiences. The participants also took home a
number of useful publications, including nutrition advice, travel
guides for PH patients, a breathing exercise booklet, and two
new publications that help to better understand treatment
guidelines. All of these materials contribute to patients being
more up-to-date and taking a more active role in their own care.

This year, we held our association’s annual general meeting on
May 19. Our president, Eszter Csabuda, reported on the activities
of the previous year and illustrated with photographs the
work of patients and volunteers, which was aimed to increase
awareness of PH. Our association operates in difficult financial
circumstances, so the cooperation and help of our supporters
is still very much needed. Dr. Krist6f Karlécai, our treating
physician, was also present at the general meeting, from whom
we could also ask questions and discuss our individual problems
this time as well.




In May, the month of World PH Day, we joined the international
campaign of PHAEUROPE & Global. This year's theme focused on
how we can find hope in every research. Our fellow patient, Déra
Erdélyi, summarized her experiences in Hungary and also talked
about the hope that participating in a clinical trial brought her
when existing treatments were no longer enough. This hope is
not only for the participants in the research, but also for the fact
that these treatments may thereby become available to others in
the future. Living with PH, life is often a race against time, and
clinical trials can give us time and a new chance to survive.

#WorldPHDay2026

A klinikai vizsgalatok tébbet
jelentenek, mint innovativ

kezelésekhez valé
hozzaférést. Lehetéségek
arra, hogy atvegyuk az
irdnyitast egészséglink felett,
és részesei legylink annak a
fejlédésnek, amely masokon
is segithet. Igen, a részvétel
idét, vizsgalatokat és
eréfeszitést igényel, de
ugyanakkor beleszélhatunk a
holnap terapiainak
alakitasaba. Szamomra a
vizsgalatban val6 részvétel
nem csak az allapotomrél
sz6lt — hanem arrdél is, hogy
hozzajaruljak valami
nagyobbhoz, és a reményrél.
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On May 23, 2026, our association was able to introduce itself
at the Zugldi Civil Kavalkdd (An event for the NGOs of Zugld,
Budapest). Since our headquarters are located in Zuglo,

strengthening local relations is important to us. The aim of the
event was to bring civil organizations closer to the people and
provide an opportunity to learn about their activities. We were
able to talk at length about the work of our association, about
PH itself, and why it is difficult and often still delayed to make a
diagnosis. We also shared the challenges that people affected by
PH live with, and how important support is to us so that patients
can remain part of society to the fullest extent possible.

At our tent, we welcomed those interested with an immersive,
attention-grabbing activity: the participants could create colorful
works of art by blowing bubbles. We asked them to take a deep
breath and let out the tension.

During the month of World PH Day, it is especially important
for us to draw attention to the importance of breathing - the
fundamental thing that most of us take for granted. The exhaled
air appeared in a playful form on the paper, becoming a pattern
of special colors and shapes. The idea of this communal creation
came from a young artist from Zuglo.

Very enthusiastic little artists visited our tent while we raised
awareness of our rare disease and provided information about
the symptoms to their parents. Given the great success of
the program, we would like to continue this activity at other
awareness-raising events.

Hungary is currently undergoing significant changes, so there is
still a lot of work ahead of us. We continue to work to effectively
advocate for the PH patients and improve treatment options and
their outcomes.

s

Eszter Csabuda -Tiiddér Egylet
www.tudoer.hu
https://www.facebook.com/tudoer.egylet

ISRAEL

Aryeh Copperman, CEO of the Israeli Pulmonary Hypertension
Association, has transformed his family’s personal experience
with pulmonary hypertension into a lifelong commitment to
supporting patients.

Twenty-one years ago, Aryeh’s wife was diagnosed with
pulmonary hypertension during her fifth month of pregnancy.
The diagnosis led to an extremely difficult decision: the pregnancy
had to be terminated in order to save her life.

This experience brought Aryeh to the Israeli Pulmonary
Hypertension Association, where he initially volunteered and
eventually became CEQ. Today, the association supports patients
and families, raises awareness of pulmonary hypertension,
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advocates for access to treatments, and helps patients navigate
everyday challenges.

During the first half of 2026, the association increased its media
activity and published several articles in Israel’s national media.
It also began a new collaboration with another lung disease
association to strengthen advocacy and protect patients’ rights.

Recently, Aryeh’s wife underwent a successful lung transplant in
Toronto, Canada. Despite continuing to support his wife through
her recovery, Aryeh remains actively involved in the association’s
work.

“My goal is to make sure that no patient has to go through this
journey alone,” he says.




AIPI'S FIRST SIXMONTHS OF 2026

The first half of 2026 was a particularly full one for AIPI, anchored
by three milestones: our annual patient and family meeting in
Bologna, the publication of our first two quarterly newsletters of
the year, and the release of two new resources for our community.
Alongside these, our members made their own mark, with patient
and AIPI board member Marika Gattus taking part in several
initiatives in support of PH awareness.

25-YEAR ANNIVERSARY OF AIPI

In 2026, AIPI celebrates a quarter of a century since it was founded
in 2001. Over the past 25 years AIPI has built up a wide-ranging
body of activity in support of PH patients and their families. On
the information side, the association has

held annual meetings with
presentations  from  key
scientific experts, published
92 editions of its quarterly
newsletter and ten patient
booklets covering everything
from the basics of PH, its
treatments and  surgical
options through to mental

ITALY AIP]
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support in arranging travel to medical appointments, as well as
professional legal advice on pensions and welfare benefits, and
direct financial support through the association’s solidarity fund.
AIPI has also worked to raise the profile of PH more broadly,
through advocacy with national and local health
authorities, awareness campaigns fronted by well-
known testimonials from TV, cinema, arts, and sport,
and representation of patient interests at congresses
and other scientific and industry meetings.

ANNUAL PATIENT AND FAMILY MEETING

Our annual patient and family gathering took place
in Bologna on 12 April 2026, and this year it doubled

health and practical tips

for everyday life. All the AIPI information resources are
available online on its website. AIPI also provides news and regular
updates of its activities on its social media channels (3,6k followers
on Facebook). Patients and family members have also been able
to rely on round-the-clock telephone helplines, organisational

as a celebration of AIPI's 25th anniversary. President
Pisana Ferrari opened the day with a review of the association’s
activities in 2025, presented the 2025 budget and AIPI's plans
for the current year, and — stepping in for Prof. Gali¢, who was
unable to attend for health reasons — gave a scientific update
covering the history of PAH treatment as well as current and future
therapies. Adelmo Mattioli, our welfare and pensions consultant,
returned for his annual briefing, this time focused on 2026 updates
to labour protections and disability benefits. Over lunch we

ASSOCIAZIONE
NE IPERTENSIONT
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) Insieme per combattere
a malattia che toglie il respg

celebrated our 25 year anniversary with a cake and Prosecco. As
always, the day closed with the traditional charity tombola.

NEW AIPI RESOURCES

On the publishing front, AIPI released two editions of its quarterly
newsletter, AIPI news, and introduced to the public its two new
volumes: a poetry collection by Barbara Boneta, a PAH patient
living in Trieste, with beautiful watercolour paintings made by
her daughter Ajlin, and a new collection of patient testimonials
curated by Italian journalist Roselina Salemi. Both were presented
ata public event in Trieste on 28 January and then launched at the
annual meeting in Bologna on 12 April.
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PH AWARENESS

Beyond the annual meeting, one of the highlights of the period
was the Solo Women Run 2026, held in Cagliari, Sardinia, on
Sunday, 8th of March, which brought together over 16,000
women in a solidarity event celebrating women'’s health and
raising awareness of conditions that disproportionately affect
them. Within this run, PH patient and AIPI board member
Marika Gattus rallied a group of around 230 women, who took
part wearing blue lipstick and carrying blue balloons to raise
awareness of PAH and encourage others to ,donate a breath”
to those affected. Gattus wrote afterwards that the day was as
much about caregivers as it was about patients themselves, and
she summed up the spirit of the group with its motto — ,we are
just a drop, but drop by drop we can become a lake, a river, a
sea” — pointing to 8 March as proof that this had been achieved.
The ,,Dona un Respiro” group also used the occasion to collect a
donation in support of AIPI's activities.

Marika  Gattus’s
contributions  to . -.
AIPI's  activities S 2 L5 S

as
o i punto di partenza

continued beyond
the run:  she
wrote about her
experience of living
with a rare disease
in issue n. 91 of our
newsletter, and in

the Camino de Santiago while living with PAH.

Marika also attended the opening of the ,Aria di Vita” campaign,
promoted by MSD Italia under the patronage of AIPI and AMIP,
which launched in Rome on 25 March and featured an original
musical composition by renowned composer Maestro Enrico
Melozzi, inspired by patients experiences of living with PAH.
And in June she represented IERFOP-ETS (European Institute for
Research, Training and Vocational Guidance), the organisation she
works for, at ExpoAid 2026, Italy’s largest national event dedicated
to disability and inclusion, held in Rimini.

Efp.gi\‘l)‘s
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THE ACTIVITIES OF THE PULMONARY HYPERTENSION
PATIENTS ASSOCIATION

In recent months, the Association’s activities have focused on
various meetings at the institutional level and with pharmaceutical
companies, as well as supporting patients with all their needs
(we were able to identify a psychologist dedicated to pulmonary
hypertension).

An important initiative was conducted with MSD Italia. Music
maestro MELOZZI, well-known in Italy, composed the song ,Aria
di Vita” to give patients a voice. A giant saxophone was displayed
in the train stations of Rome, Bologna, and Milan. The initiative
received considerable media coverage (link: https.//www.youtube.
com/watch?v=2UVE(fskgjg).

NEWS FROM PH ASSOCIATIONS

ITALY (AMIP)

Furthermore, with AOP Italia, we are conducting a survey to
understand patient needs and are advancing the home delivery
method for medications and aids, obviously without encountering
the many challenges associated with the current regulations.

We are planning five doctor/patient meetings starting Saturday,
October 3rd. They will take place in Verona, Pavia, Rome, Naples,
and Palermo (we are also working on holding such a meeting in
Sardinia).

ﬁg%ﬁm, we can!

7 JAPAN

The East Asia PH Patient Forum 2026 brought together physicians
and patient organisations from Japan, Korea, Taiwan and China for
regional exchange, collaboration and patient-family networking.

On Saturday, 30 May 2026, PHA Japan hosted the East Asia PH
Patient Forum 2026 in collaboration with EASOPH (East Asia
Pulmonary Hypertension Network) at the Kobe International
Conference Center. The afternoon programme brought together
physicians and patient-organisation representatives from Japan,
Korea, Taiwan and China.

The forum opened with the latest updates from physicians and
patient organisations across the four participating countries and
regions. It then moved into a round-table discussion on common
pulmonary hypertension challenges and the possibilities for
patient support and collaboration across East Asia.

Taking place in May, a month that also marks World
Pulmonary Hypertension Day on 5 May, the forum offered
a timely opportunity to strengthen connections across the
regional PH community.

rtension Pa
East Asia galmon;vu':l":,'ummmmnn

A central moment of the forum was s ot 3.
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AREAS FOR COLLABORATION

* Share information about medical care, treatment options, care
environments and patient-support activities across participating
communities.

* Hold regular dialogue, including an annual information
exchange where possible.

* Support the translation and sharing of materials for patients
and families, where possible.

SIGNATORIES

Noriko Murakami
Wen-Chao Huang
Sujin Lee

Huan Huang

The forum concluded with a patient and family networking
session, reinforcing the event's focus on connection as well
as information. By creating space for physicians, patient
organisations, patients and families to meet within one
programme, the forum provided a practical setting for exchange
across horders.

The Memorandum of Understanding gives that
exchange a simple structure for the future:
- continued dialogue, sharing useful information

b and materials, and learning from experiences

the signing of the East Asia Pulmonary | shimmasmo e

across different communities whenever possible.
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China represent a positive step forward for

collaboration across the wider East Asia region.
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LATIN AMERICA

May was a month of action, unity, and advocacy for the
pulmonary hypertension community in Latin America.

At the Latin Society of Pulmonary Hypertension, we
continued advancing our #AdvocateToBreathe
(#IncidirParaRespirar)  campaign,  delivering
messages of awareness, access, early diagnosis, and
hope across different countries in the region. Several
of our member organizations carried out in-person
activities in countries such as Peru, Venezuela, and
Colombia, among others, while others developed virtual
initiatives to continue amplifying the voice of patients.

In addition, we successfully held the 4th Virtual
Pulmonary Hypertension Marathon, bringing
together more than 200 participants from across Latin
America, 19 speakers, and 6 hours of learning, science,
advocacy, and hope.

HIPERTENSION
(mn PULMONAR

We were also honored to join PHAEUROPE & Global's
global campaign, “Hope in Every Trial,” an initiative
that highlights the importance of clinical trials in creating
new opportunities, innovative treatments, and hope for
people living with pulmonary hypertension. We sincerely
thank PHAEUROPE & Global for allowing us to be part of
this valuable global campaign.

We extend our gratitude to our 20 member organizations,
collaborators,  patients,  caregivers,  healthcare
professionals, leaders, and volunteers who made every
activity possible and demonstrated that when we work
together, we can go further.

We remain committed to advancing greater awareness,
improved access to treatments, more research, and a
better quality of life for all people living with pulmonary
hypertension throughout our region.

#incidirParaRespirar
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LATVIA

BRINGING ,,HOPE IN EVERY TRIAL": CELEBRATING WORLD
PH DAY 2026 IN LATVIA

This spring, the pulmonary hypertension community in Latvia
came together for a very special World PH Day campaign titled
“Hope in Every Trial”. From April 22nd to June 4th, 2026,
the patients’ association PHA Latvia, in close collaboration with
PHAEUROPE & Global and dedicated medical professionals,
launcheda heartwarming digital campaign on Facebook and
Instagram. The main goal was to shine a light on the vital role of
clinical trials in creating better treatments and bringing a brighter
future for PH patients.

HEARTFELT STORIES AND EXPERT INSIGHTS

The true heart of this campaign was the incredible community
involvement. We are deeply proud of and grateful to the five PAH
patients: Aleksandrs, Zigrida, Viktors, Laura, leva, who bravely
shared their real-life testimonials about participating in clinical
trials. Engaging so many patients to speak up was a huge success
and touched many hearts.

Additionally, the campaign featured five educational video
interviews with cardiologist Dr. Ricards Kaulins from Pauls
Stradins Clinical University Hospital (PSKUS). Dr. Kaulins kindly
explained the ABCs of clinical trials, helping to ease patients’
concerns and explain how clinical trials’ protocols work.

ABIG "THANKYOU"” TO OUR TEAM

A special shout-out goes to PHA Latvia's social media specialist,
leva Araja. Thanks to her hard work and dedication, the
association’s previous valuable materials like our educational
booklet and 2023 videos were promoted alongside 19 translated
information materials from PHAEUROPE & Global. leva did a
fantastic job keeping our community informed and engaged
every single day during the campaign.

THE CAMPAIGN IN NUMBERS

NEWS FROM PH ASSOCIATIONS

* Facebook: with 7 original posts, 6 video reels, and 19
PHAEUROPE & Global materials, the campaign achieved an
25,192 impressions (with 70% coming from non-followers). Our
reels alone got 6,815 views, and we had over 1,000 interactions.
e Instagram: our content reached 838 accounts, gathering
2,703 views and 265 likes and reactions.

The campaign wrapped up on June 4th with a final video showing
the vital role of trials through the eyes of patients, caregivers, and
the whole PH community. Thank you to everyone who watched,
shared, and stood together with us. There truly is hope in every trial.

Authors of article: leva Plume, leva Araja.
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BRINGING FAMILIES TOGETHER: CHILDREN'S PH DAY IN
THE NETHERLANDS

One of the highlights of our World Pulmonary Hypertension Day
activities this year was the Children’s PH Day, organized by the
Dutch Pulmonary Hypertension Foundation in collaboration
with the National Pediatric PH Expertise Center at the University
Medical Center Groningen (UMCG).

The event brought together families of children living with
pulmonary hypertension for a special day at the Dolfinarium in
Harderwijk. Our goal was simple: to create a space where families
could learn, connect, share experiences, and enjoy quality time
together.

While the children participated in activities throughout the park
and enjoyed a memorable dolphin show, parents attended
educational sessions led by Professor Dr. Rolf Berger, one of the
leading pediatric PH specialists in the Netherlands, and dietitian
Jannie IJbema. These sessions provided valuable insights into
living with pediatric PH and offered parents the opportunity to
ask questions and discuss practical challenges.

However, the most meaningful aspect of the day was the
opportunity for families to meet one another. Parents exchanged
experiences, shared advice, and found comfort in speaking
with others who truly understand the realities of raising a child
with pulmonary hypertension. For many participants, these
connections were just as valuable as the medical information
provided.

The feedback we received was overwhelmingly positive. Families
left with new knowledge, practical tools, and a stronger sense of

NEWS FROM PH ASSOCIATIONS

THE NETHERLANDS

community. Most importantly, the children enjoyed a carefree
and joyful day filled with fun, laughter, and new friendships.

Events like Children’s PH Day remind us how important it is to
bring the PH community together. Beyond raising awareness,
they strengthen the support network that patients and families
rely on every day.

As one parent said at the end of the event:
,You really should have been here.”
The Dutch Pulmonary Hypertension Foundation is proud to

continue creating opportunities for connection, education, and
support for everyone affected by pulmonary hypertension.

BEHIND THE SCENES: A FIRST LOOK

A cosy campervan. Beautiful locations. Meaningful conversations.
Arelaxed atmosphere with room for recognition, honesty — and
the occasional laugh.

That's exactly the feeling we wanted to capture with Opgeladen
(,Recharged”), a new web series exploring what it really
means to live with pulmonary hypertension. It's not just about
the illness — it's about the people, the connections, and the
moments that give you new energy.

For this series, we sat down with Charlotte (31 years), Eline (23
years) José (54), Sonny (40), and Piet Hein (65) — each bringing
their own story, expertise, and perspective, but all sharing the
same goal: supporting people living with PH through recognition,
practical guidance, and hope.

The series will be released soon — but in the meantime, here’s a
sneak peek from behind the camera.




NIGERIA

The Walk4PH Community in Nigeria marked World Pulmonary
Hypertension Day 2026 with a powerful awareness walk bringing
together patients, healthcare professionals, advocates, volunteers,
and supporters.

Under this year's theme, ,Hope in Every Trial,” participants not only
walked in solidarity with those affected by pulmonary hypertension
(PH) but also helped raise awareness about the challenges faced
by the PH community, including access to diagnosis, treatment,
specialized care, and clinical trials.

The official World PH Day 2026 campaign materials by PHAEUROPE
& Global were used effectively throughout the event, helping to
amplify important messages for the PH community in Nigeria and
across Africa. The campaign’s visual identity reinforced the call for
greater awareness, improved access to care, and continued hope
for those living with PH.

HOPE

IN EVERY,
TRIAL

PH affects 31.5 million people worldwide,
with an even greater societal impact.

TENSION

 Wordpndayaors
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One month later, the impact of Walk4PH 2026 continues to
resonate. Every step taken, every conversation shared, and
every voice raised contributed to a growing movement of hope,
advocacy, and awareness.

Patient advocate Ayotunde Omitogun, who was featured in
this year's World PH Day campaign developed by PHAEUROPE,
expressed heartfelt thanks to the volunteers, PH patients, partners,
and supporters who came together to make Nigeria's first PH
Awareness Walkathon and World PH Day 2026 event a success.

We celebrate the dedication of our PH community in Nigeria.
Together, across continents and communities, we continue working
toward a future where no person living with PH is left behind.

We, at the Walk4PH Community Nigeria, are keeping hope alive
and making every step count.
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NORTH MACEDONIA

In recognition of World Pulmonary Hypertension Day, our
organization successfully held an awareness event aimed at
promoting understanding of pulmonary hypertension and
supporting those affected by this rare and serious condition. The
event brought together healthcare professionals, supporters,
and members of the wider community in a shared effort to raise
awareness and encourage solidarity.

The highlight of the day was a 7-kilometer awareness run, which
attracted approximately 60 enthusiastic participants. Runners of
different ages and backgrounds joined the event, demonstrating
their support for people living with pulmonary hypertension
and emphasizing the importance of physical activity, community
engagement, and public awareness.

The run served not only as a sporting activity but also as a
powerful symbol of perseverance and determination. For
individuals living with pulmonary hypertension, everyday
activities that many people take for granted can present
significant challenges. By participating in the run, community
members showed their commitment to standing alongside
patients and helping bring greater visibility to a condition that
often remains underrecognized.

NEWS FROM PH ASSOCIATIONS

To create a vibrant and welcoming atmosphere, a DJ provided
music throughout the event, helping to energize participants and
spectators alike. The music contributed to a positive environment
that encouraged interaction, celebration, and community spirit.
An information booth was also established at the event
site, serving as a focal point for awareness-raising activities.
Visitors had the opportunity to learn more about pulmonary
hypertension, its symptoms, diagnosis, treatment options, and
the daily realities faced by patients. Educational materials were
distributed, and conversations with volunteers helped increase
public understanding of the disease and the importance of early
diagnosis and access to specialized care.

The eventdemonstrated the value of community-driven initiatives
in promoting health awareness and supporting patients affected
by rare diseases. Although modest in scale, the gathering
successfully brought attention to pulmonary hypertension and
fostered meaningful engagement among participants.

We would like to express our sincere gratitude to all runners,
volunteers, supporters, and partners who contributed to the
success of this year's World Pulmonary Hypertension Day event.
Their participation and enthusiasm helped transform a simple
awareness campaign into a meaningful opportunity to educate
the public and strengthen community support for individuals
living with pulmonary hypertension.

As we reflect on this successful event, we remain committed to
continuing our efforts to raise awareness, advocate for patients’
needs, and build a more informed and supportive society.
Together, we can help ensure that pulmonary hypertension
receives the attention it deserves and that those affected by the
disease know they are not alone.
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NORWAY

The Board of the Norwegian Association participated in
Rare Disease Day. This is an event where patients, relatives,
healthcare professionals, and organisations come together to
raise awareness of rare diseases.

Many of the presentations particularly highlighted the importance
of early and accurate diagnosis, equal access to treatment, and
the need for increased research into rare conditions. Several
speakers emphasised how important patient involvement is in
the development of healthcare services, and how collaboration
between specialist healthcare services, municipal healthcare
services and patient organisations can
contribute to better support and follow-
up in everyday life.

Personal stories from patients and
relatives provided strong and important
perspectives on what it means to live
with a rare diagnosis - including both the
challenges and the ways people manage
and cope with their condition.

We are also continuously working to ensure that all PAH patients
have equal access to specialised rehabilitation, regardless of
where in Norway they live. Norway has several regional health
authorities, and we have experienced that they differ in terms of
what rehabilitation services they offer.

NEWS FROM PH ASSOCIATIONS

VELKOMMEN TIL
SJELDENDAGEN 2026!
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We used the PAH Day on the 5th of May to
focusonthisissue byholdinga meetingwith
LHL, doctors, and legal experts. With their
support, we hope to be able to influence
the system so that all PAH patients are
offered the same opportunities for
specialised rehabilitation.

We have also organised patient evenings for PAH patients.
These have proven to be very popular. We serve pizza, provide
information about the work we are doing on the Board, and
encourage everyone to share their thoughts and suggestions.
These gatherings have proven to
be valuable, both socially and in
terms of focusing on the disease
itself, coping strategies and sharing
experiences.

We have also started the process
of having PAH officially registered
as a rare disease in Norway,
with its own ORPHA code. This is

POLAND

On May 5th, members of our association took to the streets
of Bielsko-Biata to spread awareness about pulmonary
hypertension. We were met with overwhelming kindness from
the residents. They were eager to talk with us and listen to us
about this rare disease.

It was beautiful, creative, and much-needed! Above all, we
wanted to bring awareness to this difficult topic. We also wanted
to show how important mutual support is.

Our campaign was full of important conversations and valuable
materials:

Leaflets for passershy: We distributed materials with the most
important facts about the disease. We discussed the symptoms
to look out for and advised on which tests should be performed.

,0la Onko” Guides: We distributed special booklets. These
guides covered an important topic: the impact of chemotherapy
on leukemia and its connection with pulmonary hypertension.

new in Norway and is important

in terms of ensuring appropriate healthcare and follow-up.
Furthermore, such a registry can provide a basis for recruitment
to medical studies, the development of national quality registries,
and increased knowledge and recognition internationally.

Best regards,
Marit, LHL PAH Norway
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We haven't forgotten about the children. We've prepared
something special for them:

The Tale of Johnny: This is a story about a boy suffering from
pulmonary arterial hypertension (PAH). The story shows how
lonely a sick child can be at school. It teaches that peers should
be supported, not ridiculed or shunned.

Creative Backpacks: We distributed backpacks with our
association’s logo to the children. The little ones could paint
them themselves. It was a lot of fun!




At the end of the meeting, we prepared a pleasant surprise. We
distributed beautiful blue cosmetic bags with the association’s logo
to the patients. Blue symbolizes our fight for clean lungs and easier
breathing.

The event included singing — our patient’s daughter played guitar
for us, and we sang songs

After the event, we all went for lunch together. Since the weather
was beautiful that day, we went for a walk around the city. We
admired the charming Bielsko-Biata market square and took lots
of photos together. There was a lot of laughter and joy.

However, the real surprise awaited us in the evening.
The city illuminated the bridge and fountain blue especially for us!
This beautiful gesture and the view were breathtaking. It was a very
moving moment for all of us.

This year, our ,Cities in Blue” campaign reached a new, unique
location. For the first time in history, we gathered for World
Pulmonary Hypertension Day in Gotaiicz! All of this was made
possible thanks to the generosity and openness of the local
authorities.

Our patient, Izabela tega, vice president of the association,
traveled to Gofaricz with her mother. They had a beautiful
mission to fulfill there.

The Mayor of the City and Commune of Gotaricz, Mr. Robert Torz,
without hesitation, agreed to support our initiative. In solidarity
with the sick, blue lights flashed across the city! Two important
buildings were illuminated with the color of hope and clean
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breath: the Gotaiicz City and Commune Office building and the
Gotancz Cultural Center. Our patient met with the Mayor under
these beautifully illuminated buildings. Mr. Robert Torz shared
many warm words with our entire community. He wished us
good health and emphasized his great joy in participating in such
important initiatives.

Milenka educates her peers in Oswiecim. On May 5th, on World
Pulmonary Hypertension Day, something extraordinary happened.
Milenka, the daughter of our patient, decided to organize a unique
educational event! She conducted it at the Primary School with
Integrated Departments No. 4 in Oswiecim. It's amazing how a
young person can become a voice for such an important cause and
teach others empathy and understanding.

Milenka prepared a true lesson in sensitivity for her schoolmates.
In a very simple and engaging way, she told them about pulmonary
hypertension. She wanted the children to understand the
challenges that sufferers face every day.

The highlight of the meeting was the straw test. This simple
exercise involves breathing solely through a thin drinking straw.
This allowed each child to briefly experience how difficult it is to
breathe for someone with pulmonary hypertension. This short
experiment showed the children why health and clean breathing
are so valuable.

Educational gifts for children Milenka provided her peers with
materials and surprises funded by the association:

Information leaflets: She distributed materials for the children
to take home so that their parents could also learn about the
disease.

Association backpacks: Each participant received a commemo-
rative backpack, which brought much joy.

The school day at the John Paul Il Public Primary School in
Szydtowiec became a unique opportunity to do something
good. We combined this joyful day with our awareness
campaign for World Pulmonary Hypertension Day. It was
a time full of smiles, learning, and great fellowship!

That day, the school hallways were visited by many wonderful
guests. Among them were both young and adult residents of
our area. However, we weren't alone! | had incredible support
in spreading awareness about the disease. My young assistants,
with enormous dedication and heart, helped me raise awareness
in the local community. Together, we explained what pulmonary
hypertension is and the importance of recognizing the symptoms
quickly.

Our stand was incredibly popular. We prepared
a wealth of useful gadgets and educational materials for visitors,
which sold out quickly: Knowledge packages: We distributed
information leaflets with the most important facts about the
disease. School gadgets: Everyone could receive a souvenir pen or
lanyard. For creatives: The fabric bags for children to color in were
a huge hit.

Thank you for your time, for every kind word, and for your
incredible, positive energy. Thanks to you, we know that our
mission is truly meaningful!




On the occasion of World Pulmonary Hypertension Day, the  Professor Justyna Rybka (hematologist), who explains the impact
,0li-Onko Hematology Guide” published an important and  of chemotherapy on pulmonary hypertension.

moving article by Matgorzata Piekarska, president of the

Pulmonary Hypertension Association. The author shares her  The cover featured the president of the Pulmonary Hypertension
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to experience firsthand the effort involved in each breath of their attention and treatment on swelling—they ~ should  pay
a person with pulmonary failure and the preciousness of our hematology departments. In this particular attention to. We want to
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be easily overlooked. As a result, that will allow them to promptly
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World Pulmonary Hypertension Day at School Desks On May 5th,
the day of World Pulmonary Hypertension Day, an extraordinary
educational event took place at Primary School No. 2 in Ziebice.
The main topic was pulmonary arterial hypertension (PAH) -
a rare and serious disease, about which awareness was being
built throughout the school community that day. Teachers and
students participated with great enthusiasm, with particular
emphasis on grades 1a, 2a, and 3a
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listened to a moving fairy tale about eight-year-old Johnny. ) o
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The story of the boy, who, despite his illness, dreamed of
things typical of his peers, allowed the students to understand
the everyday challenges faced by people with disabilities.
The fairy tale became a starting point for a conversation about
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PORTUGAL

For the Portuguese Pulmonary Hypertension Association (APHP),
World Pulmonary Hypertension Day 2026 was much more
than a single awareness moment. Throughout the month of May,
APHP joined the PHAEUROPE & Global campaign “Hope in
Every Trial”, combining it with our own national initiative,
“Pontes de Esperanca para a HP” (Bridges of Hope for PH) —
a campaign built around education, connection, advocacy, and
hope.

Thisyear's efforts aimed not only to raise awareness of pulmonary
hypertension among the general public, but also to strengthen
the bonds between patients, families, healthcare professionals,
institutions, and all those who walk alongside the PH community.

Throughout May, pulmonary hypertension gained important
national visibility through television and media coverage, helping
to bring both the medical and patient perspectives closer to the
public.

On the 4th of May, the national television programme Bom
Dia Portugal (RTP1) https.//fb.watch/HHOJ2R5rVI/  featured
an interview with Dr. Mario Santos, Head of the Pulmonary
Hypertension Unit at Hospital de Santo Antdnio and coordinator
of the Pulmonary Hypertention Study Group of the Portuguese
Society of Cardiology. The interview helped raise awareness for
pulmonary hypertension, the challenges surrounding diagnosis,
and the importance of specialised care and early recognition.

NEWS FROM PH ASSOCIATIONS

A second television feature aired on May 10th in Jornal da
Tarde (RTP1) hitps://www.rtp.pt/play/p16047/e928097/jornal-da-
tarde (min. 18:03 to 22:15), one of Portugal’s leading lunchtime
news programmes, this time sharing the patient perspective
through Luisa Gongalves, a pulmonary hypertension patient
from Madeira. In a deeply personal testimony, Luisa shared her
diagnostic journey and the reality of regularly travelling from
Madeira to Porto for specialised follow-up care, helping to shine a
light on the daily challenges and resilience of people living with PH.

Together, these television appearances reached an estimated
audience of over half a million viewers, contributing
significantly to national awareness efforts.

In addition, APHP secured multiple online and print media
features, generating an estimated media circulation of more
than 1.1 million impressions, with an estimated media value
equivalent of approximately €72,883.

The highlight of this year's awareness campaign took place on the
16th of May, when APHP held its national World PH Day event
at ICBAS - University of Porto, under the theme “Pontes de
Esperanca para a HP" (Bridges of Hope for PH).

The event brought together approximately
80 participants, including patients,
caregivers, family members, healthcare
professionals,  researchers,  speakers,
institutional  representatives,  industry
partners, and friends of the PH community.
Participants travelled from across the
country — including Madeira, Algarve,
Santarém, Lishon, Coimbra, Porto,
Braga, Viana do Castelo, and Viseu
— reflecting the national reach and
growing engagement of the Portuguese
PH community.

The conference opened with the

institutional  presence of Member

of Parliament and physician Dr.

Miguel Guimaraes, former President of
the Portuguese Medical Association, whose
participation reinforced the importance of
advocacy, visibility, and continued efforts to
improve quality of life for people living with
pulmonary hypertension in Portugal.

Throughout the day, participants engaged in a
diverse scientific and educational programme
designed to bring together knowledge, lived
experience, and meaningful dialogue.

One particularly memorable moment was the
“Respirar em Movimento"” (Breathing
in Movement) session, led by sports
physiologist Cristine Schmidt. After an
introductory educational presentation on
movement and pulmonary hypertension,
participants moved outdoors for an adapted
group exercise session combining breathing
techniques, mobility, and light resistance
exercises. Carefully adjusted to individual
physical limitations and abilities, the session
became a joyful and meaningful moment of
connection between patients, families, and
healthcare professionals — showing that
movement, when adapted and supervised, can
be both empowering and safe for people living with PH.

The programme also included highly valued sessions on pediatric
pulmonary hypertension, scientific innovation, and one of
the most emotional and engaging topics of the day: pregnancy
and contraception in pulmonary hypertension, led by Dr.
Cristina Cruz. The discussion sparked meaningful reflections
among patients, many expressing hope that future scientific
advances may create new possibilities for
women living with PH, even if these changes
may come too late for their own personal
journeys.

Another particularly dynamic moment
was the practical workshop dedicated
to parenteral therapies and infusion
pumps, led by Nurse Carla Sa. Through
demonstrations, educational materials, and
open discussion, patients and caregivers had
the opportunity to ask questions and share
P personal experiences regarding life with
infusion therapies. Conversations around
treatment transitions — including experiences
moving from epoprostenol to newer therapies
& such as selexipag or treprostinil — highlighted
not only improvements in quality of life but
also the significant psychological burden
8 that infusion therapies can place on
patients and families, while reinforcing
hope for future therapeutic advances
% with fewer limitations.

The day also featured a successful
World caPHé session, where patients
and family members worked in separate
groups to reflect on challenges, priorities,
and opportunities for improving life with
pulmonary hypertension. The discussions
generated meaningful insights and
practical reflections, reinforcing the
importance of listening to lived experiences
and co-creating solutions together.

To extend awareness beyond the event
itself, APHP also developed and distributed
educational posters and leaflets to
¥4 portuguese PH reference centres,
helping reinforce patient information
and visibility of pulmonary hypertension
within healthcare settings.

The event concluded with APHP’s General

Assembly, during which a new board was elected, welcoming

four new members and reinforcing the association’s commitment
to continued growth, patient advocacy, and future projects.




Throughout May, APHP maintained a strong digital awareness
campaign across social media, combining educational content,
campaign materials, event promotion, and patient-centred
messages inspired by this year's “Hope in Every Trial" theme.

Across APHP social media channels, the campaign generated:
59,416 people reached
129,734 content views
6,312 interactions
3,565 profile visits
207 new followers
This year also marked the launch of APHP's LinkedIn page,
representinganimportant new step instrengthening professional
and institutional visibility.

World PH Day 2026 reminded us that pulmonary hypertension
may be a rare and challenging disease, but no one should face
it alone.

More importantly, it reminded us that bridges of hope are built
when patients, families, and healthcare professionals
walk side by side — learning from one another, sharing
experiences, and working together towards better care, greater
awareness, and a better quality of life for everyone living with
pulmonary hypertension.

ROMANIA

On May 8, the Romanian Pulmonary Hypertension Patients’
Association, together with the “Victor Babes” Hospital for
Infectious Diseases and Pulmonology in Timisoara, and with the
support of partners in the pharmaceutical industry, organized
the first regional meeting of patients, doctors, and caregivers,
titled “We Breathe Together, We Fight Together.”

The event was attended by 29 patients and caregivers, along with
doctors and nurses from the hospital, hospital management, and
representatives of the association.

The event included several discussion sessions, as follows:

* Association representatives (Mr. Bogdan Burduja, Ms. Daniela
Voinea, Ms. Anca Berendea, Mr. Florin Dumitrescu) spoke
about the importance of patient associations, patients’ active
participation in association activities, educational programs,
advocacy work, and the support provided by partners in the
pharmaceutical industry;

* Physicians from the Pulmonary Hypertension Expert Center
(Dr. Nicoleta Bertici, Dr. Ovidiu Mladinescu Fira, Dr. Radu Lala,
Dr. Irina Stan, Dr. Alexandru Crisan, Dr. Dana Biris) delivered
presentations tailored to doctor-patient communication,
covering the following topics:
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- New medical strategies for managing pulmonary hypertension
(PH)—a multidisciplinary approach, featuring pulmonologists
and cardiologists

- Physical exercise and physical therapy for patients with PH

- Psychological counselling for patients with chronic diseases
(including PHT)

- Nutrition tailored to patients with PHT.

The most successful presentations—given their unique nature
and the fact that such information is not readily available in most
specialized medical facilities—were those covering physical
therapy and exercise, as well as the discussions on psychological
support.

The event was a success, with all participants expressing their
delight at having been able to attend the first meeting of its kind.




The following day, on May 9, activities dedicated to World
Pulmonary Hypertension Day continued with an awareness
campaign aimed at raising awareness of pulmonary hypertension
and the special needs of patients, held in Bistrita in partnership
with the Via Transilvanica Association (viatransilvanica.com).

The event was organized as part of the “Good Day on Via
Transilvanica” initiative and, together with the regional meeting
on May 8, is part of the events dedicated to World Pulmonary
Hypertension Day, held under the slogan
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At this second event, under the motto “PH doesn’t stop us. We
keep moving forward,” patients and volunteers demonstrated
that resilience can transform any challenge into a beautiful
experience.

The event's program included an outdoor awareness and
exercise activity, during which participants walked a 2-kilometer
stretch of the Via Transilvanica, celebrating the freedom of the
trails and the importance of exercise for health. For patients with
PHT, every step is a victory, and this outing symbolizes the desire
not to let the disease limit the joy of living.

The second part of the event featured the “Kaleidoscope of Hope”
workshop, where, alongside Veronica Soare, participants—
both patients and members of the general public—built
kaleidoscopes, symbolically learning that life, even when it
seems to consist of “shards” (difficult diagnoses), can create
images of rare beauty if directed toward the light.

“May 9 marks the third part of our journey this year,” stated
representatives of the Association. “After exploring our inner
selves alongside psychologists and then building bridges of trust
with doctors in Timisoara, we came to Bistrita to celebrate life in
motion and the warm support of the volunteers, who help the
‘kaleidoscope’ spin every day.”

The event received support from prestigious organizations,
underscoring the importance of solidarity in the fight against
this rare condition (PHAEUROPE & Global, AOP Health, Vital Aire,
Johnson & Johnson).

B AsOCIATIA PACIENTILOR
CUHIPERTENSIUNE
PULMONARA DIN ROMANIA




3,! SERBIA

On the occasion of World Pulmonary Arterial Hypertension Day,
the Pulmonary Hypertension Serbia Association held a panel
discussion on May 28, 2026, entitled “PH Yesterday, Today,
Tomorrow.”

The panel was accompanied by a press conference, during
which the key messages of the event were presented, with a
special emphasis on the importance of early diagnosis, access to
modern therapies, and ensuring that treatment reaches patients
as quickly as possible. We are also very pleased that the event
received significant media attention, with coverage in more than
20 media outlets, including several national TV stations and
prime-time broadcasts.

The panel brought together patients, family members, medical
experts, representatives of the healthcare system, and decision-
makers to open an honest discussion about the development of
pulmonary hypertension treatment in Serbia, current challenges,
and the future that brings new therapeutic options, improved
diagnostics, and a better-organized patient pathway through the
healthcare system.

We are especially pleased that the event was attended by a large
number of people, both in the audience and among the speakers.
The atmosphere was extremely positive, and the presentations
and discussions showed how important it is to have patients,
physicians, representatives of institutions, and all those who
can contribute to improving the position of patients sitting at the
same table.

NEWS FROM PH ASSOCIATIONS

The speakers at the panel were distinguished experts who,
through their knowledge, experience, and many years of
dedicated work, have made an enormous contribution to the
development of pulmonary hypertension treatment in Serbia
and the region: Prof. Dr. Slavko Simeunovi¢, long-standing
Head of Pediatric Cardiology at TirSova Children’s Hospital and
Director of Profmedika Simeunovi¢, as one of the pioneers of
pulmonary hypertension treatment and management in the
former Yugoslavia; Prof. Dr. Arsen Risti¢ from the University
Clinical Center of Serbia, which includes the Reference Center
for Pulmonary Hypertension; Prof. Dr. Jovan Matija3evi¢ from
the Institute for Pulmonary Diseases of Vojvodina in Sremska
Kamenica and the Reference Center for Pulmonary Hypertension;
as well as Dr. lvan Stankovi¢ from the Reference Center at the
Clinical Hospital Center Zemun.

Another guest of the panel was Dr. Zeljko Popadic,
representing the National Health Insurance Fund of
Serbia (RFZ0), whose presence was particularly important, as
it enabled discussion on access to therapies, procedures, waiting
times, and future steps from the perspective of an institution that
plays a key role in ensuring patients’ right to treatment. With Dr.
Zeljko Popadi¢, we also discussed the major progress made in
the treatment of pulmonary hypertension in Serbia, especially
compared with the situation some ten years ago, when specific
therapies were not available to patients. Today, the situation is
significantly different, and this progress represents an important
result of the joint efforts of the medical profession, institutions,
decision-makers, and patient associations.

The speakers addressed all important topics related to the lives
of patients with pulmonary hypertension: from early diagnosis,
timely initiation of therapy, and shortening the waiting time for
treatment, to the availability of modern therapies, the role of
reference centers, teamwork, and the need for the patient voice
to be included in all important discussions about the future of
treatment.

Today, we are pleased to say that Serbia has made a major step
forward over the past decade in terms of therapy availability
for patients with pulmonary hypertension. Among the available
treatments is the first innovative therapy for pulmonary
hypertension, representing an important step toward more
modern treatment and a better future for patients.

It is also highly significant that one potent therapy, which until
recently had been available only to adult patients, has recently
become available to pediatric patients as well. This represents
a major step forward for children and young people living with
this serious and progressive disease, as it expands treatment
possibilities and allows therapy to be tailored more individually
to patients’ needs.

Pulmonary hypertension is a disease in which time is extremely
important. Early diagnosis, rapid initiation of therapy, and
reducing the waiting time until treatment actually reaches the
patient can significantly influence the course of the disease,
quality of life, and long-term treatment outcomes.

We would like to thank all participants, speakers, patients,
physicians, representatives of the healthcare system, and friends
of the association who, through their presence and support,
contributed to making this panel an important step in our shared
fight for a better, safer, and more dignified life for patients with
pulmonary hypertension.

PH Yesterday, Today, Tomorrow — from the fight for
access to therapies to hope for more modern, faster, and

better treatment for every patient.

Pulmonary Hypertension Serbia Association
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SLOVAKIA

As part of the WPHD campaign, PHA Slovakia held several events
this year.

Throughout May, we ran a social media campaign to support
clinical trials and the need for innovative treatments, prepared
by PHAEUROPE & Global. We also prepared and published
several patient stories from Slovakia. Athletes also supported our
campaign with their activities - a two-day 375 km relay race Vltava
run and a physically demanding competition Urban Challenge.

NEWS FROM PH ASSOCIATIONS

In Slovakia, we have been fighting for the categorization of
innovative treatment for the second year. This year's entire
campaign was carried out in this spirit. On April 29, we prepared
a press conference with experts on the topic “When time decides
life”. The speakers were top doctors Prof. Goncalvesova and
Dr. Kafkova from specialized PH centers in Bratislava and
KoSice. The President of the Rare Diseases Alliance, Assoc. Prof.
Foltanovd, spoke about the pitfalls of the upcoming amendment
to the Drug Policy Act. President PHA Slovakia Iveta Makovnikova
spoke about the problems that patients struggle with and the
need to accept innovative treatment. PAH patients present also
shared their stories with the media.

On May 5, four cities across Slovakia also marked World PH Day
by illuminating seven landmark buildings in blue. Some cities
also informed the public about World PH Day on their social
networks.

This year, we decided to create the project “Children Need to
Breathe Too,” to support not only children with pulmonary
hypertension, but all children, for whom ordinary breathing
causes serious problems. The project was created in cooperation
with the Primary School with Kindergarten in Dolna Strehova,
where a member of our association Zuzana worked until
recently. During April, students from the entire school were
educated about PH and, under the guidance of their teachers,
participated in an art competition. They prepared not only art
works, but also greetings for sick children. The ten best artworks
were exhibited at Imre Madach Castle, belonging to the Slovak
National Museum. On May 5, a running competition was held
as part of the project, in which the entire school participated.
The event was not primarily about competition, although the
winners were awarded, but to understand how children struggle
with breathing during ordinary activities, to understand that
breathing cannot be taken for granted. It was a wonderful day
full of experiences, energy, joy and belonging. Finally, we took
selected artwork, greetings, a short video from the activity and
small gifts to the children at the Children’s Cardiocenter in
Bratislava to encourage them in their fight against the disease.
https://www.youtube.com/watch?v=-R2kt-f1yGA




On May 29-30, we continued the traditional symbolic march of
patients with PH under the motto “I will stand up for you". This
year was the 10th anniversary. We started it with an information
seminar on the eve of the march on the topic of innovative
treatment. Our invitation was accepted by Dr. Regina Hercikova
from Prague, who has been dedicated to patients with PH for
years, but also actively works in the patient association. We
also welcomed the members of the SPPH board of directors -
chairwoman Milena Kaftanova and vice-chairwoman Milusa
Sulcovd, but also several members of the Czech association.
The entire event was opened by the mayor of the municipality
of Telgart, who hosted our event. Dr. Hertikova spoke very
interestingly about the positive impact of innovative treatment on
patients in the Czech Republic. This treatment is not yet available
in Slovakia, which worries most patients who are impatiently
waiting for it. Chairwoman Milena Kaftanova provided
an overview of the 20-year activity of the SPPH. Vice-chairwoman
of the ZPPH Jana Gurafova finally addressed the audience with
her story and the problems that accompanied her illness.

On May 30, the actual climb to Kralova hola (King's Hill) (1946 m)
with an elevation gain of 1079 m took place. In front of the Telgdrt
Hotel, a meeting and registration of participants took place, who
received placards displaying photographs of patients. Attendance
was high, with 115 participants taking part, among them 8 children
aged 2-8 years. All were in a good mood with a determination to
check their own fitness. Members of the Sumiacan folklore singing
group also came to greet us, who accompanied the tourists on the
hike with their symbolic Slovak song “Na Kralovej holi”. This year, in
addition to tourists, cyclists could also join the event. Some tourists
didnotmanagetoreachthetop of Krdlova hola, butthey managedto
fight to the maximum, which we greatly appreciate. All the patients
kept their fingers crossed for them. At least their photos reached
a place that many of them may never be able to visit themselves.
, \ * oy . We prepared a unique visit to the Bell Museum for the patients
| G o = SR W and took them by bus to the Cottage under King's Hill, where they
, Y 347 4 | ; ; S could enjoy the beauty of nature and meet cyclists on the return
: ;&@\‘ . Q Vi . : : trip. The tourists were accompanied by a crew from the public
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television STVR and a report from the event will be published in
the program Televikend. The conclusion of the entire event was
an informal evaluation of the event, thanking all participants for
their support. The pleasant atmosphere was complemented by a
raffle draw, of which there were plenty. We are pleased to have
established a presence in this region as well.
https://youtu.be/RfVQeeXahNo

Iveta Makovnikovd
PHA Slovakia




SLOVENIA

REPORT ON THE EDUCATIONAL AND PROFESSIONAL
MEETING FOR PULMONARY HYPERTENSION PATIENTS AND
THEIR FAMILIES

Drustvozapljunohipertenzijo Slovenije organized an educational
and professional meeting for people living with pulmonary
hypertension (PH), their family members, and association
members. The purpose of the event was to provide participants
with expert information about the disease, present opportunities
for improving quality of life, and encourage networking and the
exchange of experiences among patients
and their families.

The program included lectures delivered

by experts from various fields, covering

key aspects of living with pulmonary

hypertension.  Participants  received

information on disease management,
current  treatment approaches, and
emerging therapeutic options. Special
attention was also given to physical activity
and exercise within individual limitations,
breathing techniques, nutrition, sleep,
and the psychological challenges faced by
patients.

The topic of family support was also addressed, as pulmonary
hypertension significantly affects the daily lives of both patients
and their loved ones. The lectures provided practical guidance
for understanding the disease and coping with its impact.

The professional program was delivered by Assistant Professor
Polona Mlakar, physiotherapists Mateja Nolimal and Metka
Medle, Sandra Pecnik, and Dr. Bernarda Logar Zakrajsek.
The event was hosted and moderated by Katja Cimermandic.
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An important part of the meeting was the concluding roundtable
discussion, during which patients living with pulmonary
hypertension shared their personal experiences. Tiana, lztok,
and Nina openly discussed the challenges they face in their daily
lives and the adaptations that help them maintain the highest
possible quality of life and level of activity. Their contributions
provided valuable insights into the practical realities of living
with pulmonary hypertension and encouraged open discussion
and mutual support among participants.

The event contributed to increased
awareness among patients and
family members, strengthened their
understanding of the disease, and
further connected the pulmonary
hypertension community.
Participants ~ gained  valuable
information,  practical  advice,
and the opportunity to exchange
experiences with others facing
similar challenges.

For the association, this was one
of the most important events
of the year. It enabled stronger
connections among members and participants, increased the
visibility of the association, and resulted in the recruitment of
several new members. Most importantly, it allowed us to get to
know one another better and strengthen our sense of community.
We aim to build on these foundations through continued
networking, education, and the development of a strong support
network for people living with pulmonary hypertension and their
families.

PODCAST - PH: ZGODBE IN ZNANJE

This year, the Association has also placed a special emphasis on
raising awareness and providing education through the podcast
PH: Stories and Knowledge. The podcast addresses various
aspects of living with pulmonary hypertension, bringing patients,
their families and the wider public closer to topics ranging from
treatment and physical activity to everyday challenges, support
and the importance of community. Through conversations with
healthcare professionals and people with personal experience of
the disease, the Association aims to provide reliable information,
practical advice and, above all, a sense of connection and support.
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SOUTH AFRICA

Our Pulmonary Hypertension Association of South Africa has ”dsa

ypertension Ass
f South Africa

celebrated World PH Day with a PH Awareness conference hosted
in Cape Town and Johannesburg on the 30th of May. We reached
an even broader audience since the event was streamed online
to patients all over South Africa. It was a PH Awareness event for
patients, caregivers and the medical community to learn more i
about the condition and opportunity for patients to socialise. WA B ROTEA HOTE
We had patients sharing their stories and unique journeys about ey ‘A £ MARRIOTT

life with PH. We had Prof Allwood sharing education around PH el
and the management of the condition, while a Cardio respiratory
physio team shared about the importance of physical activity in
PH. We could all also take part in some practical exercises.

This day really left us all with a sense of community, hope and
armed with information to better tackle the PH journey together.
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Choose one’s own way.,”

Viktor E. Frank]

Pulmonary Hypertension Association
of South Africa




RAISEAWARENESS...WEARE PULMONARY
HYPERTENSION: “FEEL WHAT IS NOT
SEEN"

In the context of World Pulmonary Hypertension (PH) Day, the
National Association of Pulmonary Hypertension (ANHP) has
developed throughout the month an intensive awareness campaign
under the motto “Hipersensibilizate...somos Hipertension
Pulmonar (“Raise Awareness... We are Pulmonary Hypertension”),
an initiative that each year aims to raise visibility of this rare,
serious and progressive disease that affects thousands of people
in Spain.

Within this overarching slogan, the 2026 campaign has specifically
focused on the message “Feel what is not seen”, highlighting the
invisible nature of many of the limitations experienced by people
living with pulmonary hypertension.

Through different awareness, information and participation
actions, we have sought to bring society closer to the daily reality
of those living with this disease and to foster greater empathy
towards its physical, emotional and social impact.

As an organization that hosted the first World Pulmonary
Hypertension Day in 2012, ANHP maintains a strong commitment
to dissemination, patient support, and social and institutional
advocacy. Throughout the month of May, we have carried out
activities aimed at patients, families, healthcare professionals,
public administrations and society as a whole, achieving significant
reach both in-person and digitally.

CAMPAIGN HIGHLIGHTS

* DIGITAL CAMPAIGN “FEEL WHAT IS NOT SEEN”

Throughout May, we developed an intensive social media
awareness campaign through testimonial videos, informational
posts and collaborative actions aimed at increasing the visibility of
pulmonary hypertension and the challenges faced by those living
with it. In this regard, we also encouraged the creation of original
content by our members through personal testimonies, videos and
TikToks.

Through these posts, they shared invisible aspects of their daily lives

NEWS FROM PH ASSOCIATIONS

SPAIN ANHP

that reflect the true burden of the disease: from the complexity of
medication routines or relying on oxygen therapy 24 hours a day,
to the effort required to normalize everyday activities such as going
to work or using public transport. We also highlighted the need
to use disabled parking spaces and the emotional strain of feeling
judged for having a disability that is not visible at first glance.

Together with our participation in initiatives promoted by
PHAEUROPE & Global, we contributed to amplifying the
awareness message at both national and international level.
https.//hipertensionpulmonar.es/campanas/lanzamos-la-campana-
hipersensibilizate-somos-hipertension-pulmonar-siente-lo-que-no-se-
ve-para-dar-visibilidad-a-la-hipertension-pulmonar/
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* PODCAST “THE KIND FACE OF LIFE”

On May 5th, we launched the campaign activities by collaborating
with the podcast “La cara amable de la vida” (“The Kind Face of
Life"), a space dedicated to rare diseases. Two patients from
our association took part in an episode focused on pulmonary
hypertension, sharing their experiences and helping bring the
harsh reality of this condition closer to society.

One of the guests delivered a deeply emotional dual testimony:
first as a family member of her brother, who passed away due
to pulmonary hypertension, and later as a patient herself after
receiving her own diagnosis of genetically linked pulmonary
hypertension. The second participant shared her journey living
with the disease caused by toxic oil syndrome; a difficult path
that led her to a lung transplant, speaking openly about the
challenges of the process as well as the hope and positive
transformation it brought to her life.

The interview was shared across our digital platforms throughout
the month, achieving wide reach and contributing significantly
to awareness of the disease. https.//www.youtube.com/
watch?2v=hrUrBrf ZbM

R

. Dia Mundial de la Hipertension Pul

e SYMBOLIC LANDMARK ILLUMINATIONS ACROSS SPAIN

On May 5th, once again, numerous iconic buildings and
monuments across Spain were illuminated in blue as a sign
of support and solidarity with people affected by pulmonary
hypertension. This symbolic action, now a consolidated part
of our annual campaign, continues to be a powerful tool
for drawing attention to a still little-known disease. https://
www.google.com/maps/d/edit’mid=1gVxm7/Zhwb7juw/40cm-
QOoKWOV(j348usp=sharing

* IMMERSIVE EXPERIENCE “FEEL PULMONARY HYPERTENSION”
The activity “Feel Pulmonary Hypertension” once again played
a central role in the campaign. On May 6th it was held at the
General University Hospital of Toledo, and on May 9th at the
Clinic Obert event at Hospital Clinic de Barcelona.

Through different immersive dynamics, participants were able to
experience some of the daily difficulties faced by people living
with pulmonary hypertension, fostering a better understanding
of the disease and promoting empathy towards those who live
with it.

pERsensibilizate o
>ERTENSION PULMONAR Oy

Asociacion Nacional | =
HIPERTENSION PULMONAR
#

5 DE MAYO &
TENSIO

 TRAINING ACTIVITIES FOR PATIENTS AND FAMILIES

Training and patient support also played a key role throughout
May. On May 13th we held the online workshop “Energy
management in pulmonary hypertension”, delivered by our
psychologist, who provided practical tools to help manage fatigue,
organize daily activities and improve emotional wellbeing.

In addition, on May 18th we held the online seminar “Sleep
hygiene”, with participation from specialists in pulmonology,
respiratory physiotherapy and psychology. The session addressed
the importance of rest, the most common sleep disorders and
their relationship with pulmonary hypertension.
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e MAKING THE INVISIBLE VISIBLE

Throughout the campaign, we have worked to
highlight that many of the consequences of pulmonary
hypertension are not visible at first glance. Extreme
fatigue, breathlessness, physical limitations and
emotional impact are part of the daily reality of
thousands of people, even though they are often

.a minimizacién también es un reto a la hora de valorar

- Sise compara con las etapas peores (busqueda de diagnéstico sin tratamiento)

- Restan importancia a los sintomas debido a la adaptabilidad

- Han normalizado vivir con fatiga

- En las entrevistas responden que pueden hacer las cosas sin explicar el coste fisico

SPAIN FCHP

La adaptabilidad y la minimizacién
Pueden ocultar el verdadero impacto de la enfermedad

Fdl)l Asociacion Nacional de
f HIPERTENSION PULMONAR

o |NSTITUTIONAL AWARENESS

On May 22nd, we delivered a training session for assessment
teams from the Disability Assessment Centers of the Community
of Madrid. The session deepened understanding of pulmonary
hypertension and raised awareness of the limitations caused by
a disease that is often invisible to those unfamiliar with it. The
activity included both professionals from the association and a
patient, providing both technical insight and lived experience.

o GENERAL ASSEMBLY AND ANNUAL MEMBERS' MEETING

On May 29th, the XXIV General Assembly and Annual Members’
Meeting of ANHP took place in San Lorenzo de El Escorial, one
of the most important events of the year for the organization,
serving as a space for meeting, participation and strengthening
of the association community.

Within this meeting, the in-person workshop “Assessment
and training of inspiratory muscles” was delivered by
a physiotherapist specialized in pulmonary hypertension.
During the session, members learned about the importance of
respiratory muscle training and practical tools to incorporate it
into their daily lives.

K FIEL
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unnoticed by those around them.

Through the message “Feel what is not seen”, we
aimed to encourage society to look beyond appearances
and better understand the reality of those living with
this disease. Because only through knowledge and
empathy can we move towards a more inclusive, aware
and committed society for people living with rare diseases.

Because not everything that limits can be seen. But it can

be felt.
Es
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WORLD PULMONARY HYPERTENSION
HIPERTENSION PULMONAR

A MONTH OF COMMITMENT TO RAISING AWARENESS OF
PULMONARY HYPERTENSION

To mark World Pulmonary Hypertension Day, observed every
May 5, the Spanish Pulmonary Hypertension Foundation
(Fundacion contra la Hipertension Pulmonar - FCHP)
organized an extensive programme of awareness, education,
scientific outreach and patient support activities throughout
April and May 2026. The campaign aimed to increase public
awareness of this rare disease, promote early diagnosis, and
bring the latest advances in research and treatment closer to
patients, families and healthcare professionals.

The programme began on 24 April with the 1st Castilla-La
Mancha Pulmonary Hypertension Conference, held at
Toledo University Hospital. The event brought together
healthcare professionals, patients and caregivers to discuss the
current state of pulmonary hypertension, the challenges of early
diagnosis and the latest therapeutic advances.

On the same day, the Guadalhorce Primary School (CEIP
Guadalhorce) in Pizarra (Malaga) hosted a Charity Fun Run
and Fundraising Fair in support of pulmonary hypertension
research. The enthusiastic involvement of students, teachers
and families not only helped raise funds but also increased
awareness of this rare disease within the local community.

DAY 2026 - FUNDACION CONTRA LA

PACIENTES
1IPERTENSION
ULMONAR

The Foundation’s awareness campaign continued on 30
April with the Charity Fun Run at Gerardo Diego Primary
School (CEIP Gerardo Diego) in Parla (Madrid). Once again,
students, teachers and families came together for a day of sport
and solidarity, demonstrating the educational community’s
commitment to supporting research and improving the lives of
people living with pulmonary hypertension.

On 5 May, World Pulmonary Hypertension Day, the
Foundation launched a nationwide awareness campaign
through social media, traditional media outlets and educational
materials, highlighting the reality of living with pulmonary




hypertension and the urgent need for greater awareness, earlier
diagnosis and continued research. As part of the day’s activities,
Enrique Carazo, President of the Spanish Pulmonary
Hypertension Foundation (FCHP), was interviewed by
Radio Nacional de Espafia (RNE), one of Spain’s leading
public broadcasters. During the interview, he spoke about the
challenges faced by people living with pulmonary hypertension
and emphasized the vital importance of public awareness,
education and scientific outreach in achieving earlier diagnosis
and improving patients’ quality of life.

Also on 5 May, a Patient Meeting was held at Hospital
Universitari i Politécnic La Fe in Valencia, where patients,
families and healthcare professionals shared knowledge,
experiences and practical advice to improve quality of life.

3 Médica del Departamento Sra. D2, Maria Rodriguez
e Salud Valencia la Fe Hibertensién Pulmanar Fenara
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Throughout May, the Foundation also collaborated in a series
of Patient Conferences held at leading hospitals across Spain.
These included the 2nd Pulmonary Hypertension Patient
Conference at Costa del Sol University Hospital in Marbella
on 7 May, the 2nd Patient Conference at Salamanca
University Hospital on 12 May, the 1st Patient Conference
at San Pedro de Alcantara Hospital in Caceres on 19 May,
and the 1st Patient Conference at Virgen de la Arrixaca
University Hospital in Murcia on 28 May. These meetings
provided updated medical information, encouraged dialogue
between specialists and patients, and fostered peer support
among families.

11 JIORNADA DE PACIENTES
CON HIPERTENSION
PULMONAR

HOSPITAL UNIVERSITARIO SALAMANCA
12

Educational activities continued on 20 May with the webinar
»Pulmonary Hypertension in Children: Advances, New
Treatments and Medical Devices"”, delivered by Dr. Maria
Jesus del Cerro, one of Spain’s leading specialists in paediatric
pulmonary hypertension from Ramoén y Cajal University
Hospital in Madrid. The webinar attracted healthcare
professionals and families interested in the latest developments
in the diagnosis and treatment of paediatric pulmonary

hypertension.
]
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One of the campaign’s most symbolic initiatives was ,,Light Up == 5 DE MAYO 2026

in Blue”, during which numerous town halls, public buildings

and iconic landmarks across Spain were illuminated in blue to
show support for people living with pulmonary hypertension
and to join the international movement raising awareness of the
disease.
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Research also played a central role in the campaign. On 6 May,
patients and families took part in an Open Day at the Spanish
National Research Council (CSIC), visiting the laboratory of
Dr. Eduardo Oliver. The event provided participants with the
opportunity to learn first-hand about ongoing research aimed at
understanding the mechanisms of pulmonary hypertension and
developing new therapeutic strategies.
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The  Foundation’s commitment
to scientific research was further
demonstrated on 27 May with
the announcement of the winner
of the 2026 FCHP Pulmonary
Hypertension Research Grant,
an initiative designed to support
innovative research projects
that contribute to improving
knowledge and treatment of the
disease. en esta parte afiadir
que laganadora de esta exitosa s de
edicion por la cantidad de
proyectos presentados fue la
Doctora Olga Tura, del Institut d'Investigaci6
Biomeédica de Girona Dr. Josep Trueta con el proyecto Titulo:
Estudio del origen y caracteristicas de la disfuncién endotelial en
|a hipertension pulmonar tromboembélica cronica (SIENA).

SPAIN HPE-ORG

MORE VISIBLE THAN EVER: THE STRENGTH OF THE PATIENT ADVOCACY MOVEMENT
ON WORLD PULMONARY HYPERTENSION DAY

To mark World Pulmonary Hypertension Day, Hipertension

Pulmonar Espafia has organised a packed and varied programme e 5 ﬁl S
of activities across the country, with the aim of raising the profile o & win 1
of this rare condition, raising public awareness and strengthening (' ¢ ‘

the sense of community amongst those affected and their families.
PARTIDA DE BOLO

PORYIFLN
SION PULMONAR

el ¥

The commemoration of this day has once again become a key
moment for amplifying the community’s voice, combining far- I RERUED R o
reaching digital initiatives with in-person events organised in S

various cities thanks to the direct involvement of members.

The campaign concluded on 29 May with the Foundation’s
participation in the CIBER Young Researchers Conference,
held in San Lorenzo de El Escorial (Madrid), reaffirming its
commitment to biomedical research and to supporting the next

) ia Mundial de 1a
tivo del Did dial N
Higgrreer:;én Pulmonar te invitamos

eneration of scientists dedicated to pulmonary hypertension e et

g . . p y yp . X“l CARRERA SOLIDAR|A ‘-w:artidcdebolosso\iduric\‘
research. During the conference, Enrique Carazo, President of T i BEETSS o)
the Spanish Pulmonary Hypertension Foundation (FCHP), 714 : - - e

participated as a speaker, providing the patient perspective ' : / EGO \ DAMY?“ W

and emphasizing the importance of collaboration between
researchers, healthcare professionals and patient organisations
to accelerate scientific progress and improve the quality of life of
people living with pulmonary hypertension.
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Alongside these events, the Foundation carried out an intensive
communication campaign throughout the month, sharing
patient and family stories on social media, promoting scientific
research projects, engaging with the media, and highlighting its
comprehensive support services, including psychological care,
social work and patient guidance.
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The 2026 World Pulmonary Hypertension Day campaign R . 1o

once again demonstrated that collaboration between patients,
families, healthcare professionals, researchers, public
institutions, schools and partner organisations is essential to
advancing the fight against pulmonary hypertension. Every
conference, charity event and awareness initiative contributed 5

to a shared goal: to increase awareness of pulmonary :‘l’:e‘:::,":’;nc:;:;i;:r
hypertension, promote research and improve the quality LAl
of life of everyone living with this rare disease. o

#WorldPHDay2026
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EUROPEAN SOCIAL MEDIA CAMPAIGN

One of the key aspects of this year's campaign has been
participation in a coordinated online campaign at the European
level, in collaboration with PHAEUROPE & Global. Under the shared ESPERANZA

hashtag #HopeinEveryTrial and a common image, this initiative has """E“ W N
enabled us to unite our efforts and amplify our impact on social e ‘ Bi=
media.




Through posts, personal accounts, educational materials and
audiovisual content, the campaign has succeeded in sparking
conversation, raising awareness of the condition and reaching
new audiences. The involvement of patients, families, healthcare
professionals and organisations has been key to making this
initiative an international success.

ACTIVITIES IN SPANISH CITIES

Throughout Spain, the Association has coordinated many activities
invarious cities, reflecting the commitment and involvement of the
voluntary sector.

Guardo Town Council (Palencia) has once again played its part in
marking World Pulmonary Hypertension Day by illuminating the
‘Fuente del Minero’ - the town’s most iconic building — in blue,
and by supporting patients with pulmonary hypertension through
allowing a significant march through the town'’s streets, during
which participants wore solidarity T-shirts.

Other activities also took place in the town of Guardo (Palencia),
such as a Pilates class and an exhibition on pulmonary hypertension
at the town’s Official Language School.

In Granada, the facade of the ‘San Cecilio University Clinical
Hospital’ was illuminated in blue in support of patients suffering
from this condition, as was the ‘Casa  de
Cultura” in Churriana de la Vega,
also in Granada.

In Valladolid, on 5 May, city
buses from the ‘AUVASA’
company displayed
information  about  World
Pulmonary  Hypertension
Day on all their bus routes
and at bus stop shelters

to raise awareness of this

condition.

Once again this year, Sant Feliu de Llobregat Town Council
has shown its commitment to rare diseases during ‘La Fira’,
the town’s local festival, by providing us with a shared space
alongside several associations representing rare diseases in the
municipality, where we were able to offer information about our
association and about pulmonary hypertension to everyone who
visited the information stand.

,\-,ur.-.‘?
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During the month of May, other sporting activities were also
organised, such as a charity bowling session at ‘Bowling
llusiona C.C. Splau’ in Cornella, which was very well received
by the participants, who played whilst wearing the charity
T-shirt. Following this event, a second charity sports initiative
was launched which, like the previous one, aimed to support
and raise awareness of Pulmonary Hypertension; in this case,
members of ‘CBS Gav'a held a series of softball training sessions
under the slogan ‘Make every swing count’.

In addition to the activities mentioned above, and as part of the
celebrations for World Pulmonary Hypertension Day, we organised
our General Assembly of members, held this year in the city of
Zamora. This was a key opportunity to ensure that all voices are
heard and that the Association works towards a common vision.
A meeting was also held between patients and their families,
which, as well as facilitating contact between patients, served as
a space for support and the sharing of experiences.

All these activities have been made possible thanks to the
Association’s coordination at national level, which has provided
materials, strategic guidelines and ongoing support to the to the
members involved in organising them.

NEW INITIATIVES AND INNOVATIVE FORMATS

This year has also been marked by the introduction of new
initiatives that have enriched the celebrations. These include
collaborations with new companies such as llusiona, CBS
Gava and AUVASA, which have joined our World Pulmonary
Hypertension Day campaign to raise awareness of this condition,

and collaborations with healthcare professionals such as the
Patient School at the Doctor Negrin University Hospital in Gran
Canaria, which has enabled us to reach a wider and more diverse
audience, as the event organised at this hospital was streamed
live.

These initiatives have embraced more dynamic and participatory
formats, encouraging interaction and raising awareness of the
disease in both face-to-face and digital settings.




HIGH LEVELS OF PARTICIPATION AND THE CONSOLIDATION
OF THE VOLUNTARY SECTOR

Participation in all activities has, once again this year, been very
high, both online and in face-to-face events. This success builds on
the positive trend of previous years and highlights the community’s
growing commitment.

The involvement of members, volunteers and partners has been
fundamental to the delivery of the activities, demonstrating the
strength and cohesion of the voluntary network.
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Hipertension Pulmonar Espafia has given a very positive
assessment of this year's campaign, highlighting in particular
the collaboration at European level, the diversity of initiatives
carried out across the country and the innovative nature of the
proposals.

The Association thus reaffirms its commitment to continuing its
work to raise the profile of pulmonary hypertension, improve
the quality of life of those affected and continue to raise public
awareness of this rare disease.
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SWEDEN

During the spring, we organized two patient meetings together
with the PH teams in Lund and Uppsala. Around 100 patients
and family members attended these events, providing valuable
opportunities for learning, discussion, and connection.

We also held our annual camp for patients and relatives for the

NEWS FROM PH ASSOCIATIONS

eighth time. This year's camp was specifically aimed at patients
aged 50 and above and their loved ones. As always, the camp
offered meaningful conversations, shared experiences, and
a strong sense of community. We would like to extend our
sincere thanks to PHAEUROPE & Global and AOP Health for their
valuable support in making this event possible.




As part of World Pulmonary Hypertension Day (WPHD) 2026,
the Ukrainian Pulmonary Hypertension Association organized
aseries of activities aimed at raising awareness about pulmonary
hypertension, supporting patients, and improving their quality
of life.

In May, an online conference
brought together patients, their
family members, physicians, and
specialists from the Pulmonary
Hypertension ~ Expert  Center
at the Strazhesko Institute
of Cardiology (Kyiv). During
the  meeting,  participants
discussed current issues in
the diagnosis and treatment
of pulmonary hypertension,
modern therapeutic options,
and the importance of regular
follow-up, physical activity,
and  psychological  support
for patients. The conference
provided an open platform for

communication with leading gf M
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UKRAINE PHA

As a continuation of WPHD 2026 activities, we explored the
opportunities offered by equine-assisted therapy at the Kyiv
Hippodrome. Participants learned more about interacting with
horses, took part in preparing the animals for the sessions, and
became acquainted with the basics of equine-assisted therapy asa
method of emotional and psychological rehabilitation. Specialists
from the equine therapy center explained the positive impact of
communication with horses on
ggmHﬁ;p ':?'é'c'ﬁ emotional well-being, stress
MNEPTEH3] reduction, and the restoration
of inner balance. They also
discussed the possibilities and
specific considerations of such
activities for people living with
pulmonary hypertension.

These activities once again
highlighted that WPHD is not
only an opportunity to draw
attention to the challenges
of a rare disease, but also an
important platform for sharing
knowledge, strengthening mutual
support, and exploring new
ways to maintain a high quality

experts, allowing participants
to ask questions and discuss

practical aspects of living with pulmonary hypertension. Held
in a warm and friendly atmosphere, the event once again
demonstrated the importance of close cooperation between the

patient community and medical experts.

of life for patients. The Ukrainian
Pulmonary Hypertension Association will continue its efforts to
develop educational, informational, and rehabilitation initiatives
aimed at supporting people living with pulmonary hypertension.

BREATHE FREELY, LIVE ACTIVELY: PULMONARY HYPERTENSION
DAY IN UKRAINE

An  awareness  campaign,
leading experts, and the voice
of the patient community,
came together to highlight
the challenges of pulmonary
hypertension and respiratory
health in times of war.

Oksana Yunak

VISIBILITY THAT SAVES LIVES:
CITY LIGHT CAMPAIGN IN LVIV

One of the key objectives of this year's Pulmonary Hypertension
Day was to bring the topic of respiratory health into the public
space. Throughout May, residents and visitors of Lviv could see
city light posters dedicated to pulmonary hypertension (PH),
bronchial asthma, and other chronic respiratory diseases. This
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NEWS FROM PH ASSOCIATIONS

UKRAINE PHURDA

public awareness campaign aimed to draw attention to the

importance of early diagnosis and
timely access to medical care.

Academy, an  educational
Lcub sl platform  designed to help
S patients better understand their
Valeriia disease, modern treatment
approaches, and opportunities
to access high-quality
healthcare.

Oksana

In the context of war, where constant stress,
environmental consequences of military actions, and limited
access to healthcare continue to affect people’s health, such
awareness campaigns are more important than ever. They
encourage people to recognize warning signs, seek medical
attention promptly, and improve public awareness of respiratory
diseases.




The central event was the online meeting “Pulmonary
Hypertension Day 2026.” Due to the ongoing security challenges
caused by the war, large-scale public events remain difficult to
organize. Therefore, the patient community has successfully
transitioned to a modern digital format, enabling participation
regardless of geographical location.

The main message of the event was that patients should not only
receive healthcare but also become active participants in shaping
healthcare policies, equal partners of the medical community,
and drivers of meaningful systemic change.

nereHeBol
ri

One of the key topics of this year's programme was clinical research
and the opportunities it offers to patients.

PHURDA's legal advisor Andrii Hulei explained where patients can
find reliable and official information about clinical trials in Ukraine
and internationally and discussed the legal aspects of participation
in clinical research.

Special attention was given to compassionate use (early access)
programmes, which may provide patients with severe diseases
free access to innovative medicines. During wartime, these
programmes are especially valuable because they help patients
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receive modern treatment when traditional healthcare pathways

The meeting focused on early diagnosis, access to innovative
therapies, the daily challenges of living with pulmonary
hypertension, and modern approaches to patient support. As 5
May is also World Asthma Day, a dedicated session addressed
bronchial asthma and the importance of early disease control.

Particular attention was paid to the organization of medical
care during wartime. Cardiologist Iryna Zhyvylo shared her
practical experience of providing online consultations within
the framework of cooperation with PHURDA and explained how
telemedicine has become an essential tool for patients who
cannot easily access face-to-face medical care.

ATOPHUI OIS

1110 TAKE
JIETEHEBA TMEPTEH315?

(n

,,,,,,,

("
.. IITO BAPTO 3HATH 1IPO

. KJIHIYH] HAOCHIKEHHA

> b
A
; NMPABUJNA.

D19 HAKAKTUBHILLIOTO

YYACHUKA

LUOB CTATM NEPEMOXHUKOM |
B KIHUI MICALSA OTPUIMATM MOJIAPYHOK

% 4
TPABHA

MDKHAPOJHUIA

OEHb

NEFEHEBOI
FINEPTEH3II

L0 MOTPIEHO POBUTU?

o BY/ib AKTHBHUM o BINKCH IHOOPMALLIEID
N

OBISHAHICTb. NIATPUMKA. HARIS.

@ IURENS O — O HA BAC HEKAE —
¥ Z0oM 6 e —

0 3ATIPOWY/A IHWIMX o NIATPUMY# CTINIBHOTY
1po nereesy rineprexiio , %
10 TpasHs 2025 o
(cybora) RoceinTa icropii socninsionTa st 60 opys.
naewis
18:30
@ (3a Kuteson) ligrpuka a sianosiai 0 ; O
@ MNnargpopma: ZOOM Ta s,

3HaHHs, Hapia
@ Meeting ID: 856 4383 5028 i Hosl MoXnMBoCTi
@ Passcode: 852555

\ HAMAKTUBHIWMA
‘ YYACHUK ”
\ OTPUMAE NOJIAPYHOK!
— MPUEQHYICS 10 PHURDA —
PA30M MM CUJTbHILI! )

@ poryatunok.info

‘‘‘‘‘‘‘ -

K BUBHAYAETBCA NEPEMOXELD? v 7o
anp ovanga ~
i i wea,
AN HaGinoLe A iarph
11 cnin -

( ,‘ 7\ HAMAKTHMBHILLIMA YYACHUK MICALA -

OTPUMAE NOAAPYHOK!
I PA30M MU CUJIbHILLI! )

@ poryatunok.info

are limited.

Participants also discussed common myths surrounding clinical
trials. Patients and healthcare professionals had the opportunity
to ask questions, openly discuss their concerns, and receive
professional, evidence-based answers from experts.

The Chair of PHURDA also participated in an online event organised
jointly by URC and PHURDA to mark World Asthma Day and World
Pulmonary Hypertension Awareness Day. In her presentation,
she emphasized that addressing the challenges of respiratory
diseases requires a comprehensive approach that brings together
researchers, healthcare professionals, patient organisations,
government institutions, and the pharmaceutical industry.

“Living with a chronic respiratory disease is not a sentence or a
limitation. It is a way of life that can and should be managed
effectively. Our goal is for every patient to feel not only the support
of healthcare professionals but also the confidence and strength to
take an active role in managing their own health”.
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PHA JOINS WORLD PH DAY CAMPAIGN FOCUSED ON
CLINICAL TRIALS

The Pulmonary Hypertension Association joined this year's global
World PH Day campaign, “Hope in Every Trial,” which focused on
clinical trials and how research can improve care for people with
pulmonary hypertension.

As part of the observance, PHA shared information and resources
to help patients and families better understand clinical trials,
including why they matter, what participation may involve and
how to learn more about available opportunities. PHA also
encouraged people with PH to talk with their care teams about
whether participating in a study or enrolling in the PHA Registry
might be right for them. Patient stories and expert perspectives
connected the campaign theme to real experiences in the PH
community.

In a Right Heart Blog post, PHA advocate Jeff Harpp shared
how clinical trials have shaped care for his son, Cash, who
was diagnosed with PH in 2015 and has participated in several
clinical trials. Jeff described the hope his family found through
research, while also describing the travel, home health logistics
and emotional weight that can come with trial participation.

“Participating in clinical trials brings hope, and that's the one
thing we all cling to,” Jeff said.

His family’s story reflected the World PH Day theme by showing
both sides of clinical trial participation: the possibility of
progress and the practical challenges families must consider.
Jeff encouraged families to understand the requirements before
enrolling and to work with a PH care team they trust.

PHA also reshared “Because Patients Said Yes: Trials That
Changed PH Care,” featuring Anna Hemnes, MD, who explained
how clinical trials have helped shape current PH treatment.
Hemnes emphasized that trial participation is a personal
decision, and that improvement is never guaranteed. She also
noted the broader impact of participation: “Every patient has
the opportunity to help us and the world understand pulmonary
vascular disease better.”

NEWS FROM PH ASSOCIATIONS

“Participating in clinical trials
brings hope, and that’s the one
thing we all cling to.”

-Jeff Harpp

“Everyone who participates in a
clinical trial helps us understand
more about the disease and
how to treat it better.”

-Anna Hemnes

PHA also shared the story of Benjaada Rim, a 22-year-old from
Algeria who was diagnosed with PH at age 12 and has struggled
to find specialized care in her country. Rim wrote about the
limited treatment options available
in Algeria, where she said only
two of more than 14 medications
available worldwide are accessible.
Her story brought an international
perspective to the campaign by
showing why global awareness,
research and access remain urgent
needs for people with PH.

“I take every opportunity to raise
awareness about this disease and
advocate for patients like me,” Rim
said. “I truly believe that our voices
will be heard.”

Rim’s story also showed how patients
can turn personal experience into
advocacy. She recently published a book
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about her PH journey, using storytelling to raise awareness and
help others better understand the realities of living with a rare
condition.

PHA extended its activities beyond online
education and awareness efforts through
0,breathe walks in Washington, D.C,,
and Southern California. The events
brought patients, caregivers, families
and supporters together to raise
awareness, support the PH community
and strengthen connections.

Together, the patient quotes, personal
stories and  community  events
reinforced why clinical trials matter.
Progress in PH research depends on
people: patients and families who
consider participation, researchers
and care teams seeking answers and
advocates raising their voices for
better access to care.
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U Srbijaje u prethodnoj deceniji
napravljen veliki iskorak u
dostupnosti terapija za pacijente sa
pluénom hipertenzijom, receno je
danas na skupu u Beogradu
posvecenom toj bolesti.
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Slovakia

Mesto Banska Bystrica

5.mdj @
DNES JE SVETOVY DER PLUCNE) HYPERTENZIE@
pltcna artériova hypertenzia (PAH)je zriedkavé, no mimoriadne zévainé nevyfiecite
i ktorom dochadza k zvyienému tlaku v plcnych cievach, Priznaky ako dychavicr
& malievanie, opuchy noh a brucha alebo tlak na hrudi s spociatku nenapadné, ale
Zhorsujd a vyrazne ovplyviuju kvalitu Zivota.
Dnesny 5. méj patri zvieniu povedomia o fomto ochorent 3 podpore pacientov, prt
bezné cinnosti wzvou. Pri tejto prileitosti budu dnes vo vecemych hodinach vysvie
dominanty modrou farbou, aby sme spolocne vyjadili podporu vsetkym, ktorych sa
tyka.

Viac informécii o PAH najdete tu: htps://wiw.phaslovakia org/aktivity Zobrazit m:

Zozamy

290020261353

ZRIEDKAVE, NO ZAVAZ

PLUCNA ARTERIOVA HYPERTENZIA JE
NE OCHORENIE

‘Pliscna artériova hypertenzia: Ochorenie, ktoré sa da
Tahko prehliadnnt

2 ) je zriedkavé, i
Vi neurtité prznaly ako dichavica, Gnava, zavraty, opuchy nh, taka
hrudi & biiSenie srdca. Veasna diagnostica je podfa prednostey
diniky Lekarske

Univerzit

y Kome:

Goncalvesova vysvetila, ze PAH je ocho
Zutjo, ana prodenie krvi v ich musf srdce vynal
pretatuje prava komora srdcaa dochédzak e} 2
ochorenie sa da liedit farmakologicky. v pokrocile

priblizne 25 diagnostikovanich pa
postihuje miadsie Zeny.

Pruy krok pre diagnostiku ochorenia je v3im:
whfadanie lekdra -  uZ vieobecného, kardioldg:
rvého kontaktu napn

pochopitelne nemoze 2

onomika
& mite toto vzcne ocho

sapoturdi ochorenie a nastavi sa sprévna ietba.

Pacient ma spo

K podozreniu na PAH sa lekari dostavajit najmé vtedy, ked bezna liecba

neprinaga zlepSenie a stav pacienta sa dalej zhor Suje. V stcasnosti diagnos

trval

3 roky. ,Najdlhsie pacientka

napr

Nenapadny za¢iatok a naroéna diagnostika

absolitne kIgZova. Informovala o tom na stredajsej tiatove) Konferenci.

nie malich plienych ciev, ktoré

tranaplanticiou pc Dostupné je 3 Kinické skusanie liekov, ktoré prinasa
nové poznaty o chorobe a cielenejSie postupy licby. Rodne prib
ov s touto chorobou a prevazne

Kontatovala Goncalvesova. Do
najpry musia wIGER né choroby tim sa proces diagnostikovans moze
dat. Pripodozreni2 PAH pacienta posid do Specilizovaného centra kde

<ledovan,kontrolovany alietba saupravuje podia jeho potrieb

a na spravnu diagnozu 18 rokov. A
K tejto dihej dobe sa dnes mé dobre” konStatuje MUDr. Bibiana Kafk]
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Zuzana Bablenovd
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E. Goncalvesova: Plicna artériova
hypertenzia je zavazné ochorenie
=
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ia je v
priznakov a nasledné vyhtadanie lekéra

“ yseobecného, kardiol6ga alebo pneumol6ga-
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Prvy krok pre diagnostiku ochorenia je véimanie st priznakov a nésledné

vyhladanie lekara.

Eva Goncalvesovd, CSc.
diologickej Kliniky LF UK a NUSCH
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pertenia je vzcne, ale zévazné ochorenie, Kiore “
ey plicach. Ked sa tieto cievy zuzujdiaebo |
Jbrazit viac

Ty mas plicnu hypertenziu. Zena spoznala
chorobu u suseda v kostole

plicna hypertenzia (PH) je stav, pri ktorom je zvySeny tlak v plicnom

riegisku. Vo vacsine pripadov ide o dsledok iného ochorenia

naprikiad poruchy funkcie lavej srdcovej komory, ochoren'a chlopni

alebo chordb plc, ako st astma &i plic

vyskytuje jej $pecifickd forma - plicna artériova hypertenzia (PAH). Ide

© ezhene ochorenic, ktoré najcastejiie postihuje miadsich pacientoy
symbolom ochorenia st modrofialové pery

a fibréza. Len zriedkavo sa

Pravda

saxch sk a nezabudnutisk

sanch sk 6

Plicna artériova hypertenzia je dnes
Casto oznacovana ako ,success S1ory’
‘moterngj mediciny. Napriek pokroku v
diagnostike a liecbe viak aj dnes
existuju pacienti s touto zriedkavou
diagnézou, Kiori na Slovensk stéle
¢akajd na potrebnd liecbu

Na dneénej tlatovej konferencii
Zdruzenia pacientov s PAH sme
predstavili aktivity na rok 2026 a
Jaroven zdoraznl, ake doEzite j&
Spbjat 58 a jasne formulovat potreby
pacientov so zriedkavymi ochoreniami
smerom k politiom

Zaravie a kvalita zdravotne)
Starostlivost su pre nds prioritou.
Pacienti i nemozu dovolit akat.

motnost, deie. oderns

starostiivost.

Loy plicne] atériovel hypertentie sa 2 posiedné
gesatrotia virazne zmenlla. Ky minuloss boll
motnosti vl obmedzen o pre najtazsich
pacientov prichadzala do Gvahy najmd tansplanticia
i, dnes mme k disporic ciclend lietbu,

\Yskum shroven pringta daBie nové matnost, ktoré
menia pohad 13 toto ochorenie a Gavajd pacientom
néde] na dii 2 kvaltnes
MUDr. Eva Goncalvesovd
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early diagnosis ® best treatment e better quality of life ¢ finding a cure

CENTER PHAEUIQQPE&&/)M/

PULMONARY HYPERTENSION ASSOCIATION

AIMS OF PHAEUROPE & Global

PHAEUROPE & Global was founded in 2003 to improve the lives of people affected by pulmonary
hypertension (PH). Over the past 20 years, the role of patient associations has evolved from mainly
providing peer support to becoming professional service centres for patients and their families.
PHAEUROPE & Global supports its member associations in this development through information,
education, training, exchange of best practices and capacity building. We also represent the patient voice
internationally, working with healthcare professionals, policymakers, industry and other stakeholders
to improve awareness, diagnosis, treatment, care and quality of life for people living with PH.

WHAT IS PULMONARY ARTERIAL HYPERTENSION?

In patients with Pulmonary Arterial Hypertension, characteristic changes occur within the pulmonary
circulation, which include thickening of the linings and obstruction of the small pulmonary blood vessels.
They are both structurally and functionally abnormal. In severe cases, up to 80% of these very small
blood vessels are rendered non-functional. As a result, the pressure in the pulmonary circulation rises
well above normal, and this places strain on the right side of the heart. This strain can cause the heart to
enlarge, and the patient may develop heart failure. This is a disease that can affect all ages and is more
commonly seen in females. Pulmonary arterial hypertension has an estimated prevalence of about 50 per
million population.

al Cross section of normal pulmonary artery

b) Reduced lumen of pulmonary vessels due to
cell proliferation and remodelling in advanced
pulmonary arterial hypertension

c] Longitudinal section with pathological changes
within the vessels (proliferation, deposition of blood
clots, thickening] causing difficulties for the heart
to pump blood through the lungs

004

TREATMENT OF PULMONARY ARTERIAL HYPERTENSION

Over the past decade, a number of evolving therapies that either use complex delivery systems such as 24-
hour intra-venous or subcutaneous drug infusion, drug inhalation and, more recently, oral medications,
have transformed the outlook for PAH patients. PAH is a condition that can be rapidly progressive and needs
careful, ongoing expert care and management. The disease can be insidious in its onset, with unexplained
breathlessness and tiredness as its two main symptoms. If undiagnosed and/or inappropriately treated,
the average life expectancy for these patients is estimated to be around 2-3 years. For those patients who
fail to respond to medical therapies, double lung, or in some cases, heart and lung transplantation, may
be appropriate.

THE FUTURE FOR PULMONARY ARTERIAL HYPERTENSION

While a cure for this aggressive and life-threatening disease is still some way off, there is much to
be optimistic about. There are an ever-increasing number of therapies available for the effective
treatment of pulmonary arterial hypertension, which improve the quality and length of life. The aim
for the present should be to ensure that all patients with pulmonary arterial hypertension have
access to centres of excellence in the diagnosis, management, and ongoing treatment of this disease.
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early diagnosis » best treatm:
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PH®AUSTRIA /{r/ﬁ; Initiative Lungenhochdruck

PULMONARY HYPERTENSION /

Wilhelmstrafle 21 - 1120 Wien

BELARUS

A
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PhBelarus

BELGIUM

Pulmonale
/ \ Hypertensie..
samen op adem komen

www.phaustria.org
info@phaustria.org

Aid to Patients with Pulmonary Hypertension
Zapadnaya str. 13 - 3

Minsk, 220036

phbelarus@yandex.ru

Belgische patiéntenvereniging voor
Pulmonale Hypertensie vzw (P.H. Belgié)
Kruisbeeldstraat 28, 9220 Hamme, Belgium
info@ph-vzw.be

BOSNIA AND HERZEGOVINA

D

Udruzenje gradana oboljelih od pluéne hi-
pertenzije “DAH” - u Bosni i Hercegovini
Zlatnih ljiljana 33, 72220 Zavidovi¢i, BiH
ugphbih@gmail.com

~

BULGARIA

Pulmonary Hypertension Association
37 Hadji Dimitar str, ent. B, fl. 2, ap. 3
5800 Pleven

www.phabulgaria.eu
todormangarov@abv.bg
info@phabulgaria.eu

BULGARIA

The Bulgarian Society of Patients with
Pulmonary Hypertension - BSPPH
Pirinski prohod str., bl.24 A, entr. B, 1.3,
ap.34 Sofia- 1680, Bulgaria
www.bspph.net

bgspph@gmail.com

Plava krila - Udruga pacijenata oboljelih
od plucne hipertenzije
Gorica Jamnicka 23 - 10451 Pisarovina

infoplavakrila@gmail.com
www.plavakrila.hr

CZECH REPUBLIC

Sdruzeni pacientu s plicni hypertenzi, z.s
Nameésti 14. fijna 1307/2, Praha 5, 150 00
www.plicni-hypertenze.cz
info@plicni-hypertenze.cz

ESTONIA

Eesti Pulmonaalhiipertensiooni Uhing
eesti.ph@gmail.com
+37253004221

Suomen PAH-potilasyhdistys ry. PHA Finland
c/o Sonja Koski
Wilhelmstrafle 21 -1120 Wien

suomenpahry@gmail.com

HUNGARY
<UDOER Tiid6ér Egylet
19, Chazar Andrés utca - 1146 Budapest
www.tudoer.hu
§GYLE' | csabuda.eszter@t-online.hu
ITALY

KOSOVO

Associazione Ipertensione
Polmonare Italiana Onlus
Via Cortazzis 5 - 33100 Udine, Italy

https://www.aipiitalia.it/

Associazione Malati di Ipertensione
Polmonare Onlus
Via Ardea 1/B - 00183 Rome

www.assoamip.net
info@assoamip.net

SSHP KOSOVE
Based in Kosovo, Sterpce

# Kosovo £25  Phone number +383-45-211-835

kosovaphinfo@gmail.com

LATVIA
PHA Latvia
e | St Celtnieku 6a - 35, Salaspils - LV - 2121
L) sk www.phlatvia.lv/en/
phbbiedriba@gmail.com
LITHUANIA

ZSPHA

Zmoniy serganéiy plautine hipertenzija asociacija

...| Birzy g. 2, Papilys, LT-41221, Birzy raj., Lietuva

www.zspha.lt
info@zspha.lt




MOLDOVA

X

Asociatia Obsteasca

“Asociatia persoanelor cu hipertensiune pulmo-
nara din Republica Moldova”

Moldova, MD-2024, str. Andrei Doga 34, ap. 43

roman.balmush@gmail.com

NETHERLANDS

The Netherlands
Stichting Pulmonale Hypertensie
Postbus 418 2000 AK Haarlem

https://stichtingpulmonalehypertensie.nl/
info@stichtingpulmonalehypertensie.nl

NORTH MACEDONIA

G

NORWAY

A
&
i

—
-

POLAND

APH Moment Plus Macedonia
»Association for Pulmonary Hypertension
Moment Plus Macedonia”

Tance Kamberov 29,1480 Gevgelija

phmomentplus@gmail.com

PHA Norway

LHL PAH - Pulmonal hypertensjon
Vitaminveien 1A

0485 Oslo, Norway

www.lhl.no/trenger-du-hjelp/interessegrupper/lhl-pah

lhl.pah@lhl.no

Polskie Stowarzyszenie Osob z Nadcisnieniem
Plucnym i Ich Przyjaciot

street Wielicka 57e/5; 30-552 Krakéw, Poland
www.phapolska.org

kontakt@phapolska.org

President: Malgorzata Piekarska:

malgorzata.piekarska@phapolska.org

Vice-President:

Izabela Lega, izabela.lega@phapolska.org

PORTUGAL

®

ROMANIA

e

Associagio Portuguesa de Hipertensido Pulmonar
Rua Dr Costa Simdes, 59. 3050-226 Mealhada
www.aphp.pt
associacaohipertensaopulmonar@gmail.com

Association of pulmonary hypertension patients
Sinaia/Prahova Carol I, nr 11 street

http://hipertensiunepulmonara.ro/

RUSSIAN FEDERATION

O

Save and Protect

Pobedi prospect 102 / office 45 - Kazan
Republic of Tatarstan, 420140
http://www.ph-association.ru/
lilya-belle@yandex.r

SERBIA

A

PHA SERBIA

SLOVAKIA

SLOVENIA

DRUSTVO ZA PLIUCNO
HIPERTENZIJO SLOVENIE

SPAIN

V@W

MIPERTENSION PULMONAR

Fundacion Contra la
Hipertension Pulmonar

SPAIN

SWEDEN
PHA

SWEDEN

UKRAINE

]

UKRAINE

e ;’\
; ASSOCIATION OF PATIENT:
Wi A

HYPFRTENSIO

Plu¢na Hipertenzija Srbija
UL Kneza Mihalia 33

11000 Beograd
www.phserbia.rs
office@phserbia.rs

Zdruzenie pacientov s plucnou hypertenziou,
0.z. Lu¢enska 31 - 990 01 Velky Krti§
phaslovakia@gmail.com

Drustvo za plju¢no hipertenzijo Slovenije
Slovenska 29, 1000 Ljubljana

dbph.slovenije@gmail.com
www.facebook.com/PljucnaHipertenzija

ANHP Asociacion Nacional de Hipertension
Pulmonar

Calle Villajimena n° 85, 1° 4 C.P.

28032 Madrid

www.hipertensionpulmonar.es
informacion@hipertensionpulmonar.es

FCHP Fundacion Contra la Hipertension Pulmonar
Calle Pablo Neruda, 39 28980 Parla - Madrid
http://www.fchp.es/es - info@fchp.es
https://www.facebook.com/fundacionhp
https://twitter.com/fundacionhp
https://www.instagram.com/fundacionfchp/
https://www.linkedin.com/company/fundaci%C
3%B3n-contra-la-hipertensi%C39%B3n-pulmonar

Hipertension Pulmonar Espaiia Organizacion
de Pacientes (HPE-ORG)

Sant Feliu de Llobregat

¢/o Anselm Clavé no 33 30 3a - CP 08980 Barcelona
http://www.hipertension-pulmonar.com

presidencia@hpe-org.com

PAH Sverige

c/o Patrik Hassel
Karrtorpsvigen, 37
121 55 Johanneshov
www.pah-sverige.se
patrik@pah-sverige.se

Pulmonary Hypertension Ukrainian Rare
Disease Association-PHURDA
Hlyboka street 12, Lviv 79013

fond.poryatunok@gmail.com

PHA Ukraine

Rusanivskyy Blvd, 7, Oft. 3, Kyiv, Ukraine, 02147

www.pha.org.ua
info@pha.org.ua

Associated members of PHAEUROPE & Global and contact details
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CHINA

®
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COLOMBIA
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SOCIEDAD LATINA DE
HIPERTENSION
PULMONAR

GERMANY

Lungenhochdruck
Pulmonale Hypertonie

ey,

PH Selbsthilfe

e

PHinfode

HIPUA Hipertension Pulmonar Argentina
Juramento 2120 4° “11” — Ciudad Auténoma
de Buenos Aires (CABA) CP:1428

hipertensionpulmonarargentina@gmail.com

iSEEK Pulmonary Hypertension Hope
Center (PHA China)

Rm.102B, NO.2 Block, NO5. Huayuanlu,
Haidain District, Beijing, PR.China
gloriahuan@hotmail.com (for international
communication)

huanghuan@iseek.org.cn (for Chinese)

Sociedad Latina de Hipertension Pulmonar
- Inicio

Carrera 66 C 42-37 Cddigo postal 110931
Bogota- Colombia

admin@sociedadlatinahp.org
d.grajales@sociedadlatinahp.org

Pulmonale Hypertonie Selbsthilfe
Hafenstrafle 122, 46242 Bottrop, Germany

daniela.schiel@pulmonale-hypertonie-selb-
sthilfe.de

ISRAEL

9 o
o

PHA Israel

™ 87 ¥ N

i it i | 9959013 Israel

soew o | 13 HaShoshan Street - Beit Shemesh

www.phisrael.org.il
office@phisrael.org

JAPAN

PHA Japan

NIGERIA
e

<)

USA

P Pulmonary Hypertension Association
Empowered by hope

Village A 209, 5-8 Tsukimino, Yamatoshi,
Kanagawaken, 242-0002 Japan

npophajapan@gmail.com

Cardiac Community
4a Idowu Olaitan StGbagada,
Lagos 102216, Lagos, Nigeria

info@cardiaccomunity.org

Pulmonary Hypertension
Association

1121 14th St NW, Suite 150
Washington D.C., 20005

https://phassociation.org/
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