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WINTER EDITION o 2024

CELEBRATING GROWTH, COLLABORATION, AND INNOVATION

IN THE PH COMMUNITY

Dear Friends,

As we approach the conclusion of another
extraordinary year, it’s a pleasure to reflect on
the milestones and shared achievements that
have brought us closer as a community. The
past year has been a time of growth, innovation,
and unparalleled collaboration, and this issue of
Mariposa captures the essence of what makes
our pulmonary hypertension (PH) community so
vibrant and resilient.

One of the highlights of 2024 was the Annual
PH European Conference (APHEC), held in the
picturesque city of Castelldefels, Barcelona.
Bringing together over 70 delegates from 41
PH associations across 37 countries, APHEC
provided an incredible platform for learning,
networking, and empowerment. The conference
saw the election of a new board, the induction
of new members (welcome to Cyprus, Kosovo,
Nigeria, and the USA!), and inspiring workshops
and presentations. A heartfelt thank you goes
to all the speakers, who generously provided
their  expertise free of charge, and to the
sponsors, whose support made this event
possible. This issue delves into APHEC’s rich
program, including sessions on advocacy, health
technology assessment, and the future of PH
treatments.

This year’s World Pulmonary Hypertension Day
(WPHD) once again demonstrated the power
of a united global community. PHA Europe
was proud to lead the flagship WPHD event
in collaboration with PHA US, showcasing

the strength of our shared mission to raise
awareness and advocate for better outcomes
for PH patients. With contributions and events
spanning continents, WPHD reinforced its role
as a true global event that connects and inspires
all corners of the PH community.

Another significant achievement was PHA
Europe’s participation in the 7th World
Symposium on Pulmonary Hypertension
(WSPH), held in Barcelona, Spain. The WSPH
brought together global experts to advance
the understanding and care of pulmonary
hypertension. PHA Europe was honored to
have a representative in one of the task forces,
contributing to the discussions that culminated
in the publication of proceedings in the European
Heart Journal. These proceedings, which cover
groundbreaking insights into PH diagnosis,
treatment, and care, are an invaluable resource
for clinicians, researchers, and advocates
worldwide.

A further milestone was the official opening of
the Bel Air Center, a groundbreaking virtual
platform designed to educate and connect
PH patients, caregivers, and stakeholders. The
presentation library now boasts over 60 video
presentations, with many subtitled in multiple
languages and dubbed into several languages,
including Croatian, French, German, Polish,
Portuguese, Spanish and Swedish, to improve
accessibility. While most presentations are in
English, some are available in other original

languages to better serve a diverse audience.
We will continue expanding this library with
content in numerous languages, making it
a vital resource for the global PH community.
This year also featured a thought-provoking
webinar by Prof. Ardeschir Ghofrani, who
shared groundbreaking insights into current
and emerging PH treatments. His expertise has
been a cornerstone of our educational efforts,
and this webinar, alongside his contributions to
APHEC, reinforces the importance of innovation
and personalized care in PH management.

Finally, it’s heartening to witness the expanding
reach of Mariposa itself. PHA Europe has grown
to include members from all over the world,
spanning Europe, Africa, Asia, and the Americas.
Additional associations, like those in Peru and
Canada, contributed to the summer edition of
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Mariposa, sharing articles and photos from their
vibrant WPHD events. These stories, along with
those from our member associations, reflect the
diverse experiences, innovative initiatives, and
collective dedication of the global PH community.

As you turn the pages of this issue, I hope you
feel the energy, dedication, and compassion
that define the PH community. Thank you to
our members, partners, and supporters for
making 2024 a year to remember. Together, let’s
continue to raise awareness, drive progress, and
create a brighter future for all those affected by
pulmonary hypertension.

Warm regards,

Hall Skaara
Project Manager
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PHAE 2024 activities

Vienna - Austria * January 23rd - 24th
CORPORATE MEETING

PHA Europe ran its corporate meeting pr_esen.ting PHA EUR_ PE afm”J'
its business plan and discussing future directions PULMONARY HYPERTENSION ASSOGIATION

and activities.
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BEL AIR CENTER

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.

London - England « January 31st - February 3rd

From our landing page, you can click on a link to access

Bel Air Center has been a success since its grand
opening, 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 almost 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.

Bel Air Center. No password is required. You simply enter
the email you provided during registration and request
an access code. It will be sent to you within seconds,
and you can then log in with your email address and the
access code. (The use of an access code is only required
occasionally for security reasons.)

The center currently offers over sixty presentations
covering various aspects of PH, including high-quality
training videos. For example, HTA specialist Neil
Bertelsen delivers two insightful presentations that
provide an excellent introduction to the HTA process
and explain how patient associations can get involved.
Additionally, we offer a valuable advocacy presentation
that serves as a great resource for anyone engaging with
the media.

Another feature of the presentation room is that some
webinars have been dubbed into several languages.
Simply click on the blue filter icon 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

Video recording Gftheueblnar s availabla in
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Bel Ajr Cenmr Remrded Presentations mcn-n s

Patient involvement in HTA
training course
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Neil Bertelsen
BSc, Mse, MEA,

PVRI CONGRESS
Hall shared a stand with Matt from PHA at the congress,
presenting PHA Europe’s work.

Riyadh - Saudi Arabia » February 14th - 18th
SAPH2024

Hall was invited as a speaker at the annual Saudi Arabian
conference to present PHA Europe and talk about the
patient perspective.

APHEOE‘

£ 17 ANNUAL CONFERENG: 1'
WDI ASSOCIATION FOR PULMONARY HYPERTEN

Brussels - Belgium « April 13th - 14th
EPF
Hall participated in the annual general assembly
meeting of EPF. The first day was dedicated to lectures
about Al.
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Brussels - Belgium « February 26th - 27th

ELHG (EUROPEAN LUNG HEALTH GROUP)

Hall participated in a meeting with the members
of ELHG, who met with high EU and EMA officials to
discuss lung health issues.

Barcelona - Spain « April 19th - 20th

IMPAHCT

Hall participated in the 6th edition of the international
meeting organised by Ferrer, gathering more than 140
HCPs from all over the world.




Barcelona - Spain * June 26th - July 1st
WPHS

Several representatives from the board and staff
participated in the large world PH symposium. PHA Europe
had a stand and Hall presented as part of task force 1.

Indianapolis - USA « August 14th - 18th
INTERNATIONAL PHA CONFERENCE

Hall represented PHA Europe’s work at the international
conference. In addition, heran a presentation together
with a HCP about PH and mens’ health issues.

Amsterdam - The Netherlandse® June 18th - 19th

IRC (INTERNATIONAL RESPIRATORY COALITION) % INTERNATIONAL
Eva participated in the IRC congress together with other ,‘.' . RESPIRATORY
self-help groups representing ILD and Sarcoidosis. The é! 4‘% COALITION
emphasis was on how multidisciplinary collaboration N

improves respiratory outcomes.

Vienna - Austria * September 7th - 11th

ELF NETWORK DAY, ERS CONGRESS

Several board and staff members participated during
these two events. Eva ran a presentation titled:
«Changing PAH Patient Lives: A Patient's Perspective

Barcelona - Spain « November 6th - 10th
APHEC (ANNUAL PH EUROPEAN CONFERENCE)
PHA Europe ran its annual conference in November
with an Annual General Meeting + three more days of
presentations and workshops.

Virtual « December 11th, 13th
EUROPEAN MEDICINES AGENCY EMA

SCIENCE MEDICINES HEALTH Hall participated in an EMA online training for
patient associations associated with the EMA.
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APHEC 2024

Uniting the PH Community in Castelldefels

PHA Europe proudly hosted the Annual PH European Conference (APHEC) 2024 in the beautiful city of
Castelldefels, Barcelona, from November 6 to 10. This exceptional gathering brought together over 70
delegates from 42 national PH associations across 37 countries, along with healthcare professionals, industry
leaders, and patient advocates. Since its inception in 2010, the APHEC has been organized by Gerry Fischer,
the General Manager of PHA Europe, who presented both the financial report and the business plan for 2025
during this year’s event. APHEC continues to be a beacon for the pulmonary hypertension (PH) community,

fostering collaboration, sharing knowledge, and driving impactful change.

A NEW CHAPTER:
INTRODUCING THE BOARD

The event began with PHA Europe’s Annual General
Assembly (AGM), which included the confirmation
of the new interim board until the elections in
November 2025:

- President: Zdenka Bradac (Croatia)

- Vice President: Dora Erdelyi (Hungary)

- Secretary: Natalia Maeva (Bulgaria)

- Vice Secretary: Nina Kobler (Slovenia)

- Treasurer: Tuulia Nikulainen (Finland)

- Vice Treasurer: Tadeja Ravnik (Slovenia)
- Auditor: Katica Mavracic

- Auditor: Bogdan Heinrich Burduja

We also welcomed new members, including Cyprus and Kosovo as a full member, and PHA USA and PHA
Nigeria as associated members. While only European associations can become full members, the inclusion of
these associated members highlights the global reach and collaborative spirit of our community.

EMPOWERING THROUGH EDUCATION AND COLLABORATION

The conference agenda featured a diverse mix of
presentations, workshops, and networking sessions.
Highlights from the event included:

Day 1: PHA Europe’s annual activity and social media
reports presented by Maleen Fischer and BC Hub,
followed by presentations from patient advocates Hall
Skaara and Eva Otter, who outlined plans for 2025.
Day 2: A keynote by Matt J. Granato, CEO of PHA USA,
who shared insights on high-quality PH care through
accreditation programs and the PHAR registry.
Interactive workshops led by Neil Bertelsen and BOLDT
BPI Partners equipped attendees with advocacy skills
and insights into health technology assessment (HTA),
including role-playing scenarios like TV interviews

and mock political meetings.

Day 3: Clinical trial presentations and discussions
with pharmaceutical leaders provided a deeper
understanding of emerging therapies. The day ended
on a celebratory note with a gala dinner, dancing, and
networking.

Day 4: Educational sessions featured experts such as
Prof. Mona Lichtblau (Pregnancy and PH), Prof. Polona
Mlakar (CTEPH and its treatment options), and Prof.
Ardeschir Ghofrani (currentand future PH treatments).
Their presentations underscored the advancements in
personalized care and the transformative potential of
new therapies like sotatercept.




TWO PATIENT SURVEYS

At APHEC 2024, the AOP Orphan survey provided
valuable insights into the experiences and challenges
of PH patients and their caregivers. Conducted in
partnership with PHA Europe, the survey spanned
nine European countries and gathered responses
from 619 participants.

One of the most intriguing findings was the differing
priorities and challenges faced by patients and
caregivers. While patients often sought information
to manage their disease, caregivers emphasized
the need for psychological support. These findings
underscore the importance of tailoring support
programs to meet the distinct needs of both groups.
While not a central focus of the conference, the
Pulmonary Vascular Research Institute (PVRI)
Global Patient Survey from 2024 was also closely
related to the themes discussed. This landmark
survey engaged 3,770 participants across 88
countries and was translated into 24 languages. PHA
Europe played a significant role in translating the
survey and encouraging participation from member
associations. The survey offers a wealth of data that
will be analyzed in the coming years to shape clinical
guidelines, research priorities, and health policies.
Furthermore, PVRI plans to expand the survey to
additional countries in 2025, ensuring even broader
representation.

BEL AIR CENTER: A FOCUS OF
APHEC

The Bel Air Center, PHA Europe’s virtual platform, was
a central focus during APHEC 2024. All presentations
(excluding those from pharmaceutical companies)
were recorded and later uploaded to the platform,
making them accessible to a global audience.
Highlights include Professor Ghofrani’s talk, ,PH
Treatment Today and in the Future,” subtitled in nine
major languages, as well as insightful sessions from
Prof. Mlakar and Prof. Lichtblau.

Neil Bertelsen’s workshop on health technology
assessment (HTA) and the other advocacy workshops
from BOLDT BPI Partners are also available on
the platform. These resources provide a wealth of
knowledge for patients, caregivers, and stakeholders
seeking the latest insights into pulmonary
hypertension care and advocacy.

STRENGTHENING OUR COMMUNITY

APHEC continues to unite the PH community,
empowering member associations through shared
knowledge and fostering collaboration between
patient leaders and medical experts. The event
provides tools and resources for joint action, aligning
us with our shared goals: early diagnosis, equitable
access to treatments, comprehensive care, and
ultimately, a cure for pulmonary hypertension.

PHA Europe extends heartfelt thanks to all
participants, speakers, and sponsors for making
APHEC 2024 a success. Together, we continue to
empower one another, driving progress for the PH
community.




Gossamer Bio is named after the fine gossamer thread,
to symbolise the invisible connection that binds all
relationships in life.

Our.mission is to improve the lives of patients with Pulmonary
Hypertension (PH), through meaningful advances in medical
science and an unwavering commitment to supporting PH
patient communities across the globe.

For more information please visit
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in pursuit of medical breakthroughs that benefit patients and

society for today, tomorrow and generations to come.
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PHA EUROPE AT THE 7TH WORLD PH SYMPOSIUM:

Advancing Global Collaboration in Pulmonary Hypertension

PHA Europe is honored to have been represented at the 7th World Symposium on Pulmonary Hypertension
(WSPH), alandmark event held in Barcelona, Spain. This prestigious symposium serves as a pivotal forum for
PH experts worldwide to share knowledge, foster collaboration, and develop strategies to improve outcomes
for pulmonary hypertension patients globally. Our representative, Hall Skaara, participated as a member of
one of the specialized task forces (task force one), contributing to the important discussions that have now
culminated in the publication of the official proceedings.

THE 7TH WORLD PULMONARY
HYPERTENSION SYMPOSIUM AND
ITS TASK FORCES

The 7th WPHS established 15 task forces that
focused on various critical areas of PH. Notably,
this symposium marked only the second time
that patients were directly involved in task forces,
underscoring the importance of including patient
voices in shaping clinical guidelines and research
priorities.

Here is alist of the 15 task forces from the 7th WPHS:
TASK FORCE 1: Patient Perspective - Focused on
integrating the patient’s voice and experience into
PH research and care guidelines.

TASK FORCE 2: Pathology and Pathobiology -
Examined the underlying mechanisms of PH to
better understand disease progression.

TASK FORCE 3: Genetic and Molecular Mechanisms
- Investigated the genetic and molecular bases of
PH, exploring how these factors contribute to
disease development.

TASK FORCE 4: Imaging and Functional Evaluation
- Studied advanced imaging techniques and
functional assessments to improve PH diagnosis and
monitoring.

TASK FORCE 5: Risk Assessment and Prognosis -
Developed strategies for assessing patient risk and
predicting disease outcomes.

TASK FORCE 6: Pharmacological Treatment -
Reviewed current and emerging pharmacological
therapies for PH.

TASK FORCE 7: Interventional and Surgical
Treatment - Explored interventional and surgical
options, including lung transplantation and
pulmonary endarterectomy.

TASK FORCE 8: Pediatric PH - Addressed the unique
challenges of diagnosing and treating PH in children.

TASK FORCE 9: Exercise and Rehabilitation -
Focused on the role of exercise and rehabilitation in
managing PH.

TASK FORCE 10: PH Associated with Left Heart
Disease - Investigated PH when associated with left
heart disease.

TASK FORCE 11: PH Associated with Lung Diseases
- Examined the links between PH and various
lung diseases, including COPD and interstitial lung
disease.

TASK FORCE 12: PH Associated with Chronic
Thromboembolic Pulmonary Hypertension (CTEPH)
- Studied PH in the context of CTEPH and other
thromboembolic conditions.

TASK FORCE 13: Biomarkers and Clinical Trials
- Analyzed biomarkers for PH and discussed the
design and conduct of clinical trials.

TASK FORCE 14: Epidemiology and Registries -
Explored the epidemiology of PH and the role of
patient registries in understanding the disease.
TASK FORCE 15: Future Directions and Innovations
- Focused on emerging technologies and innovative
approaches in PH care.

THE IMPACT OF TASK FORCE 1:
AMPLIFYING THE PATIENT VOICE

Task Force 1, led by Dr. Jimmy Ford, was uniquely
positioned as the first among the 15 task forces,
underscoring the importance of the patient
perspective. Our group included four doctors— Dr.
Simon Gibbs, Dr. Adam Torbicki, Dr. Victor Moles,
and Dr. Ford himself— alongside two PH patients:
myself (Hall Skaara) and Colleen Brunetti. We were
also joined by Pisana Ferrari, a former PH patient
who has undergone a double lung transplant, and
Gergely Meszaros, a dedicated patient advocate.




Our task force focused on exploring the global
challenges that PH patients face in accessing care,
as well as the critical need for multidimensional
patient support and advocacy. We highlighted the
role of patient associations in providing support
and improving patient outcomes and emphasized
the potential of patient-reported outcome measures
(PROMs) in enhancing diagnosis and treatment
plans. The inclusion of the patient perspective in our
discussions and recommendations aims to ensure
that the evolving needs and experiences of patients
are at the heart of PH research and clinical practice.
The proceedings of Task Force 1 not only discuss the
state of PH care globally but also offer insights into
the potential impacts of current global threats, such
as pandemics, climate change, and armed conflict,
on PH patients. Our report includes a summary
of global surveys capturing patient and provider
experiences and challenges regarding care access,
alongside potential solutions for improving these
outcomes worldwide.

The publication of these proceedings in the European
Respiratory Journal is a testament to the hard work

| E m 7 PULMONARY HYPERTENSION “herero
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and dedication of everyone involved. I encourage
you to explore the full findings and see how the
patient perspective is helping to shape the future of
pulmonary hypertension care.

For more details, you can read the full proceedings
in the European Respiratory Journal. Links can be
found in the news section of PHA Europe’s website
(www.phaeurope.org).

Hall Skaara
Project Manager
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PHA EUROPE'S 2024 CONFERENCE HIGHLIGHTS:

Advancing Advocacy and Collaboration

2024 was a pivotal year for PHA Europe, marked by active participation and leadership in major international
conferences, symposiums, and strategic meetings. These engagements provided us with opportunities to
present, collaborate, and advocate for pulmonary hypertension (PH) patients. Below is an overview of our key
activities and achievements this year.

PVRI CONGRESS IN LONDON, UNITED
KINGDOM

The year began with PHA Europe’s participation in
the Pulmonary Vascular Research Institute (PVRI)
Congress, held in London, United Kingdom. At this
prestigious global meeting, we shared a stand with
our associated member Pulmonary Hypertension
Association (PHA) from the United States, which
served as a focal point for engaging with many key
players in the global PH community. Through our
stand, we networked with clinicians, researchers, and
patient advocates, fostering important connections
and raising awareness of PHA Europe’s mission. This
event provided valuable opportunities to strengthen
relationships and broaden our international network
while staying informed about the latest developments
in pulmonary vascular diseases.

SAPH2024: ADVANCING PH ADVOCACY

_ A p H e 0 E IN RIYADH, SAUDI ARABIA

177" ANNUAL CONFERE NC PHA Europe played an integral role at SAPH2024,

DI ASSOCIATION FOR PULMONARY H\'PEE.. held in Riyadh, Saudi Arabia, one of the leading
e global conferences on pulmonary hypertension.

As presenters, we shared our perspectives on
patient advocacy and engagement, focusing on
improving quality of life and access to care for PH
patients. The event also offered insights into the
latest advancements in PH therapies, underscoring
the importance of international collaboration in
addressing the unmet needs of PH patients.

EPF'S ANNUAL GENERAL MEETING
AND Al CONFERENCE IN BRUSSELS,
BELGIUM

In April, PHA Europe participated in the European
Patients’ Forum (EPF) Annual General Meeting in
Brussels, Belgium. This event brought together
patient organizations from across Europe to discuss




In April, PHA Europe participated in the European
Patients’ Forum (EPF) Annual General Meeting in
Brussels, Belgium. This event brought together
patient organizations from across Europe to discuss
healthcare policies and patient rights. Representing
the PH community, we engaged in discussions on
ensuring equitable access to care and the importance of
amplifying patient voices in shaping healthcare policies.
Prior to the AGM, we attended a dedicated conference
day on Artificial Intelligence (AI) in healthcare.
This event explored the transformative potential of
Al in diagnostics, treatment, and patient care. The
discussions highlighted how AI could revolutionize
healthcare delivery, while also addressing the need for
inclusivity and ethical considerations for rare disease
communities like ours.

IMPAHCT 2024: REPRESENTING THE
PATIENT VOICE IN BARCELONA, SPAIN

The IMPAHCT 2024 meeting, organized by Ferrer and
held in Barcelona, Spain, was a global event bringing
together key stakeholders to strategize on advancing
respiratory health worldwide. PHA Europe contributed
by representing the patient voice, presenting on
the importance of patient-centered approaches in
policy-making and advocating for improved care for
pulmonary hypertension. The meeting emphasized the
need for patient perspectives in global health strategies
and policy development.

(LT

WORLD’'S 7TH PH SYMPOSIUM IN
BARCELONA, SPAIN

PHA Europe also participated in the World’s 7th PH
Symposium, held in Barcelona, Spain, a major global
event dedicated to advancing research and clinical
care in pulmonary hypertension. A separate article
in this publication provides a detailed account of
our involvement and the key takeaways from this
landmark symposium.

INTERNATIONAL PHA CONFERENCE
IN INDIANAPOLIS, USA

At the International Pulmonary Hypertension
Association (PHA) Conference in Indianapolis, USA,
PHA Europe ran a joint presentation with a leading
PH specialist. Together, we addressed the important
topic of PH and men’s health, focusing on the gender-
specific challenges faced by male patients in terms of
diagnosis, treatment, and mental health. This session
encouraged meaningful dialogue and emphasized the
importance of addressing the unique needs of diverse
patient groups. The conference also provided an
excellent platform for fostering connections between
patients, caregivers, and healthcare professionals
while advancing advocacy on a global scale.

INTERNATIONAL RESPIRATORY
CONGRESS (IRC) IN AMSTERDAM,
NETHERLANDS

PHA Europe’s participation in the International
Respiratory Congress (IRC) was a notable highlight.
During this event, a national working group, ARC,
was established to advance respiratory care in the
Netherlands. This group includes esteemed experts
such as Prof. Dr. David Lang, Doz. Dr. Philipp Douschan,
and Doz. Dr. Vasile Foris. Patient representatives from
PH Austria, PHA Europe, and other self-help groups
like ILD and Sarcoidosis contributed to meaningful
discussions.

Additionally, the IRC featured a panel discussion
titled ,How Teams Advance Respiratory Healthcare
Delivery,” chaired by IRC President Guy Joos and
Dr. Anita Simonds. This session emphasized the
importance of multidisciplinary collaboration in
improving respiratory healthcare outcomes.

ARy IHTERMATIONAL
THe RESPIRATORY
W COALITION
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ERS CONGRESS 2024 AND ELF
NETWORKING DAY IN VIENNA,
AUSTRIA

PHA Europe had a strong presence at the European
Respiratory Society (ERS) Congress 2024 and the
European Lung Foundation (ELF) Networking Day in
Vienna, Austria. Here are some of the sessions where
PHA Europe representatives spoke:

¢ J&]J-Sponsored Satellite Symposium: A PHA Europe
representative delivered a lecture titled «Changing
PAH Patient Lives: A Patient’s Perspective.” This fully
attended session underscored the critical importance
of integrating patient experiences into the care of
pulmonary arterial hypertension (PAH).

o MSD Patient Voice Symposium: Another impactful
presentation, titled ,Overview of the Impact of
PAH: What Matters Most to Patients,” highlighted
the priorities and challenges faced by PAH patients,
emphasizing their need for tailored support and
innovative treatments.

¢ AOP Health Poster Presentation: The survey
conducted by AOP Health/OrphaCare in collaboration
with PH Austria and PHA Europe was showcased in a
poster presentation titled ,Reasons to Join PH Patient
Associations: Do Not Forget the Caregivers.” This study
provided insights into the motivations behind joining
patient associations and highlighted the crucial role
caregivers play in supporting PH patients.

e IRC panel discussion: How teams advance
respiratory healthcare delivery aims of this session
were how to look at the role of teams contributing to
the advancement of respiratory healthcare delivery.
Chairs: IRC President Guy Joos and Dr. Anita Simonds
e Interview with The American Journal of Managed
Care - MH Life Sciences: A PHA Europe representative
participated in an interview to share insights into the
evolving landscape of PAH care and the role of patient
advocacy in shaping healthcare delivery.
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STRATEGIC MEETINGS WITH EU
AND EMA OFFICIALS IN BRUSSELS,
BELGIUM

In collaboration with the European Lung Health
Group, PHA Europe participated in high-level
meetings with officials from the European Union
(EU) and the European Medicines Agency (EMA) in
Brussels, Belgium. These meetings, held under the
Chatham House Rule, reflect our ongoing efforts to
ensure PH patients are represented at the highest
levels of decision-making. They demonstrate the
importance of patient advocacy in shaping healthcare
policies that prioritize patient-centric approaches
and equitable access to care.
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EUPATI PATIENT EXPERT TRAINING:
STRENGTHENING PERSONAL EXPER-
TISE IN MADRID, SPAIN

Onapersonalnote, I successfully completed the EUPATI
Patient Expert Training Programme in 2024, which
concluded with a final meeting in Madrid, Spain. This
program provided in depth training on the medicines
research and development process, equipping me to
contribute more effectively to discussions on medical
innovation and advocacy. This experience has been
instrumental in enhancing our ability to advocate for
patient-focused healthcare solutions.

LOOKING AHEAD: A UNIFIED VISION
FOR PH ADVOCACY

PHA Europe’s 2024 engagements have been
instrumental in strengthening our advocacy efforts
and expanding our network of collaborations. Through
active participation, presentations, and discussions,
we have worked to ensure that PH remains a priority
in global healthcare. We are committed to building
on these achievements as we continue to empower
patients and advocate for improved care and treatment
outcomes in Europe.

Hall Skaara
Project Manager
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CONGRESSES & CONFERENCES

PHA EUROPE - SOCIAL MEDIA ACTIVITIES

Following WPHD 2024 in May, which was covered
in the previous issue of Mariposa, PHA Europe
maintained a strong and consistent presence on
social media, addressing key topics of interest to the
PH community across Europe and beyond.

In June, at the World Symposium on PH in Barcelona,
our patient advocate Hall Skaara presented as a
member of the task force on the patient perspective,
joined by the PHA Europe board, led by our President.
In September, at the ERS Congress in Vienna,
PHA Europe continued to follow and reinforce
its unwavering commitment to patient advocacy
during the panels with speakers and presenters,
fostering connections. Finally, in November, the
Annual PH European Conference (APHEC) held in
Barcelona, brought together the entire European
PH patient community and those beyond, reuniting
patients, esteemed PH healthcare professionals, and
pharmaceutical representatives.

Eachoftheseevents,with PHA Europe’s participation,
was thoroughly covered through a series of posts,
providing valuable information to our followers
while actively advancing our advocacy efforts online,
utilizing clear strategies of serving patients interest
to be informed about the developments in the field
of PH.

ERS CONGRESS|2024

7-11 September | Vienna, Austria

We ensured comprehensive coverage of each event,
featuring a diverse range of posts and social media
campaigns aimed at raising awareness of PH,
advocating for patients’ rights and access to care, and
sharing vital information—while simultaneously
strengthening our presence on social media.

November 2024
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PHA Europe successfully closed 2024 by keeping
the community informed about our umbrella
association’s activities while empowering our 40
member associations and PH patients worldwide,
sharing their content, and providing them with a
space to showcase their efforts. Our social media
platforms featured a rich variety of content, including
informational posts marking international health-
related dates, the promotion of our Bel Air content
showcasing insightful presentations by world-
renowned PH experts and advocates freely available
on our platform, and #goodPHnews highlighting
positive developments across Europe withing our PH
community. Additionally, our PHamily Photo Album
posts series celebrated heartwarming moments
within the PH community, captured on inspiring and
heartwarming photos of our member associations,
while a dedicated series highlighted the tireless work
of our patient advocates and board members led by
our President Zdenka Brada¢ and newly elected Vice
President Dora Erdelyi.

Activities on our social media accounts also focused
on collaboration, which was particularly evident
throughout November. As part of our longstanding
tradition, we joined forces with PHA US to mark PH
Awareness Month by sharing their original posts
and actively participating in the ,Let Your Light
Shine” campaign. This collaboration was further

strengthened by the enthusiastic participation of our

member associations.
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LET YOUR LIGHT SHINE
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November is Pulmonary Hypertension
Awareness Month
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We are also proud of our ongoing collaboration
with the PVRI and the European Lung Health Group,
actively participating in their campaigns and sharing
their content, such as the #KeepBreathing initiative,
the PHGPS Survey, and the Lung Transplantation
Webinar respectively. Additionally, a series of
posts and social media activities were dedicated to
maintaining and strengthening our partnerships
with other associations. Though our social media
platforms were bustling with activity, every post and
our content served a meaningful purpose—fostering
awareness, advocacy, and connectiona within the PH
community. The numbers and analytics for the last
quarter of 2024 showed that our consistent social
media presence had a positive impact, as reflected in
all key metrics. Compared to the same period in 2023,
all social media accounts showed growth. Notably, we
saw an increase in our follower base, organic reach,
and engagement rate. With 300 new followers on
Facebook, 175 on Instagram, and an impressive 650 on
LinkedIn, we achieved positive growth across all our
social media accounts. We are especially proud of the
organic reach of some of our #goodPHnews entries,
and the exceptional engagement during PHA Europe’s
presence at the WSPH 2024, ERS 2024, and APHEC.
These results are a direct reflection of PHA Europe’s
commitment to patients and the unity of our PHamily
and PH community.

With our new content and new campaign launched
in January 2025 - ,Without You, There Would Be No
Us,” we aim to encourage our member associations
and all PH patients to reflect on the invaluable
support they receive from caregivers, doctors, family
members, nurses, pharmaceutical companies, and all
people of goodwill—without whom many of the PH
patients would not be here today. Our goal is to make
our social media platforms a place of unity for the
entire PH community, while also highlighting major

Performance
2 January 2025 - 29 January 2025

Views >
Views @

57.8K 4 52

From followers @ 41% 1 47%

From non-followers @ 59% 1 3.5%

Net interactions >

Content interactions @

1.7K 1 a%

From followers @ 1,319 T 23.8%

From non-followers @ 411 * 155.3%

breakthroughs in treatments, therapeutic options,
procedures, improved policies, and better access to
care. This content serves as a constant reminder that
every small victory is a powerful source of hope for the
entire community. With a clear vision and unwavering
determination, we are excited to continue sharing
content and stories that make a meaningful impact on
both our followers and the PH community.

PHA Europe and the entire social media team, with
Maleen Fischer at its helm, will build upon these
achievements and bring a wave of improvements in
how PHA Europe, our members, and PH patients are
represented on our social media channels and online.
With a series of new campaigns, polished post designs,
fresh and engaging content, and the involvement of
our entire community, we are excited to see the results
unfold. PHA Europe’s social media team always strives
to break records, reflecting the spirit of PH patients,
who never give up.

Maleen Fischer and the Social Media Team
PHA Europe - For the Patients

Highlights

219,021

Metrics

Customise view: Business W

Reach >

Facebook reach @

12K T 46.6%

From followers @ 2,173 T 14.4%

From non-followers @ 9,735 1 583%

Follows >

Follows @

50 T 389%

Unfollows @ 21 0%
Net follows @ 29 1 933%
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SUPPORTING PH MEMBER ASSOCIATIONS
THROUGH THE MSP PROGRAM

The Member Support Program (MSP) remains a cornerstone of PHA Europe’s commitment to empowering its
member associations and fostering impactful advocacy initiatives. Since its inception, the program has provided
vital resources to support projects aimed at improving the lives of pulmonary hypertension (PH) patients,
raising awareness, empowering patient associations, and helping them mature.

2024 HIGHLIGHTS: EMPOWERING
LOCAL INITIATIVES

This year, PHA Europe received numerous applications
from its member associations, reflecting the creativity
and determination of our network. After a careful
review process, we are proud to announce that
support was awarded to the following projects:

e Bosnia & Herzegovina: Funding was provided to
establish a hotline, offering a vital communication
channel for PH patients to access information, support,
and guidance in managing their condition.

e Hungary: Support was granted for a rare disease
event, fostering awareness and collaboration among
stakeholders while highlighting the unique challenges
faced by PH patients.

e Sweden: Assistance was given to organize a patient
meeting with a special focus on children with PH,
providing a platform for families to connect, share
experiences, and learn from experts about the specific
needs of pediatric PH patients.

EXPANDING RESOURCES AND
VISIBILITY

In addition to these local initiatives, the MSP program
has also helped member associations improve their
digital presence and visibility. Several associations
have received support to develop new websites using
PHA Europe’s customizable WordPress template. This
ensures a cohesive and professional online presence
that can better serve local communities.

The program has also provided assistance for
creating and printing image folders based on the
proven template used by PH Austria. Having an
image folder that describes the association in simple
terms, including its offerings, is crucial when meeting
with PH stakeholders such as patients, healthcare
professionals, and pharmaceutical companies. These
tools help associations present themselves effectively
and professionally, ensuring their messages resonate
with key audiences.



http://www.orphacare.com
https://www.aop-health.com/global_en/

LOOKING AHEAD

The MSP program continues to be a vital tool for
enabling our members to make a tangible difference
in their local PH communities. By supporting diverse
projects—from patient support services to awareness
campaigns and digital tools—PHA Europe ensures
that its mission extends beyond borders, creating a

At Janssen, 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,
Speak Out Conversation Kit, interested in understanding
the standards of care you should expect to receive through
our PAH Patient Charter, or you are simply searching for tips
and tricks to live well with PAH — PH Human has a variety of
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

PEuman

EM-102191 | June 2022

lasting impact across Europe and beyond. We extend
our heartfelt gratitude to all member associations for
their dedication and the outstanding initiatives they
bring forward each year. Together, we are driving
progress and making a difference in the lives of PH
patients worldwide.

Hollie, 37
United Kingdem

Entrepreneur

Living with pulmonary
arterial hypertension
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The past year 2024 was a busy one for HIPUA, filled with activities focused on training, dissemination, advocacy
in public policies, and ongoing work with patients and their families to improve quality of life.

In the following section, we offer a detailed summary:

NEW WEBSITE FOR THE ARGENTINIAN PULMONARY
HYPERTENSION CIVIL ASSOCIATION

HIPUA has launched its new website, specially
designed for patients with pulmonary hypertension
and their families. This fully professionalized platform
features a more user-friendly and dynamic design,
organized into sections with valuable content. It not
only provides guidance and information for families
after diagnosis and throughout the progression
of the condition, but also showcases the extensive
work carried out by the association. Additionally, it
highlights activities, news, and resources of interest
to those affected by this rare disease.
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HIPUA AS A MEMBER OF
THE HONORARY ADVISORY COMMITTEE OF COPIDIS

Since 2019, HIPUA has continued to focus on the
ongoing demand from patients and their families
for up-to-date information about pulmonary
hypertension (PH). To meet this need, we publish our
biannual, digital, and free magazine, RESPIRO2. This
publication features courageous testimonies from
patients alongside insights from Argentina’s leading

EDICION 10 Agosto 2024
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medical experts, all presented in plain, accessible
language.

Guided by the belief that “Being informed is a way
of taking care of yourself”, the magazine emphasizes
that well-informed patients are more likely to adhere
to their treatments, ultimately improving their quality
of life. This year, we released editions 10 and 11.
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Once again, HIPUA has been selected as a full
member of the Honorary Advisory Committee of
COPIDIS, alongside the Asociacién Argentina de
Fribrosis Quistica (FIFAN), as an alternate member, to
represent individuals with visceral disabilities in the
Autonomous City of Buenos Aires (CABA) until 2026.
COPIDIS is the Commission for the “Full Participation
and Inclusion of People with Disabilities,” dedicated
to advocating for the rights of people with disabilities
within CABA. It promotes equal opportunities, access
to employment, education, and independent living.

PATIENT ASSOCIATIONS IN THE LIFECYCLE OF MEDICATIONS

Between June and July, HIPUA was invited by
the Institute of Policy, Economics, and Health
Management (IPEGSA) to attend the training course
“Patient Associations in the Lifecycle of Medications”,
sponsored by the chamber of Medical Specialties of
Argentina (CAEME). The objective of the training
course was to provide education on topics such
as ANMAT and international agencies, differences
between regulatory and technology assessment
agencies, safety, efficacy, and quality standards
required for medication approval, pharmacovigilance,
the importance of peripheral actors, phases of
pharmaceutical research up to the approval and

commercialization of a medication, as well as the
ecosystem (Pharmaceutical Industry, Researches and
independent Institutions, Regulators, Legislators,
Patients, Ethics Committees, CROs).

Additionally, the course covered the interpretation,
use and limitations of clinical research results, the
social and economic contributions of clinical research
(investment, knowledge economy, job creation,
innovation and improved health standards), biological
medicines, biosimilars, and multi-source medicines,
as well as the role of patients and their participation
in these processes.

O(utles son o derechas db los personas
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| e RS | HIPUA PARTICIPATES IN PROSERA RESEARCHERS MEETING

HIPUA WAS INVITED TO THE NOVO NORDISK TRAINING

At the end of May, we had the honor of being invited
to a new training session organized by Novo Nordisk.
The event, called “Driving Change in the Approach
to Serious Chronic Diseases” not only allowed us to
explore the expectations of both the public and private

? HIPUA
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sectors regarding a patient organization, but also
addressed an essential topic: the right to health, and
the state’s obligations concerning non-communicable
chronic diseases.

Gossamer Bio, a clinical-stage biopharmaceutical
company, is focused on the development of Seralutinib,
a novel molecule for the treatment of Pulmonary
Arterial Hypertension (PAH).

In this context, Gossamer hosted a meeting in Buenos
Aires with esteemed researchers from Latin America
and the United States to launch the phase 3 clinical
trial of Seralutinib under the PROSERA study:.

Our gratitude goes to Gossamer Bio for giving HIPUA’s
president, Lic. Nancy Campelo, t

>

We also thank this biopharmaceutical company for
its commitment to continuing PAH research, and for
developing a new molecule that we hope will soon be
approved for use in treating this disease.
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HIPUA AT THE LATAM PATIENT ORGANIZATIONS SUMMIT

HIPUA had the honor of being invited by MSD
Argentina to participate in a meeting of patient and
family organizations from our country as part of the
Latin American Patient Organizations Summit.

The event provided a space for the exchange of
ideas, concepts, and reflections, showcasing the best

practices aimed at addressing common challenges.

We extend our heartfelt thanks to Merck Sharp &
Dhome LATAM, and the authorities of MSD Argentina
for allowing us to be part of this excellent initiative.

HIPUA was invited as a member of the Honorary
Advisory Council (CCH) of the Commission for the
Full Participation and Inclusion of People with
disabilities (COPIDIS) to a meeting held at the
Government Headquarters of the Autonomous City
of Buenos Aires. During the meeting, the start of a
new phase in the implementation of public policies
for disability was announced. The transformation
of COPIDIS into a subsecretary marks a significant
change, where the work of civil society organizations
will take the prominent role it deserves for the benefit
of our community. According to Law 447, Article 11,

HIPUA AND THE EVOLUTION OF COPIDIS

a key advisory space is created through the Honorary
Advisory Council (CCH), bringing together public
entities and NGOs to promote collaborative work in
policies aimed at the disability community.

During the meeting, which was attended by the
Deputy Head of Government, Clara Muzzio, the new
authorities of COPIDIS and the Advisory Council were
introduced. This is a great opportunity to build a new,
higher-ranking space on the public agenda. It is a
profound change where the work of organizations and
civil society will have the prominent role it deserves
to benefit our community.

HIPUA AT THE INTERNATIONAL HP SYMPOSIUM
IN PORTO ALEGRE- BRAZIL

HIPUA's president, Lic. Nancy Campelo, had the
honor of participating in the 6th International
Pulmonary Hypertension Symposium held in Porto
Alegre, Brazil. Her presentation addressed “What is
the Pathway for a Pulmonary Hypertension Patient?
Challenges and Obstacles.”

We would like to express our deepest gratitude
to the entire medical team that organized such a
prestigious event, especially Dr. Gisela Meyer, and
to the members of the Pulmonary Hypertension
Patient Organization of Brazil - ABRAF (Hipertensao
Pulmonar e Doengas Correlatas, particularly their
incoming president, Lara Machado).

HIPUA AT THE XX WEEKEND OF HEART FAILURE AND
PULMONARY HYPERTENSION- SALTA PROVINCE, 2024

Through this program, HIPUA promotes the donation
of medications for coordinated distribution to patients
facing difficulties in continuous access. This program
often brings us face to face with very harsh realities,
highlighting the generosity and immense solidarity
of many. While the donation does not solve the
underlying issue- the denial of access to medication
or its discontinuation- it allows us to alleviate the
situation in urgent cases. Therefore, we express
our deepest gratitude to everyone who contributes
with their donations to continue these efforts. In the
meantime, HIPUA continues to work on solving these
issues, either through administrative channels or by
involving our legal team.

The Heart Failure (HF) and Pulmonary Hypertension
(PH) Committee, along with the Society of Cardiology
of Salta, invited HIPUA to participate in the XX
Weekend of HF and PH, held with great success on
September 26-27, 2024, at the Alejandro I Hotel in
Salta City. The Weekend is a scientific event aimed
at promoting continuous education for physicians
from various specialties across the country, featuring
renowned global experts, such as Dr. Irene Lang from
Austria and Dr. Tomas Pulido from México, who were
invited to speak at this event.




HIPUA AT THE COLON THEATER
IN THE AUTONOMOUS CITY OF BUENOS AIRES

| ( Among the main initiatives, the creation of a One-Stop-
Shop will be included to centralize and simplify all
information and procedures. This tool will facilitate
the obtaining of documentation, such as the Unique
Disability Certificate (CUD). Other
measureswillinclude the construction
of the first Comprehensive Disability
Care Center in the southern part
of the city, and the first public
office staffed exclusively by PCD.
Tax reduction for businesses and
services that hire people with
disabilities will also be considered.

i From HIPUA, we reaffirm our
commitment to continue working
for the community of individuals
with visceral disabilities,

including those with pulmonary hypertension (PH),
alongside the other partner organizations that are part
of the CCH.
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As part of inclusion Week, HIPUA - Pulmonary
Hypertension Argentina, as a member of the
Honorary Advisory Council (CCH) of the Commission
for the Full Participation and Inclusion of People with
Disabilities (COPIDIS), had the honor of being invited
on international Day of People with Disabilities to
participate in the wonderful event held at the Teatro
Colon for the launch of the first Disability Plan, driven
by the Deputy Head of Government of the Autonomous
City of Buenos Aires, Lic. Clara Muzzio.

This plan includes 30 measures designed for the
nearly 500,000 people with disabilities (PWD) living
in or visiting the country’s capital. These actions
will be divided into three main areas: universal
accessibility; training, well-being, and recreation;
and employment and independent living, with the At the same time, as it has been doing since 2009,
goal of addressing the comprehensive needs of this HIPUA continued to provide the following free
population by eliminating barriers to accessing services to the community of patients with pulmonary
procedures and services, among other issues. hypertension (PH) and their families.

INTERVIEWS WITH PATIENTS AND FAMILIES ACROSS THE COUNTRY:

Since its establishment, the Pulmonary Hypertension
Argentina Association has been providing this service
completely free of charge, both for individuals with a
definitive diagnosis of pulmonary hypertension (PH),
and for those who, upon noticing certain symptoms,

This area continued to address all issues related to
the lack of access or discontinuation of treatments
across the country, difficulties in obtaining the
Unique Disability Certificate (CUD), disaffiliations,

suspectits presence. It is a space dedicated to support,
counseling, guidance, and attentive listening to the
concerns of those who approach us to share them,
a service that has become more dynamic thanks to
virtual platforms.

ACTIONS OF HIPUA'S LEGAL AREA

non-contributory pension applications, and more.
These services were provided either for legal advice
or for free legal representation in cases where it was
deemed necessary.

NEW MEETINGS CALLED

“I TAKE FIVE MINUTES... | TAKE A BREATH".

Since September 2022, the “I Take Five Minutes... |
Take a Breath” meetings have resumed as a virtual
initiative via the Zoom platform, aimed at patients
and families across the country. These meetings

provide an opportunity to receive support, build new
connections, and share coping strategies in the face of
uncertainty caused by pulmonary hypertension (PH).
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NEWS FROM PH ASSOCIATION

- AUSTRIA

PH AUSTRIA'S HIGHLIGHTS IN 2024

PH Austria looks back on a successful year 2024, filled
with numerous activities and initiatives supporting
patients and their families, while raising awareness
of pulmonary hypertension.

PATIENT MEETINGS ACROSS AUSTRIA

Our regional patient meetings provided platforms
for exchange, information, and support. Key events
included meetings in Graz on June 14th, 2024,
Linz on November 18th, 2024, and Vienna on
December 7th. These gatherings strengthened
the PH community and fostered solidarity among
patients and their families.

MONTHLY OUTPATIENT CARE IN
VIENNA AND UPPER AUSTRIA

In 2024, PH Austria introduced regular outpatient
care services held monthly in Vienna, Upper Austria,
and Styria. This offered patients direct support
and opportunities to connect with healthcare
professionals specialized in pulmonary hypertension.

THE 11TH VIENNA Z0OO RUN ON
JUNE 12, 2024

The annual Zoo Run was a true highlight of the year,
bringing together over 2,000 participants for a day
filled with energy and community spirit. The event not
only encouraged physical activity, but also created a
vibrant platform to raise awareness about pulmonary
hypertension. Participants of all ages and fitness
levels came together to support this important cause,
showcasing the power of unity in tackling challenges.
Additionally, the run successfully raised vital funds to
advance research, leaving a lasting impact on the PH
community.

FIRST YOUTH MEETING AT THE
VIENNA COMIC CON 2024

A special highlight this year was our first-ever youth
meeting. The Vienna Comic Con provided the perfect
setting to bring together young PH patients. Alongside
exploring the event, the focus was on exchange and
networking. The overwhelmingly positive feedback
has inspired us to continue this initiative in the
coming years.

PUBLICATION OF THE L ATEM-
BERAUBEND" NEWSLETTER

PH Austria proudly released new editions of
its ,Atemberaubend” newsletter in 2024. This
publication provides vital updates, inspiring patient
stories, and the latest developments in the fight
against pulmonary hypertension. It remains a key
resource for the PH community in Austria.

PARTICIPATION IN INTERNATIONAL
EVENTS

PH Austria was once again well-represented on the
international stage. At the European Respiratory
Society (ERS) Congress in Barcelona and APHEC,
we exchanged knowledge and amplified the voice of
Austrian PH patients worldwide. Such opportunities
allow us to benefit from global developments and
expand our expertise.
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In 2024, PH Austria actively took part in the survey
on the importance of patient associations
(sponsored by AOP Health), which collected insights
from over 600 participants across Europe. This
initiative aimed to better understand the critical role
of patient associations in providing support, advocacy,
and education for those affected by pulmonary
hypertension. The survey results were presented at
the ERS Congress in a dedicated poster, showcasing the
profound impact of these organizations on improving
care and raising awareness. In addition, PH Austria
actively took part in the PHGS survey also conducted
in 2024. PH Austria was happy to create and provide
the PHGPS Logo.

You can find the poster at the following link in the Bel
Air Center:
https://events.elevent.ly/pha/posters/wendys-
nursing-room

CONTINUATION OF THE MILESTONES
INITIATIVE

The Milestones Initiative continued successfully
in 2024. At Oswald-Thomas-Platz in front of the
Planetarium at Vienna's Prater, new milestones were
laid, symbolizing both personal messages and a strong
statement for progress in addressing pulmonary
hypertension. Thanks to numerous donations,
including support from prominent personalities, this
initiative continues to grow.

CLOSING THOUGHTS

The year 2024, once again, demonstrated the importance of collaboration, engagement, and awareness for the
PH community. We are proud to reflect on a strong network that supports patients and informs the public.
We extend our gratitude to everyone who contributed and look forward to continuing our efforts for the PH
community in 2025.

NEWS FROM PH ASSOCIATION

BELARUS

PULMONARY HYPERTENSION ACTIVITIES IN BELARUS

In 2024, significant progress was made in Belarus in diagnosing and treating pulmonary arterial hypertension
(PAH), as well as strengthening international cooperation with leading specialists from other countries.

KEY EVENTS AND ACHIEVEMENTS

1. 2ND CONGRESS WITH INTERNA-
TIONAL PARTICIPATION . INNOVATIVE
CARDIOLOGY”

On October 24-25, 2024, a congress was held in
Minsk, bringing together specialists from Belarus,
Russia, Kazakhstan, and other countries. The event
focused on new approaches to diagnosing and
treating cardiovascular diseases, including pulmonary
hypertension. Modern technologies in cardiac surgery
and drug therapy were discussed, contributing to
improved healthcare quality in the country.

2. SEMINAR ,PULMONARY HYPER-
TENSION IN CHILDREN"

A significant educational initiative was a seminar
aimed at increasing physicians’ awareness of
pulmonary hypertension in children. The event
addressed modern diagnostic methods, treatment
approaches, and prevention strategies, broadening
specialists’ knowledge of this complex condition.
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3. INTERNATIONAL COOPERATION

Belarusian specialists participated in the European
Conference on Pulmonary Hypertension in Spain,
where they presented their developments and
exchanged experiences with colleagues from
other countries. This contributes to integration
into the international medical community and the
improvement of PAH treatment approaches.

Currently, around 40 patients in Belarus receive
specific PAH therapy. Medications used include
bosentan and sildenafil. Additionally, about 10
patients are enrolled in clinical trials involving
selexipag. However, there is a shortage of prostacyclin
analogs, limiting therapeutic options for some
patients.

For newly diagnosed PAH patients, regular
monitoring, treatment adjustments, and
examinations, including the six-minute walk test
(6MWT) and NT-proBNP measurements, are
conducted.

4. SUCCESSFUL SURGERIES AND
CLINICAL ACHIEVEMENTS

The Republican Scientific and Practical Center for
Pediatric Surgery performed, for the first time in
Belarus, a unique operation to correct a rare congenital
heart defect in a child (the Nikaidoh procedure). This is
a significant advancement in pediatric cardiac surgery,
improving outcomes for patients with rare pathologies.

CONCLUSIONS AND PROSPECTS

The events held in Belarus and abroad
have enhanced the qualifications of
specialists and fostered the development of
innovative approaches to PAH treatment.
Key advancements include implementing
unique surgical techniques and active
participation in international clinical
trials. However, further progress requires
expanding access to new medications,
particularly prostacyclin analogs, to
improve the effectiveness of treatments
and patients’ quality of life.

. BELGIUM

NEWS FROM PH ASSOCIATION

This year, PH. Belgium worked on four main pillars: education, advocacy,

Pulmonale

peer support, and support for scientific research. It was an exciting

Hypertensie vzw year, filled with interesting discussions, inspiring collaborations, and

samen op adem komen

meaningful connections with peers!

WORKING TOGETHER ON BETTER EDUCATION ABOUT PULMONARY HYPERTENSION

(PH-PIP PROJECT)

Pulmonary Hypertension VZW, Hypertension
Artérielle Pulmonaire ASBL, and the Patient Expert
Center have launched a special project: developing
clear and reliable information for people with
pulmonary hypertension (PH). This is being done in
collaboration with healthcare providers, patients,
patient organizations, and the pharmaceutical
industry.

The goal? To ensure that everyone can find
understandable and accessible information about PH
in one place.

WHY IS THIS PROJECT IMPORTANT?

When faced with a diagnosis like pulmonary
hypertension, you often have many questions:
What does this mean exactly? What lies ahead?
Unfortunately, not all information online is reliable
or complete. By creating a central place with clear
explanations, we aim to provide patients with more
peace of mind and confidence.

Good education also helps patients better prepare
for conversations with their healthcare providers.
Patients can ask targeted questions and better
understand what doctors explain. This makes a big
difference, because well-informed patients often
feel more engaged in their treatment and experience
better outcomes. It also benefits healthcare providers,
as they can focus on complex, personalized questions
rather than repeating basic information.

HOW DOES IT WORK?

This project begins with what patients need. In the
first step, workshops are organized where patients,
healthcare providers, and other stakeholders discuss
important information. A list of priorities is then
created, focusing initially on what patients need to
know at the time of diagnosis. This information will
be compiled into a handy “support kit.”

This project is supported by the Prince Philippe Fund
(KBS), MSD, Janssen-Cilag, and Gossamer Bio.

Belgian patient association for pulmonary hypertension vzw (PH. Belgium) - Kruisbeeldstraat 28, 9220 Hamme

BE 0475 321 180 - RPR Ghent, Dendermonde division
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COLORFUL RARE DISEASE DAY

All the colors of the rainbow—these were everywhere
on Rare Disease Day! It was impossible to miss. Across
the country, buildings, houses, offices, and especially
finger nails were adorned with color, as seen on social
media.

We also got creative with color! Equipped with
colorful wigs and clothing, and under the creative
direction of team member Anne-Lies, we produced
videos and photos that were shared on our social
media during the week of February 29.

FRENCH-LANGUAGE WEBINARS: LEARN
FROM THE COMFORT OF YOUR COUCH

As a patient, you encounter a lot of information, and
it’s not always easy to understand what your doctor
is talking about. During consultations, there isn’t
always enough time for a detailed and illustrated
explanation. That's why we organized a series of
informative webinars this year, focusing on French-
speaking patients, in collaboration with Professor
Jean-Luc Vachiéry and his multidisciplinary team at
the Erasme University Hospital in Brussels. From the
comfort of their couches, patients and their families
could learn more about pulmonary hypertension,
standard treatment options, and how to support their
treatment. Curious about the topics covered? You can
rewatch the webinars on our website.

SHARING STORIES ABOUT LIVING WITH PULMONARY HYPERTENSION

Over the past year, several patients and caregivers shared their personal stories as testimonials. These stories
provide valuable insights into the experiences of people living with pulmonary hypertension. We thank all
participants for their courage and openness. Sharing personal experiences can have a powerful impact and
inspire others.

LIVE WEBINAR
Speakers, from left:

Dr. Andreas Reimann

CEO admedicum, Germany, Moderator

“Congenital heart disease
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Also politicians, including our Prime Minister
Alexander De Croo and Minister of Social Affairs and
Public Health Frank Vandenbroucke, took part in this
campaign.

The iconic Port House in Antwerp even received
a splash of color, thanks to the efforts of our vice-
chairperson An.

In the press, notable supporters and people with
rare diseases were also well-represented, including
Professor M. Delcroix of UZ Leuven and some
pulmonary hypertension patients.
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Head of Pediatric Cardiology Unit (HUG)
Co-Director Pulmonary Hypertension Program (HUG)
Children's University Hospital Geneva, Switzerland

Dr. Julie Wacker

Pediatric Cardiology Unit, Pulmonary Hypertension Program
Children's University Hospital Geneva, Switzerland

Katleen Verbergt

Mother of a young patient, Belgium

Learn more at ph-ksp.com
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I am not afraid of dying anymore,

Annelies (27):

I've made peace with it”

Straf Verhaal

‘Ik ben niet bang

om te sterven. Ik heb daar
ondertussen vrede mee.’

Annelies lijdt aan de zeldzame ziekte

PAH: VAGUE SYMPTOMS AND LACK

pulmonale hypertensie.

OF AWARENESS DELAY TIMELY
DIAGNOSIS

PAH: vage symptomen en gebrek aan

bewustzijn bemoeil

ijken tijdige diagnose

VIC HAS A RARE DISEASE:

@m0 wanneer een ernstige ziekte
niet ernstig wordt genomen
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Meve, Wendy
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vicken, s .

B el erhonning.

Newspaper for general practitioners, 08 October 2024

REGIONAL DAYS: A COZY GATHERING FOR PATIENTS AND SUPPORTERS

On Sunday, April 21 and 28, we came together for
our Regional Days, an opportunity for patients,
their families, and supporters to meet and share
experiences. The gatherings took place at various
locations in Flanders, where we enjoyed snacks and
drinks in a relaxed atmosphere.

These meetups were the perfect chance to ask
questions to the board, catch up with other patients,
and meet new people. Nothing is more valuable than
sharing your story with others who understand what
you're going through. The gatherings fostered a sense
of connection and support.

CONTRIBUTION TO SCIENTIFIC RESEARCH: €7,500 FOR BASIC RESEARCH ON PULMONARY

HYPERTENSION

We are pleased to announce that this year, thanks
to your actions and donations, we are making a
significant contribution to scientific research on
pulmonary hypertension. With the support of our
members and supporters, we have reserved €7,500
for the research of Professor M. Delcroix and her team
at KULeuven.

This valuable sum will be used for basic research
on pulmonary hypertension, aiming to expand
knowledge about this rare and complex condition. The
research conducted by Professor M. Delcroix and her
team may hopefully contribute to new breakthroughs
thatimprove the quality of life for patients worldwide.

Thanks to everyone who supports us, we are taking
an important step toward more understanding and
progress in the fight against pulmonary hypertension.
Together, we hope to make a difference!

Pulmonale
Hypertensie v
samen op adem komen
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NEWS FROM PH ASSOCIATIONS

Throughout 2024, the Association of citizens suffering
from Pulmonary Hypertension “Dah” in Bosnia and
Herzegovina has continued its persistent efforts
to raise awareness about the illness and improve
the dire status of patients in our country. Once
again, we emphasize that pulmonary hypertension
(PH) patients in Bosnia and Herzegovina are in an
extremely difficult position. There is no systemic
solution for this vulnerable group of patients,
forcing many to fend for themselves when it comes
to acquiring medication, accessing treatment, and
obtaining proper diagnostics.

BOSNIA AND HERZEGOVINA

PRIORITY - MEDICATION FOR ALL PATIENTS

Our Association strives, in every possible way,
to change this situation, but the enormous and
complex administrative system presents significant
challenges, where PH patients are just one among
many disenfranchised groups. Nevertheless, we
remain undeterred, unshaken, and resolute in our
mission!

This year, we achieved significant milestones and
remain on track to accomplish our set goals, primarily
ensuring access to medication for all patients.
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This year, we concluded our participation in the
project “Strengthening Integrity in the Process of
Creating Drug Lists in Bosnia and Herzegovina,’
which focused on empowering patients to actively
participate in the creation of drug lists and
supporting healthcare institutions in achieving
high standards of integrity for conducting credible,
transparent, and inclusive processes. This project,
implemented in Bosnia and Herzegovina by Net
Consulting d.o.o. Sarajevo, in partnership with and
supported by the Government of Switzerland, Roche
d.o.o. - Roche Ltd., and the Association of Innovative
Drug Manufacturers in BiH, spanned across the
entire country.

Through this initiative, the patient advocacy network
“Right to Medication” was established, which
our Association joined three years ago, actively
participating in all its activities. Numerous meetings
have been held since, addressing various topics
aimed at ensuring the right to medication for all
disenfranchised patients in BiH. The efforts focused
on connecting patients, planning their involvement
in creating drug lists, and advocating for equal
access to medication for everyone, not just a select
few. This concept has provided us with invaluable
insights and opportunities to pursue our primary
goal: medication for all PH patients.

In addition to this important activity, we also
participated in the 2nd Congress of Persons with
Disabilities in Bosnia and Herzegovina, held in
Neum under the theme “Inclusion is not illusion.”
Organized by the Union of Organizations of Persons
with Disabilities in BiH, Caritas BiH, and MyRight,
with financial support from the European Union,
Catholic Relief Services, the Fund for Professional
Rehabilitation and Employment of Persons with
Disabilities, Slovene Caritas, the Municipality of
Neum, the Federation of BiH Government, and Dr.
Denis Becirovi¢, Member of the Presidency of BiH, the
Congress aimed to offer new ideas and solutions for
improving accessibility for persons with disabilities.

ENHANCEMENT AND IMPROVEMENT FOR A BETTER PATIENT STATUS

During the three-day Congress, which aimed to offer
new ideas and solutions for improving accessibility
for people with disabilities, nine panel sessions were
organized dedicated to key topics, such as accessibility
in healthcare, education, public and political life,
sports, culture, transport and tourism. The Congress
was also attended by Samir HodZi¢, a member of
our Association, this time as a representative of the
Coalition of Organizations of Persons with Disabilities
of the Zenica-Doboj Canton, who had the opportunity
to meet with representatives of ministries of health at
all levels, and to point out the position of PH patients
in Bosnia and Herzegovina. Samir attended very
interesting lectures and attended sessions dedicated
to health, which provided us with a new basis for
further work on improving the position of people
with disabilities, especially invisible disabilities such
as PH patients.




Our activities this year were also focused on attempts
to provide a cure for all PH patients, and with
that goal, an informational meeting was held with
representatives of the pharmaceutical company
MSD, which was attended by Azra Serak Hercegli,
product specialist Glossary, Ranko Bjelanovi¢, public
affairs manager MSD and Sabina Hodzi¢, activist of
the Association of Citizens Suffering from Pulmonary
Hypertension ,Dah” - in Bosnia and Herzegovina. This
was an opportunity to introduce the interlocutors
to the difficult situation of PH patients in Bosnia
and Herzegovina, but also to all the activities of the
Association so far. With this meeting, we showed that
we are ready and open for any form of cooperation
with all serious partners who will strive together

{547

* PULMONAR
HYPERTENSIY

Sports activities were dedicated to raising
awareness about pulmonary hypertension in 2024.
Our exceptional athletes, both professionals and
amateurs, have supported this cause. The year was
marked by the participation of our runner, Enes
Ibrahimagi¢, in ten marathons across Bosnia and
Herzegovina and the region, running for PH patients,
during which he ran out of breath for all those
suffering from pulmonary hypertension. Sarajevo -
We run for clean air (BiH), Slavonski Brod (Croatia)
- Polonjska trka, Cazma (Croatia), Plitvi¢ki marathon
(Croatia), PljeSevi¢ka trail league (BiH), Smajerski
tek (Slovenia), Karlovac race (Croatia), Zagreb race
marathon (Croatia), marathon Ljubljana (Slovenia)
and Crikvenica (Croatia) were all races where Enes
lost his breath for PH patients.

When all these routes are converted into kilometers,
Enes was left breathless for those suffering from
pulmonary hypertension for a length of about 300
km during 2024 alone, running through the streets
of cities for those affected, which deserves great

with us to improve the position of PH patients in
BiH. We traditionally ended our annual activities by
participating in the celebration of the International
Day of Persons with Disabilities, which was organized
in Tesanj by the Association of Disabled Persons of
the Zenica-Doboj Canton. This event aimed to draw
public attention to the rights of disabled persons, and
to make invisible disabled persons, visible persons,
who will be functional and respected in society.
Pulmonary hypertension patients are invisible
disabled persons and as such must be recognized in
all spheres of life, therefore our presence at this event
was a logical continuation of our activities aimed at
recognizing PH patients as severely disabled.

RAISING AWARENESS THROUGH SPORTS

respect from the entire PH community. Along with
Enes, who participated in all these races, we do not
want to leave out the contribution of other runners
from Biha¢, who also ran for the symbols of the
European PH community, but not in all the listed
races: Emina Gradinovi¢ Cehaji¢, Amar Cehajic,
Amir Muminovi¢ and Asmir Islamovié¢. Thank you
to everyone who remains breathless for PH, thus
raising awareness about our disease. Bihac runners
absolutely dominate the races in the region, and we
are proud of all their participation regardless of the

i

results. In addition to the runners, members of the
mountaineering association ,Tajan 1929.” in MaSica
- Mitrovi¢i took advantage of the gathering of
Zavidovi¢i mountaineers to raise awareness about
pulmonaryhypertensionamongthisgroup ofathletes
from the club, which holds the longest existence in
this city. Alma, Ivana, Sena took advantage of the
gathering of mountaineers from where they sent
us a clear message: ,We never forget you! Always
with PH!” Further raising awareness for pulmonary

hypertension, we also went bowling. Under the
auspices of the Sports Association of Persons with
Disabilities of Zenica-Doboj Canton, a bowling
championship for persons with disabilities was
held in Kakanj. Participation in this championship
had teams with about 70 competitors, including our
Mihro DzZaferovi¢ and Samir HodzZi¢, who achieved
notable results in T-shirts with the logos of the
European Association of Pulmonary Hypertension
Patients and the Association of Citizens with
Pulmonary Hypertension ,Dah” - in Bosnia and
Herzegovina. We used the participation of our
members in order to continue raising awareness for
pulmonary hypertension in this unique way as well.

OUR FIGHT CONTINUES!

Vera Hodzic,
president of the Association of Citizens Suffering from
Pulmonary Hypertension ,Dah” - in Bosnia and Herzegovina



NEWS FROM PH ASSOCIATIONS

BULGARIA BSPPH

SECOND EDITION OF NATIONAL SPORTS GAMES FOR
TRANSPLANT RECIPIENTS

More than 40 participants took part in the second
edition of the National Sports Games for Transplant
Recipients, held on May 18 and 19, 2024. The event
was initiated by the Executive Agency for Medical
Supervision, with South-West University “Neofit
Rilski” serving as the host. The university and the
Municipality of Blagoevgrad co-organized the event.

Transplant  recipients, medical professionals
involved in donation and transplantation processes,
representatives of NGOs, the Bulgarian Red Cross
Youth, and supporters of the cause competed in
sports such as swimming, mini football, tennis, table
tennis, 60m running, mini golf, badminton, and darts.
The event was officially opened by host Prof. Dr.
Nikolay Marin and Mrs. Ivanka Dineva, the Executive
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Director of the Executive Agency for Medical
Supervision.

Atthe end of the day, an emotional ceremony was held
where all participants, demonstrating exceptional
sportsmanship, were awarded medals. Students and
faculty from South-West University who assisted in
organizing the event, as well as other supporters,
were also recognized. Rector Prof. Dr. Nikolay
Marin surprised participants, who excelled in the
competitions with special awards.

One of the honorees was Natalia Maeva, Chair of
the Bulgarian Society for Patients with Pulmonary
Hypertension. She earned one gold medal (mini golf)
and two bronze medals (darts and badminton).

16 GOLD MEDALS FOR BULGARIA AT THE EUROPEAN

CHAMPIONSHIP FOR TRANSPLANT RECIPIENTS

Bulgaria was represented by 11 athletes, who
competed in seven different sports disciplines at the
European Championship for Transplant and Dialysis
Patients, held from July 21 to July 28, 2024, in Lisbon,
Portugal.

The main goal of the participants was to promote the
cause of organ donation and demonstrate that people
with transplanted organs can lead active lives. This
event is a true celebration of life itself, showing that
life can continue in new and inspiring ways despite
the incredible challenges these individuals have faced.
All participants are winners at these games,

showcasing the will to live and proving that life
triumphs over any obstacles.

The most intense competition—badminton—took
place on July 22, 2024, featuring seven Bulgarian
athletes. Natalia Maeva won a gold medal and became
the European champion in the 50-59 years of age
category.

“I want to share the atmosphere—it’s an incredible
celebration of life’s triumph! We are not here to win
medals but to witness how people across Europe,
who have undergone transplantation, express their
joy and gratitude to the donors who made our lives
possible,” said Natalia Maeva, Chair of the Bulgarian
Society for Patients with Pulmonary Hypertension.

She emphasized that transplant recipients must
engage in sports, as it is one of the key factors for a
better quality of life and maximizing the potential of




their second chance at life. According to her, there
should be specialized rehabilitation programs for
those awaiting transplants and organized access to
various sports for transplant recipients to help them
live active and fulfilling lives.

“The medals we win represent another victory, but
we are here to see friends, to feel the thrill that life
continues, and to express our gratitude to the donors.
Without them, we wouldn’t be here,” she said.

Natalia added: “Ithoughtlongand hard about whether
to keep the gold medal I won almost jokingly at the
European Championship for Transplant Recipients in
Lisbon, or to give it to the person who crafted my new
lungs to perfection! Of course, this honor belongs
to Prof. Dr. Taghavi and his team, who nearly nine
years ago spent nine hours making the impossible
possible—allowing life to triumph over death.”

Vienna hosted the 34th Congress of the European
Respiratory Society (ERS) from September 7 to
11, 2024. On the opening day of the forum, an
Information Day was held for patient organizations
thatare part of the European Lung Foundation (ELF).
As is tradition, BSPPH participated in the event.

On September 9, 2024, in her capacity as a patient
representative in the European Patient Advocacy
Group for Rare Lung Diseases (ePAG-ERN-
Lung), Natalia Maeva delivered a presentation
on the opportunities offered by cross-border
healthcare, particularly in the areas of lung
transplantation and post-transplant follow-up,
which often pose significant challenges. According
to Maeva, raising awareness of communication
problems between transplant centers in different
countries, and the exchange of medical data
from organ recipients’ health records, is crucial.

She emphasized the need to develop an international
lectronic health record system that would be

universally accessible to healthcare providers and
ensure timely updates of patient information. “The
quality of care for patients monitored abroad after
transplantation must be ensured through close
collaboration to facilitate scheduled follow-ups with
access to updated medical information,” said Natalia

Maeva.
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On October 5, 2024, the open spaces of the First
English Language School and Zaimov Park in Sofia,
Bulgaria welcomed participants in the initiative
“Exercise to live” The event was organized in
partnership with the Sofia Municipality, “Oborishte”
District, and with the support of the First English
Language School. To the organizers’ delight, the date
coincided with the European Day for organ, tissue,
and cell donation, which has been celebrated for 30
years at the beginning of October.

The initiative relied on professional support from
athletes representing lacrosse, baseball, cricket,
softball, and ultimate frisbee clubs and federations.
The diverse sports program also included clubs for
pétanque, badminton, and pickleball.

The festive atmosphere was further enhanced
by the cheerleading federation. The graceful
cheerleaders from “The Stars of Bankya” at the
78th High School “Hristo Smirnenski” in Bankya
and the Alma Rhythmic Stars Sports Club earned
rounds of applause from all participants. Additional
entertainment was provided by talented musicians
from the orchestra of the First English Language
School.

The event became a true celebration of life, spirit,
and new friendships.

“Exercise to live” was aimed at people on dialysis,
transplant recipients, individuals with mild physical

and mental disabilities, and those with obesity, who
have the desire and need to engage in sports. The
project provided opportunities for participation in
various sports activities that improve quality of life
and support recovery.

Breathing exercises, diverse physical activities, and
basic workouts demonstrated to everyone that sport
equals health and can significantly enhance life
quality.

The event also attracted social service users from
Sofia, as well as many citizens in need of such
motivation.




Greetings were extended to all participants by Mr.
Tsvetomir Petrov, Chairman of the Sofia Municipal
Council; Dr. Yordan Peev from the Executive Agency
for Medical Supervision; Mrs. Milena Alexieva, Acting
Mayor of the Oborishte District; and Mr. Alexander
Chakmakov, Principal of the First English Language
School.

“Thank you for dedicating your time today as we
celebrate life’s triumph, because one ‘yes’ can save up
to eight human lives. However, the unresolved issue
of access for Bulgarian patients to lung transplant
programs remains a burden on society’s agenda.
The training of our medical professionals faces
an uncertain future, and the situation for patients
suffering from pulmonary hypertension continues to
deteriorate,” said Natalia Maeva, president of BSPPH,
in her address to participants at the sports event.

THE NATIONAL PICKLEBALL TEAM SUPPORTS
THE CAUSE OF PH PATIENTS

We thank the Bulgairan national pickleball team for
supporting the cause of pulmonary hypertension
(PH) patients, not only in November - recognized
globally as the awareness month for this rare disease
- but throughout the year.

The team made its debut at the European
Championship in Southampton, UK. On November
23,2024, all matches in the mixed doubles discipline
were played. Only the first and second teams from
each group advanced to the championship finals.

OTHER ACTIVITIES

After nearly five years of advocacy, full
reimbursement for home oxygen concentrators
begins from November 1, 2024. The National Health
Insurance Fund (NHIF) fully reimburses home
oxygen concentrators for the following conditions:
pulmonary arterial hypertension, cystic fibrosis,
other specified chronic obstructive pulmonary
diseases, other interstitial lung diseases with
fibrosis, rheumatoid lung disease, and respiratory
disorders associated with other diffuse connective
tissue diseases.

The president of BSPPH Natalia Maeva became a
member of the ELF Council. She has more than 12
years of experience in raising awareness about
lung health in the NGO sector, both in Bulgaria, and
in Europe. Her personal goals are to develop new
initiatives to promote patient advocacy. Natalia’s
personal point of view is that, as patients, we must
fight against the existing health inequalities in the EU.

NEWS FROM PH ASSOCIATIONS

Todor Mangarov embarked on an awe-inspiring
50-day expedition across Kenya, Tanzania, Uganda,
and Rwanda to raise awareness for Pulmonary
Hypertension. His journey covered an astonishing
5,198.6 kilometers through a variety of means:

e Cycling: 2,760 km
e Bus: 735 km

Truck: 1,162 km
e FerTy: 32 KM
Jeep/Car: 348 km
e Valking: 82 km
Motorcycle: 79.6 km
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TODOR MANGAROV’S 50-DAY ODYSSEY FOR PH AWARENESS

Todor’s adventure featured some of Africa’s most
iconiclandscapes, including the Great Lakes (Victoria,
Naivasha, and Manyara) and the Indian Ocean. He
tackled four volcanoes and summited the 5,895-meter
Mount Kilimanjaro in just five days. His route included
the Masai Mara, Serengeti, Ngorongoro, and Tarangire
reserves, where he witnessed the region’s stunning
wildlife and natural beauty.

Through physical challenges and breathtaking
encounters, Todor’s journey became a powerful
symbol of resilience, inspiring the global PH
community. His story demonstrates how awareness
campaigns can motivate action and bring visibility to
this rare condition.
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UNITING FOR RARE DISEASES:

HIGHLIGHTS FROM TWO INSPIRING EVENTS

In the fight against rare diseases, collaboration,
education, and advocacy are key. This November
and December, two pivotal events brought together
medical professionals, students, and patient
organizations to raise awareness and enhance

On November 23, under the auspices of the National
Alliance for People with Rare Diseases, 120 medical
students from universities across the country attended
this seminar.

Asthe nextgeneration of healthcare providers prepares
to tackle the complexities of modern medicine, their
exposure to rare diseases is crucial. This seminar
offered a vital opportunity for medical students to
engage with leading experts and delve into the nuances
of diagnosing and treating these conditions.

The seminar featured nine educational sessions, with
highlights including:

PULMONARY ARTERIAL HYPERTENSION (PAH):
Experts presented cutting-edge treatments and patient
management strategies for this rare, life-threatening

condition.

understanding of rare conditions. These gatherings
aimed to foster partnerships and equip stakeholders
with the tools needed to improve care for individuals
facing these unique health challenges.

EMPOWERING FUTURE DOCTORS: SEMINAR ON RARE DISEASES

CHRONIC THROMBOEMBOLIC  PULMONARY
HYPERTENSION (CTEPH): Attendees explored
diagnostics and therapies for this complex pulmonary

disorder.

ORGAN DONATION AND TRANSPLANTATION: A
dynamic discussion featuring a donor coordinator and
a transplant recipient, who provided firsthand insights
into the transformative impact of organ donation on
rare disease patients.

These sessions, alongside discussions on other rare
conditions, aimed to instill a proactive approach among
medical students, encouraging them to prioritize
early detection, patient support, and interdisciplinary
collaboration in their future careers.

On December 14 in Sofia, the annual meeting was
held for the representatives of patient organizations
for interstitial lung diseases and associated
rheumatological conditions.

Patientorganizationsareoftenthebackboneofadvocacy
for rare diseases, providing support, education, and a
unified voice for those in need. This annual meeting,
once again, brought together representatives from
across the country to share experiences, coordinate
efforts, and strengthen networks.

Two key presentations shaped the 2024 discussions:
PULMONARY ARTERIAL HYPERTENSION (PAH):

A focus on the disease’s impact on quality of life and
advancements in therapeutic approaches.

BUILDING BRIDGES: ANNUAL MEETING OF PATIENT ORGANIZATIONS

CHRONIC THROMBOEMBOLIC  PULMONARY
HYPERTENSION (CTEPH): An exploration of
diagnostic criteria, treatment breakthroughs, and
ongoing research aimed at improving patient
outcomes.

The event served as a platform for collaboration
between patient organizations and healthcare
professionals, fostering a stronger collective effort to
advocate for and support individuals affected by these
rare conditions.

A UNIFIED MISSION FOR RARE DISEASES

Both events underscored a shared goal: raising
awareness and fostering collaboration within
the rare disease community. By educating future
healthcare providers and strengthening patient
advocacy networks, these gatherings contributed
to a brighter future for individuals living with rare
conditions.

As the medical field continues to advance, the
importance of understanding and addressing rare
diseases cannot be overstated. These events stand
as a testament to the power of collaboration, proving
that together, we can make a difference.




NEWS FROM PH ASSOCIATIONS

CHINA

To further improve Chinese patients’ overall quality
of life and patients’ understanding of treatment, we
have launched several programs in 2024, including
an education program, a survey program, as well as
an advocacy program to promote patient-oriented
clinical trials.

In our education program, we shared the latest
advancement of the therapies in the U.S and
Europe, as well as the insurance systems of Japan,
which aroused patients’ great interests and their
aspirations for better and more diversified coverage
for treatments and care.

Fortunately, China NMPA (National Medical development. With the knowledge we’ve learned

Products Administration) has begun to pay more from international communities, we introduced the
attention to rare disease patients’ perspectives best practices of the EMA and FDA, and highlighted
in clinical trials. Therefore, at the end of 2024, the importance of early patient engagement in the
we were invited again by CDE (Center for Drug design of clinical trials, which raised the officials’
Evaluation) to share our perspective on PH drug interests and attention.
EEGE
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NEWS FROM PH ASSOCIATIONS

CROATIA

Dear PH community,

The Croatian association “Plava Krila” has a lot of good
news to share with you.

We participated in the Novartis Academy for
Associations (Adriatic Region), which was held from
November 22nd to 24th, 2024. The Novartis Academy
for Associations took place in Osijek, gathering nearly
100 representatives from Croatia, Serbia, Bosnia
and Herzegovina, and Montenegro. The aim of the
Academy was to provide participants with education,
support, and inspiration to enhance the work of their
organizations.

The three-day program featured a wide range of
relevant and practical topics, including:

p- Financial management for associations,
offering practical guidance on organizational
leadership.

p Artificial intelligence (AI) and its potential
applications in nonprofit work, which sparked great
interest among participants.

P Fundraising strategies, addressing one of
the most challenging aspects faced by all associations.

P  Motivational speeches, including an
inspiring talk by the well-known speaker Domagoj
Jakopovic¢ Ribafish, who shared his personal story and

infectious energy.

Beyond the lectures, the Academy provided ample
opportunities for networking, sharing experiences, and
forming new friendships. The atmosphere was filled
with enthusiasm and positive energy, strengthening the
sense of solidarity among association representatives.
In conclusion, participating in the Novartis Academy
was an invaluable experience, offering new knowledge
and fostering regional collaboration among
associations. We sincerely thank the organizers for the
opportunity to be part of such a meaningful event!

Thanks to the generous support from Orphacare
Austria, we successfully translated and printed two
new brochures designed to benefit patients living with
pulmonary hypertension. These brochures focus on
essential topics that address the everyday challenges
of living with this rare disease:

1. Nutrition and Pulmonary Hypertension
This guide provides practical advice on a diet tailored
to the specific needs of patients. It emphasizes the
importance of balanced nutrition to help manage
symptoms, maintain energy levels, and support overall
health.

2. Travel Tips for People with Pulmonary

Hypertension

The travel-focused brochure offers valuable tips
for planning and staying safe while traveling. It
includes recommendations on carrying medications,
using oxygen during trips, and adapting to different
conditions at the destination.

In addition to the printed versions, these brochures are
also available in PDF format. They can be accessed on
our “Plava Krila” website and on our profile at the Bel
Air Center.

These resources mark a significant step forward in
supporting patients and their families, providing them
with essential information to navigate their daily lives
more effectively. We extend our heartfelt thanks to
Orphacare for their ongoing support, which enables us
to realize such meaningful projects!

We were a big part of the 3rd National Meeting on
Pulmonary Hypertension held in Zagreb.

In early December, Zagreb hosted the 3rd National
Meeting on Pulmonary Hypertension, bringing
together medical experts from various centers across
Croatia, including Zagreb, Split, and Rijeka. The event
gathered pulmonologists, cardiologists, internists,
family medicine practitioners, and other professionals
involved in the diagnosis and treatment of this rare
and complex condition.

Discussions during the meeting focused on the
challenges in treating pulmonary hypertension,
the latest medical research and guidelines, and

the importance of a multidisciplinary approach in
providing high-quality care for patients.

Zdenka Bradac, as a representative of the “Plava Krila”
association, had the opportunity to contribute with a
short presentation and a panel discussion on the topic
of “The Patient’s Journey: From First Symptoms to
the Diagnosis of Pulmonary Hypertension.” Zdenka’s
contribution provided insight into the patient’s
perspective, highlighting key challenges such as:

. Delays in diagnosis,
. Lack of accessible information,
. The complexity of treatment and the

need for long-term support.

The importance of collaboration among medical
professionals and patient associations was emphasized
to improve the situation in the country. Key priorities
include accelerating diagnosis and ensuring accurate
diagnoses, both of which are essential for timely
treatment and improving patients’ quality of life.

The meeting concluded with a strong acknowledgment
of the value of such gatherings in advancing
healthcare services and fostering collaboration
among all stakeholders in the treatment of pulmonary
hypertension. We extend our gratitude to the
organizers for the opportunity to participate in this
important event and hope that such initiatives will
contribute to meaningful improvements in the future.
And last but not least, we had the honor of speaking
with the esteemed Dr. Feda Dubur, one of the leading
experts in pulmonary hypertension. In this fascinating
interview, we discussed the current situation regarding
this condition in Croatia, the challenges faced by
patients and healthcare professionals, and Dr. Pubur’s
vision for the future of pulmonary hypertension
treatment.

One of the key topics we explored was the lung
transplant program in Croatia—a subject that raises
important questions for patients and their families.
We invite you to watch this inspiring and informative
video on the Bel Air Center website! Learn more about
the latest medical advancements, challenges, and
hopes for a better future for all patients.

Don’t miss the chance to hear insights from one of the
top experts—uvisit our website and watch the video!

Link to the video:

https://mega.nz/file/14gXiS6a#L_rkw3YvW_fBD2W7
NuM90q8IFu37fNQHfD5bZ0Y6srg

Katica Mavracic¢




NEWS FROM PH ASSOCIATIONS

The Czech Association for Rare Diseases (CAVO)
unites patient organizations representing individuals
with rare diseases, advocating for their interests,
and working to raise awareness about the unique
challenges they face. CAVO’s mission is to improve
the understanding of rare diseases among healthcare
professionals, policymakers, and the public while
striving to ensure that the healthcare system better
addresses the needs of those affected. CAVO actively
contributes to the development and implementation
of strategic documents, including the Strategy for
Rare Diseases 2030 and National Action Plans for
Rare Diseases. It participates in discussions within the
Patient Council and working groups at the Ministry of

CZECH REPUBLIC

CAVO: ADVOCATING FOR PATIENTS WITH RARE DISEASES

Health and the Ministry of Labor and Social Affairs.
The organization also collaborates with similarly
focused groups both within the Czech Republic and
across Europe. Founded in March 2012, CAVO has been
a vital part of the rare disease community for over a
decade. Our association has been a proud member of
CAVO for many years, and we deeply value the support
and opportunities it provides. Dr. Hercikova, one of our
representatives, participates monthly in a dedicated
working group that focuses on addressing the most
pressing issues faced by patients with rare diseases.
These regular meetings play a key role in ensuring that
the voices of patients are heard and that meaningful
solutions are sought for their challenges.
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PATIENT FORUM 2024:

PRIORITIES FOR A MODERN HEALTHCARE SYSTEM

The Patient Forum 2024, hosted by the National
Association of Patient Organizations (NAPO), focused
on key issues shaping the future of Czech healthcare.
The event outlined actionable goals for improving
patient care, transparency, and inclusion, aligned with
the long-term Patient Vision for Healthcare 2035.

PATIENT JOURNEY: IDENTIFYING AND ELIMINATING INEFFICIENCIES

One key topic was the patient journey—tracking how
patients navigate the healthcare system to identify
inefficiencies and improve outcomes. While structured
pathways exist for only a few diagnoses, analyzing
care data can optimize processes, enhance therapeutic

approaches, and improve reimbursement mechanisms.
NAPO encouraged its member organizations to
collaborate with healthcare professionals to define
optimal patient journeys, assess the quality of care,
and measure its impact on patients’ lives.

TRANSPARENCY IN HEALTHCARE DATA

The forum also addressed the need for public access
to data on the quality and availability of healthcare
services. Currently, patients lack the ability to make
informed choices about providers. NAPO aims to
collaborate with stakeholders to ensure data on

quality indicators is published in a user-friendly
format. Accessto such datawould empower patients to
choose care based on proximity or provider expertise
and promote transparency and accountability in the
healthcare system.

PATIENTS IN INSURANCE GOVERNANCE

The final discussion centered on including patient
representatives in the governing boards of health
insurance companies. Panelists emphasized that
patients, as primary users of healthcare, should have
avoice in decisions affecting care quality, accessibility,
and funding. NAPO advocates for qualified patient

representatives to join boards of both sector-specific
and general insurers, including VZP, the largest
Czech insurer. Their presence would ensure that
long-term patient needs are prioritized over short-
term financial goals, leading to more sustainable and
patient-focused healthcare policies.

GOALS FOR 2024

1. OPTIMIZE PATIENT JOURNEYS
to improve care efficiency and outcomes.

2. ENSURE PUBLIC ACCESS TO HEALTHCARE
QUALITY DATA
for informed patient decisions.

3. INCREASE PATIENT REPRESENTATION

in health insurance governance to better reflect
their needs and expectations.The Patient Forum
2024 reinforced that a patient-centered approach,
transparency, and collaboration are vital to the
evolution of healthcare in the Czech Republic.




STRENGTHENING COLLABORATION WITH THE MINISTRY OF HEALTH

19TH WEEKEND MEETING OF THE PULMONARY HYPERTENSION
PATIENTS ASSOCIATION

The Vice President of our association continues
to serve as a member of the advisory body for the
reimbursement of drugs intended for rare diseases.
This role highlights both the dedication and expertise
of our organization and the growing recognition of
the importance of incorporating patient perspectives
into healthcare decision-making, particularly for
rare diseases. Having a representative from a patient
advocacygroupinsuchakeypositionbringsinvaluable
insights into the unique challenges and needs faced by

individuals living with rare conditions. It ensures that
the voices of patients are heard and considered when
shaping policies and making decisions that directly
impact their lives. This collaboration underscores
the significance of fostering partnerships between
patient organizations and healthcare authorities.
Together, we can work toward a more inclusive
and patient-centered healthcare system that better
addresses the complexities of rare diseases.

ANNUAL REHABILITATION WEEK FOR PULMONARY HYPERTENSION

PATIENTS IN PODEBRADY

As in previous years, the second week of August was
dedicated to the annual rehabilitation program for
patients with pulmonary hypertension in Podébrady.
This event focuses on supporting the mental well-
being of patients and their family members while
also demonstrating that physical activity can be
safely incorporated into their lives, even with a
chronic condition.The program was conducted under
the guidance of a physician from the Pulmonary
Hypertension Center and physiotherapists. This year’s
activities centered on gentle breathing exercises,
muscle stretching, and improving movement habits.

New techniques were introduced to strengthen the
core muscles, aiming to protect the spine and enhance
overall physical stability. In addition to the physical
aspects, patients had the opportunity to consult with
a pulmonary hypertension specialist, addressing
individual concerns, and receiving personalized advice.
Building on the success of previous years, psychological
relaxation sessions and one-on-one support were also
included, providing a holistic approach to care. This
weeklong program continues to be a vital resource
for patients and their families, fostering a sense of
empowerment, well-being, and community.

On September 21 and 22, 2024, the 19th weekend
meeting of the Pulmonary Hypertension Patients
Association (SPPH) took place. The event was held
in a friendly atmosphere and offered a diverse
program, including not only the general assembly
but also a series of expert and practical lectures. One
of the key highlights was a presentation by SPPH
vice chairperson, Ing. Sulcova, who introduced the
activities of the Advisory Body for the Reimbursement
of Medicines for Rare Diseases. This body, established
under the Ministry of Health of the Czech Republic,
plays a crucial role in decision-making regarding
the funding of treatments for rare diseases, and
Ing. Sulcova has become one of its members. In her
speech, she emphasized the importance of actively
involving patients in decision-making processes
and highlighted the significant role of their voices
in healthcare policy. Another noteworthy moment
was a lecture by Professor Jansa from the Center for
Pulmonary Hypertension at the General University
Hospital in Prague. Professor Jansa presented
new treatment options for pulmonary arterial
hypertension, focusing particularly on a newly
approved medication that offers fresh hope for
patients. His presentation captivated both medical
professionalsand patients, providing valuable insights
into the progress being made in the treatment of this
condition. The SPPH meeting, once again, provided an
opportunity for participants to exchange information,
share experiences, and strengthen the community of
patients and their families. Attendees left not only

enriched with new knowledge, but also with a sense
of mutual support and reassurance that they are not
alone in their fight.




GERMANY

Our self-help group PH Self-Help with Heart and 1Q
currently has 936 members, who are PH patients and
caregivers.In 2024, we produced abrochure together
with MSD Germany and with the collaboration of
some patients from the PH association, which is
tailored particularly to the newly diagnosed PAH
patients. It gives a brief insight into what PAH is,
advises you what things you should do, and what
you should not do. It also informs about what
disability compensations the patients are entitled
to. Above all, it shows how serious this disease is,
but also brings a lot of hope. With it, we are saying:
»Hello you! You are no longer alone with the demon
of Pulmonary Arterial Hypertension. We are here
for you, you can contact us, and we will pick you up
when you are down.

NEWS FROM PH ASSOCIATIONS
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NEWS FROM PH ASSOCIATIONS

HUNGARY

We had our General Assembly on April 25th, where
our doctors talked about current issues with the
participants, and those who joined could also receive
a copy of a nutrition brochure.

In May 2024, after many Saturdays that we have
spentattending the lectures and workshops between
November and May, we successfully graduated from
the Patient Organization Academy organized by
AIPM. We learned a lot of useful things, for example
about communication and social media, but we
also dealt with the legal environment and Health
Technology Assessment.

Innovativ Oy6gyszergyariok
vototl AKGdomIat o 2023/2024.

In 2024, we participated again in the event of RIROSZ
(Hungarian Rare Disease Association), organized on
the occasion of World Rare Disease Day. This year, it
was held in the north-western part of the country on
February 24th. The City of Sopron hosted it, which is
in a region where there is not really a regional care/
research network dealing with rare diseases, so it
was important that the conference brought together
health decision-makers, the region’s professionals,
and patient organizations. The enthusiastic
association participants drew attention to the
everyday problems of those suffering with PH, and \ N
the results achieved so far. R By i
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During the year, we continuously monitored
legislative changes, which require significant energy.
We take advantage of every opportunity where a
presentation is given.

We wrote grant applications and held discussions
with several institutions on how we can ensure the
financial background of the association’s operation.
We have published calls to offer 1% of the PIT, as well
as the possibility of other forms of support. We also
have a new method to collect donations: with the help
of a QR code, people can donate money they received
when they recycled packaging.

Egyedi azonosit6

Kérjik, olvasd be az azonositd kédod, hogy
kézvetlendl a bankszamladra utalhassuk a
visszavéltasi dijat.

Tiidoér Egylet

We also took part in the general assembly of RIROSZ
(Hungarian Rare Disease Association), the umbrella
organization of which we are members.

We monitored the access to medicines for rare disease
patients, as well as the innovations that promote
a cure for PH. We also invited a representative of
NEAK (National Health Insurance) to our National
Conference to inform about the possibilities of state
financing of drugs for PH patients.

We drew attention to the importance of patient
organizations and the activities of our association
at the HERA Info Days, META conference, and EESC
conferences.

Eob i R

XVIIL.META

KONFERENCIA

We also participated in the EgészségERTES - Women'’s
Health Round Table events, where physicians and
health decision-makers and representatives of patient
organizations think together in the organization of
the prestigious Semmelweis University (SOTE). We
were also present at the AIPM meet-up event. These
are good networking opportunities during which we
can raise awareness for our association.

We introduced ourselves at the AIPM HEALTH.
VALUE. MEDICINE event, where we informed those
interested at our stand, and many took our materials
with them.

“Osszefogds a ayégyulas reményében” i

In many cases, drug treatment of PH can slow the
progression of the disease, but there is no cure yet.
Fortunately, there are a variety of medicines available
in our country, but there is a point where those no
longer help. At that point, only lung transplantation
can save patients’ lives. That is why we cooperate
with the MSZSZ and the Hungarian Heart and Lung
Transplant Association. We took part in the Trapi
days and the Lecso festival in Szentes.

In October, we entered the SPAR Budapest Marathon.
This time, it was not others that ran for us, but we
signed up for the 2.3 km Gondoséra walk and the
500 meter FODISZ equal opportunities race together
with fellow patients, family members, and friends.
It doesn’t seem like a long distance, but it was a
great achievement for us to walk all the way. At our
tent, we spoke to those interested about Pulmonary
Hypertension and many people took our flyers and
publications with them. The atmosphere captivated
and inspired all participants. Out of breath, but
happy, we reached the finish line. We also launched

a fundraising campaign, as the association would
need a portable oxygen concentrator, which the
patients could receive for use as needed.

You can see our video at:
https://www.youtube.com/watch?v=8sJcjixwWO0So
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NEWS FROM PH ASSOCIATIONS

ITALY AMIP

»

In November, we represented the association at the
APHEC, where we could hear useful presentations. We
participated in workshops and spent a pleasant time
with fellow patients from many European countries.
In November, we had our PH Awareness Month FB
campaign as well, where we could use the visuals of
the common campaign done by PHA USA and PHA
Europe.

On November 29th, the high-level conference of our
EU presidency and the EESC on rare diseases was held
in Budapest, where we represented our association.
At the conference, the exploratory opinion ,Leaving
no one behind: a European commitment to the fight
against rare diseases” adopted at the October plenary
session of the EESC was presented, which calls for the
creation of an integrated European health framework
program that sets specific goals for the improvement
of the care of rare diseases by 2030.

CONFERENCE / KONFERENCIA  #RareDiseases
For an EU commitment to tackling rare diseases
EU kitelezettségvallalas a ritka betegségek
elleni kiizdelem mellett

29.11.2024 | 9:00-16:00 | Budapest Congress Centie, Liszl room f terer

The year 2024 was eventful in the life of the
association.

With our activity, we also satisfied basic needs of the
society, in addition to keeping in mind the interests
of the community of patients living with PH, such as:

Increasing the population’s health
awareness (education, awareness)

Improving the quality of life: lifestyle advice,
psychosocial support, community events

Advocacy:  participation in  research,
legislative opinions, innovative treatment options

Community building: meetings, joint
programs with other organizations

We would like to continue this work in 2025 as well.
Eszter Csabuda -Tiidé6ér Egylet
www.tudoer.hu
https://www.facebook.com/tudoer.egylet

The Pulmonary Hypertension Patient Association of
Rome carried out many activities in 2025.

In addition to the daily action of offering psychological
help 24 hours a day, for seven days a week, for those
affected, we have also:

- launched our short movie “COL FIATO SUSPESQO”;

- participated in the annual meeting of the Pulmonary
Hypertension Network;

- organized seven doctor/patient meetings in various
[talian regions;

- participated in numerous meetings with
pharmaceutical companies;

- participated in numerous art events (music festivals,
theater performances);

- took part in scientific conferences organized by the
National Research Centers;

- printed and distributed more than 4000 information
leaflets,

...in short, our work to raise awareness in Italy takes
place every day, and we don’t lack the imagination to
make ourselves noticed.
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NEWS FROM PH ASSOCIATIONS

ISRAEL

PROJECT WITH PHA USA

The association from Israel translated a Guide to
Intimacy and Pulmonary Hypertension. This guide is
in final editing mode and will be made available for
patients with PH and their partners and carers, to
ensure an understanding of and improve intimacy and

coping with its various challenges. Providing support
and a greater understanding of intimacy contributes
to a greater quality of life and relationship building
among patients.

LAUNCH OF A NEW SUPPORT PROGRAM

FOR PATIENTS IN NEED OF TRANSPLANTS

Much research was done, resources created and
information provided to support patients. The
program focuses on how to approach the process of
application, guidelines and tools on how to cope with
relevant bureaucracy, understanding the medical

There was a wide participation of many patients,
including new patients, who joined a virtual
conference of the association together with Yohai
Adir, the director of the Carmel Lung Institute in
Haifa. Although Haifa was under heavy rocket attack
from Hezbollah terrorists, the doctor continued
with a comprehensive and interesting lecture on
new and groundbreaking drugs for the treatment
of pulmonary blood pressure. The doctor explained
at length about the need for existing drugs to work,
and the new way in which new drugs work, as well as
how they prevent the development of the disease. He
also elaborated on the way of receiving the drug, its
side effects, and the unique methods he found to help
patients deal with these side effects. The members of
the association prepared many intriguing questions
before the lecture and Sharon Ronder, a member of
the association’s committee, raised questions for

process and the timing for each stage of this journey,
and when it is relevant to consider transplant
overseas (not in your home country). This program
is being worked on in partnership with the local lung
transplant association in Israel.

ONLINE WEBINAR WITH DR. YOCHAI ADIR

the doctor, who answered them at length and in a
clear manner that clarified the full picture of the
process of the new drugs for this serious disease.
The doctor found a number of his patients in the
audience who were on Sotatercept and brought
them up to speak in front of the audience and tell
them about the tremendous success they had with
the drug. The patients listened attentively and were
really captivated to hear firsthand about the success
and coping of the patients, who have just received
the drug as part of a research study and thus have
been receiving it for a longer time. Many patients
raised additional questions, which were answered
very professionally by a great professor. The lecture
ended on a high note, and the members expressed
great satisfaction with the new and professional
information presented to them.
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l’ NEWS FROM PH ASSOCIATIONS

JAPAN

PHA Japan was proud to celebrate 25 years of serving
the Japanese PH patients. At the 17th National PH
Conference held on the occasion, presentations
were given about current and new treatments, and
the possibilities of transplantation. Participants
could also listen to information about the World
PH Symposium, and the results of a survey-based
study that explored treatment satisfaction between
patients and doctors in PAH and CTEPH in Japan.
The closing lecture was about genes.



17th National PH Conference
Oct. 13. 2024 Sun) at Keio Univ. Hospital, Tokyo (124 attendees)

10:00~10:30 30 Resistration
10:30~10:40 10 Opening

A0~11- New drugs
10:40~11:00 20 Dr. Masaru Hatano (Tokyo University)

11:00~11:05 5 break

Transplant

11:05~11:25 20 Dr. Masaaki Sato (Tokyo University)

11:25~11:35 10 break

11:35~11:55 20 CTEPH
Dr.Tsuyoshi Ogo Kational Cerebral and Cardiovascular Center)

11:55~12:00 5 break

Pediatric
Dr.Hiroyuki Hukushima (Keio University)
12:00~12:30 30 Dr.Shinichi Takatsuki (Toho University)

12:30~13:00 30 Break

7thW SPH2024/6/29-7/1(Barcelona)
Dr. Yuichi Tamura Internatiional University of Health and Welfare)

13:20~13:25 5 break

Exploring Treatment Satisfaction between Patients and Doctors in PAH and CTEPH in
13:25~13:40 15  Japan:A Survey-Based Study
Jyuichi Omura (Janssen Pharma)

13:40~13:45 5 break

13:00~13:20 20

AFE~14- Epoprostenol tratment
B Il A Dr. Noriaki Takama(Gumma University)

14:05~14:15 10 break

Gene
Dr. Takahiro Hiraide (Keio University)
Dr. Sarasa Isobe (International University of Health and Welfare)

14:15~14:45 30

14:45~ closing

17th National PH Conference
PHA Japan 25 anniversary
ﬁ“’ Oct.13,2024

LATVIA

NEWS FROM PH ASSOCIATIONS

Making a Difference: PHA community of Latvia in 2024

PARTICIPATION 2024

From January to October 2024, the Pulmonary
Hypertension Society of Latvia (PHB) implemented
the project “Participation 2024,” financially supported
by the Society Integration Fund from the Latvian state
budget within the framework of the NGO Foundation
2024 program. Over the 10-month project, the
association was able to meet its basic needs - hiring
a part-time project expert, paying for an accounting
service, ensuring the operation of a consultation
hotline, purchasing necessary inventory and office
equipment, and educating the public about the PAH
diagnosis and actual health issues by creating social
media content. The main project activities included
PAH patient advocacy at the national level, an event
for PHB members and their families, and a highly
popular psycho-emotional health program consisting
of a set of three social integration and educational
events.

During the project, we gained valuable friends and
potential partners for future events. The greatest
added value was the suggestions for amendments
about the Patient Rights Law, the development of
a physiotherapy pilot program, new insights into
creating more inclusive and interesting events,

the involvement of 7 volunteers in organizing
organizations’ events, and the willingness of
volunteers to continue cooperating with PHB, as well
as the involvement of members in generating ideas
on how to better implement the psycho-emotional
program and what activities are needed in the future.




The opinions expressed in the survey testify to the project’s success:

p There were many events, well-thought-out, interesting, thank you to the organizers.

P Very successful! You could feel the energy with which the PHB team is doing things!

P Qualitative and in accordance with the set objectives.

P [ was with three children at the event at Anna’s Tree School. Magical! Calm, thoughtful, unhurried. The
tour guide was very likeable. There was an opportunity to meet people I already knew, to talk calmly.

p This year’s events were very interesting and educational, they helped a lot to integrate into society and
get to know your fellow association members and learn a lot of new things.

p [ got acquainted with the association’s activities, which were very interesting. I enjoyed the colorful
autumn in a place where I had never been before! Participants of different ages and with different special needs,

but together there is harmony, support, warmth...

As an advocacy activity, we realized the discussion
“Is disability (in)ability?” with 22 participants in
July 2024, provided 80 hot-line consultations of
PAH patients and their family members, and PHB
participated in 10 advocacy meetings with the Health
Ministry, the National Health Service, and other
stakeholders. We also realized the collaboration with
four Latvian organizations, as well as international
ones.

On August 25, 2024, PHB implemented the
Membership Meeting and public event for our
community members with 34 participants. On a

PULMONALAS
HIPERTENSIIAS
BIEDRIBA

THE RESULTS OF THE PROJECT

beautiful day of late Summer, we gathered in a natural
aroma workshop and a physiotherapy session,
networked, and got acquainted with new members,
while we talked about ideas for future events. During
October of 2024, we held our organization’s popular
psycho-emotional health program, during which we
had 65 participants, 6 volunteers, and three additional
engaging events took place - two of them in Riga, and
one in Babite, near Riga. The events were attended
by people with functional impairments and their
relatives, children with developmental disabilities and
their parents, foster parents, as well as PAH patients.

VA
CALizpn

PARTICIPATION IN INTERNATIONAL CONFERENCES

PHB’s international presence in 2024 was significant.
By attending the World PH Symposia, Access to Care
Event for Patient Advocates in CEE and PHA Europe’s
General Annual Meeting and Conference, PHB gained
valuable insights into the latest research, treatment
advancements, and patient advocacy strategies.
These experiences will undoubtedly contribute to
improving the lives of PAH patients in Latvia.

On the 3rd Advent, the PH community event
“Christmas Taste” took place in Riga, at the market
of Agenskalns. PHB members, their family members,
and volunteers of the organization participated in the
vegetarian kitchen workshop. We whipped up some
healthy treats and baked a batch of heartwarming
gingerbread cookies. A comforting, sweet hot drink
accompanied these treats. The freshly baked cookies
were lovingly packed in gift boxes and sent via parcel
service to our regional PHB members who, due to
their health challenges, were unable to join us in
person for our events.




A FESTIVAL, AN EXHIBITION, AND MORE:

WHAT AWAITS THE PAH COMMUNITY IN 2025?

PHB continues its active work to improve the quality
of life for individuals with pulmonary hypertension
in Latvia. We are delighted to announce that PHB has
won two prestigious projects - the Central Contract
and Financial Agency’s project ,Support Program for
People with Disabilities and Seniors” and the Society
Integration Fund’s project ,Breathing as One!”. In 2025,
we will organize the Oxygen Festival 2025 and a photo
exhibition featuring people with PAH - it will be a great
way to show that PAH does not break our spirit. Several

other public events are planned to inform the public
about PAH, reduce stigma, and promote a supportive
attitude towards people with this disease (such eventsas
public walking, photo workshop). PHB representatives
will also take part in the Rare Disease Forum 2025 with
a presentation about patient engagement in clinical
trials and will organize the discussion on reproductive
health and rare diseases.

Ieva Plume,
President of PHA Latvia
www.phlatvia.lv

NEWS FROM PH ASSOCIATIONS

THE NETHERLANDS

Highlights from Our National Activities in the Netherlands

A detailed report of all our activities in 2024 will soon be available on our website:
www.stichtingpulmonalehypertensie.nl.

In the meantime, you can already find a summary of our National Pulmonary Hypertension Information Day, the
most important event for patients in the Netherlands. This event offers individuals living with PH an opportunity
to gain valuable information, connect with others who share similar experiences, and engage in informal
conversations with healthcare providers.

We believe events like these are vital in fostering community, empowering patients, and enhancing collaboration
between all those involved in pulmonary hypertension care.

NATIONAL PULMONARY HYPERTENSION INFORMATION DAY:
A BLEND OF EDUCATION, CONNECTION, AND HOPE

On Saturday, November 23, 2024, the National
Pulmonary Hypertension (PH) Information Day
brought together patients, caregivers, and medical
professionals for an inspiring and informative
symposium. This annual event, designed specifically
for PH patients and their loved ones, offered a full day
of learning, connection, and support. .

The event was expertly chaired by Dr. Sanne Boerman,  pyimonate Hwimm
whose exceptional time management skills ensured
that 160 attendees smoothly navigated the packed
agenda and found their way to the right sessions.




The day began with a shared plenary session,
followed by two rounds of thematic workshops, a
well-organized lunch that allowed ample time for
catching up with peers, and a lighthearted cabaret
performance to close the event. Attendees were also
treated to snacks and drinks to wrap up the day.

This year’s program introduced a “personalized
education” approach, offering attendees the
opportunity to choose from six thematic sessions led
by leading experts:

The plenary session featured an inspiring talk by Dr. Jurjan Aman, who presented the latest updates on current

A TAILORED PROGRAM FOR EVERY ATTENDEE

P Chronic Thromboembolic Pulmonary
Hypertension (CTEPH) - Prof. Dr. Marco Post,
Cardiologist

b PH Basics - Dr. Thomas Koudstaal,
Pulmonologist

P Systemic Sclerosis, SLE, & PAH - Dr. Madelon
Vonk, Rheumatologist

P Navigating Social Care Regulations (WMO) -
Petra Veen, Client Support Specialist

P Managing PH with Infusion Pumps - Miriam
Kap MSc, Nurse Specialist

P> Caregiving Support - Auckje Terwindt &
Diane Goeree-Detz, Caregiver Support Advisors

LOOKING AHEAD: PROMISING TREATMENTS FOR PH

and future treatment strategies for PH. His presentation highlighted the tremendous progress being made in PH

research, offering hope to attendees and their loved ones.

MORE THAN INFORMATION |

The day was not just about education; it was also about connection. The informal atmosphere provided attendees
with opportunities to interact with healthcare professionals and share experiences with fellow patients.

The National PH Information Day, once again, proved to be a valuable and uplifting event, leaving participants

feeling informed, supported, and hopeful for the future.

NEWS FROM PH ASSOCIATIONS

NORTH MACEDONIA

One ofthe biggestevents during which we participated
this year was the “November Run Marathon,” which is
based in Gevgelija, the hometown of our association.
We, as always, had our ambassador marathon
runners, who participated in honor of November’s
PH Awareness Month and got breathless for patients,
and thus helped us spread awareness for Pulmonary
Hypertension. This year, for the fourth time, the
marathon managed to garner a very solid number of
participants, and it lasted for two days. The first day,
there was a 1km run for kids, and also a 1km run for
disabled people. On the second day, the big 10km run
was held. On these two days, we marked November’s
Awareness Month for Pulmonary Hypertension, and
we will continue to repeat it in the coming years.
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NEWS FROM PH ASSOCIATIONS

.
NORWAY

This autumn has been very busy for PH Norway.

On the agenda, we have the process to get PAH
registered as a rare disease in Norway, and therefore
have sent applications to the ministry of health with
several reminders in 2024.

We have still not received any answer, but it will be
followed up in 2025.

We are utilizing the help of the Norwegian Heart and
Lung association in this matter, and we have also
been in touch with Hall from PHA Europe, who will
be helping us.

We decided early on to have a patient meeting in the
autumn of 2024, since we had to postpone our spring
patient meeting due to lack of funding.

Funding was still an issue this autumn, but we finally
got a go-ahead with the help of LHL, MSD, and Nordic
Infucare.

The meeting was held at Cathinka Guldberg Hospital
at Gardermoen (Oslo Airport) from the 15th to the
17th of November.

[t was very successful, and a report was published in
the PH Europe Newsletter before Christmas.

In addition, we have team meetings every 4 weeks
and finally had a Christmas lunch, where we met in
person at the end of November.

We have a very active closed Facebook group where
the members of the group can ask questions and get
information about our agenda.

There has been a peer to peer course where 3 people
from our group attended and were able to help our
fellow patients.

We have also been at several meetings about advocacy
and abouthow to influence and inform health workers
and politicians about PAH.

MSD has been very active regarding PAH, and we have
been to several meetings with them about their new
PH medication, as well as about a new register to get
more information about prevalence of PAH in Norway.
MSD also has a project about the PAH patient journey.

In December, MSD organized a film and patient
interview to advocate and make PAH more known to
healthcare workers.

From the 6th to the 10th of November, the annual
APHEC meeting was held in Casteldefells in Barcelona
and Marit Nydal Nicholson and Ann-Kathrin Bruheim
attended for PAH Norway.

It was a very interesting meeting with much good
news about PH and how to live well with PH.

There are several new studies and medicines on the
way, which makes the future for PH patients brighter.

We made a report on the conference in our Facebook
group, so that our members can follow closely what
is going on.

The resume on this report was also presented at our
patient meeting in November.

NEWS FROM PH ASSOCIATIONS

P 0 LA N D ¢ Polskie Stowarzyszenie Osdb
- ) ' z Nadci$nieniem Plucnym i Ich Przyjaciol

PUBLICATION OF GUIDES FOR NURSES: HOW TO CARE FOR A PATIENT WITH PULMONARY HYPERTENSION

PURCHASE OF PORTABLE OXYGEN CONCENTRATORS FOR PATIENTS

Rare Disease Day in Warsaw - conversation with the Minister of Health on the urgent reimbursement of medicines
and the purchase of portable oxygen concentrators for patients




RARE DISEASE DAY - INVOLVEMENT OF DOCTORS, NURSES, AND PATIENTS, A LESSON
AT SCHOOL ABOUT OUR DISEASE

. 29.02 Swiatowy Dzier
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RARE DISEASE DAY - PULMONARY HYPERTENSION

NEWSPAPER INTERVIEW EDUCATION OF THE PUBLIC - INTERVIEW ON TV

Mogta spac tylke na siedzaco, przy
otwartym oknie. Prawdziwg diagnoze
postawiono, gdy byta w stanie
krytycznym
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JOINING THE PATIENT ADVOCATE PROJECT ,tACZY NAS PACJENT”

Our association has telephone shifts twice a month, during which you can call us and ask about your illness

EDUCATIONAL CAMPAIGN ORGANIZED BY THE PATIENT RIGHTS ADVOCATE

The program was created in cooperation with the Minister of Health. During the campaign, our association has
telephone duty twice a week. Anyone who feels worse, or cannot be diagnosed, can call us, and we suggest where
to seek help, how to recognize the disease, and what tests should be performed.

THE PROJECT ,,QUICK DIAGNOSIS OF PULMONARY HYPERTENSION” ADDRESSED TO FAMILY DOCTORS

We want to educate doctors on how to recognize PH - we have already distributed 6 thousand leaflets
The project ,,Rapid diagnostics of pulmonary hypertension” aimed at family doctors - we educate doctors
on how to recognize pulmonary hypertension. We sent leaflets to our patients, acquaintances, friends,

and families. We hand them out at various educational events. Each time, we ask them to pass the leaflets
on to doctors to increase awareness of the disease. We have already distributed 6 thousand leaflets.

WORLD PULMONARY HYPERTENSION DAY

Many cities illuminated their facilities in blue in solidarity with us, information about the disease was broadcast
on the radio, and our poster was displayed in the cinema before each film for a week

THREE LARGE EDUCATIONAL CAMPAIGNS, DURING WHICH THE ASSOCIATION EDUCATED PASSERS

by about the disease, took place. This year, we also promoted information about transplants
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A MAJOR EUROPEAN EVENT - AN ECONOMIC FORUM IN KARPACZ AND A CALL FOR URGENT

REIMBURSEMENT OF THE DRUG WAS ORGANIZED PARTICIPATION IN THE CONFERENCE FOR CARDIOLOGISTS ,,PULMONARY CIRCULATION SECTION” AND

LEADING THE FIRST PANEL ON THE NEEDS OF PATIENTS WITH PH

We also submitted comments to the ,,Rare Diseases Plan,” which will be forwarded to the Minister of Health

EKONOMICZNE

Karpacz, 3+' y 122024

MEETING FOR PATIENTS IN KRAKOW

We discussed topics such as: what’s new in PH, how to take care of yourself, how to eat properly, what
prostacyclins are, as well as why patients shouldn’t be afraid of a pump

TVINTERVIEW ON THE NEED TO EDUCATE SOCIETY ABOUT PH
fvo ECHO24 frvo ECHO24




PARTICIPATION IN THE ,RODZINNA” CONFERENCE, WHERE WE HANDED OUT LEAFLETS TO DOCTORS
ABOUT OUR DISEASE. WE TRAINED ABOUT 2 THOUSAND DOCTORS OVER THE WEEKEND

PARTICIPATION IN A CONFERENCE FOR LEADERS OF PATIENT ORGANIZATIONS - WE LED A PANEL ON
PATIENT RIGHTS

CONFERENCE FOR PH PATIENTS IN ZABRZE

we discussed the following topics: what’s new in treatment, Sotatercept and our expectations, how to
take care of yourself, how to live with a Hickman catheter pump, and furthermore, we also showed films about
the rehabilitation of our patients

NEWS FROM PH ASSOCIATIONS

PORTUGAL

Celebrating 20 Years of Advocacy

2024 marked our association’s 20th anniversary! An
online challenge had been launched (end of the year
2023), inviting participants to share motivating and
inspiring slogans/phrases. The three best entries
were awarded prizes and shared widely throughout

Rare Disease Day shone brighter than ever, as many
landmarks across the country lit up in vibrant
colors to honor the 300 million people worldwide
living with rare diseases. These striking displays
symbolized solidarity, awareness, and a collective
call for action. Locally, efforts went beyond the
illumination, with campaigns and events sharing
personal stories and understanding about rare
diseases. The day served as a powerful reminder
of the need to continue advocating for inclusivity,
research, and improved healthcare access.
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the first half of the year on our social media,
engaging our community of patients, families, and
caregivers. This initiative celebrated two decades
of dedication, unity, and progress, while inspiring
hope for the future.

A groundbreaking initiative this year was the launch
ofthe Bel Air Center, PHA Europe’s virtual knowledge
sharing platform. This innovative platform was
designed to unite the Pulmonary Hypertension (PH)
community, offering a digital space for connection,
learning, and engagement. The opening of the Bel
Air Center was largely publicized on all our social
media, including the production of leaflets to hand
out at all events.




This year, a series of four webinars were hosted,
generously sponsored by pharmaceutical companies,
each addressing critical topics for the PH community:

We continued our awareness efforts at the Careto
Airshow in Braganca. This vibrant event provided
a unique manner to engage with the public about
Pulmonary Hypertension. A heartfelt thank you goes
out to Nuno Miguel Fernandes, Rui Alves, and Paulo
Cunha for their invaluable support in making this
initiative a success.

6th of March - Clinical Trials in Portugal:
Prof. Benedita Fonseca and Dr. Rui Placido delivered
an informative session aimed at demystifying doubts
and misconceptions about clinical trials. Their
expert insights helped participants understand the
importance of trials and how they contribute to

advancing treatments. En saios ¢ ”ﬂfCOS
2nd of October - Cardio-Respiratory em PO!’ tu ga J

Rehabilitation:

Dr. Pedro Saraiva, a renowned physiatrist, answered

key questions on exercise, effort management, and Com:

strategies to improve quality of life. The session Prof. Benedita Fonseca (PPD) e

emphasized how structured rehabilitation can make a Dr. Rui Placido

significant difference in the daily lives of PH patients.

23rd of October - Patient Rights and Social 20%;;“&;@%

Support: Pulmonar
Dr. Palmira Martins, a social assistant from Rare Disease '@LL';
Portugal, led a compelling discussion on the rights of

chronic disease patients. She expertly highlighted the @MW

support systems available to PH patients in Portugal,

empowering them and their families with knowledge. W mp(?mtéfm

27th of November - Understanding CTEPH: f ™ £
Cardiologist Dr. Mario Santos and nurse Andreia WEBINAR = l

Bernardo provided an in-depth exploration of Chronic k‘, Our association was proud to attend the opening
Thr(_)mboemb_olic Pulrponary Hypertension (CTEPH). @18:30 t\ ceremony of the European Transplant Sports
Their expertise and 1nte.ra?tlve approach attracted . DR, PEDRO SARAIVA Championships in Lisbon, an inspiring event organized
excellent attendance, pointing out the importance HOJE ot by GDTP that celebrated the “Gift of Life.” Countries
g;eifi:sfsmg this specific condition within the PH from across Europe came together to honor the

importance of organ donation and transplantation,
showcasing the resilience of the human spirit.
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2. Edigéo
Curso Pos Graduado em HP

AULA MAGNA - FACULDADE DE MEDICINA, UNIVERSIDADE DE LISBOA

@ rrmetsnes
Pulmégnar
28.09.2024 APHP

Dia aberto para doentes com hipertensdo pulmonar e familiares, em
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In September, the Portuguese Association was invited
to participate in the Open Day for PH patients, families,
and caregivers as part of the 2nd Edition Post-Graduate
Course on PH at Santa Maria Hospital's Medical
Faculty. Our involvement played a fundamental role
in engaging with both existing and newly diagnosed
patients, along with their families. This event provided
a valuable opportunity to inform attendees about
the association’s mission, exchanging experiences
and handing out our literature, strengthening our
connection with the community.
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Many presentations were held by leading professionals
on topics such as nutrition, clinical trials, and social
benefits. Catia Rodrigues, our Associations president,
held an excellent talk on the critical topic of mental
health, emphasizing the urgent need to address
this often overlooked aspect of living with PH. The
scientific committee, featuring Prof. Fausto Pinto, Dr.
Nuno Lousada, Dr. Rui Placido, Prof. Sara Correia, and
Dr. Tatiana Guimaraes, ensured the highest standards
of learning and engagement.

The association launched a new publicity spot, shared
across our media platforms. This initiative aimed to
inform and raise awareness within our community,
regarding its mission, objectives, and the importance
of early diagnosis. The spot has been instrumental in
connecting with a broader audience and ensuring that
no patient faces their journey alone.

As we reflect on this remarkable year, we remain
steadfast in our mission to encourage healthy
relationships between patients, health professionals,
and PH reference centers. Together, we are building
a brighter future for the PH community, grounded in
hope, collaboration, and support.

Analia Moreira
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NEWS FROM PH ASSOCIATIONS

SERBIA

Recent Activities of the Serbian Pulmonary Hypertension
Association: A Quarter Full of Advocacy and Awareness

Over the past three months, the Pulmonary Hypertension (PH) community in Serbia has raised awareness
and advocated for improved care for those living with this challenging condition. These efforts have brought
together patients, medical professionals, and dedicated ambassadors, who continue to shine a light on
pulmonary hypertension through inspiring initiatives.
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SlaviSa Vesié¢, a renowned athlete and PH ambassador,
has taken significant strides—both literally and
figuratively—to spread awareness about pulmonary
hypertension. Participating in numerous marathons
across Serbia and internationally, Vesi¢ has become a
symbol of perseverance and advocacy. His involvement
highlights the importance of physical activity and
serves as a powerful reminder of the strength within
the PH community. The impact of his efforts can be
seen in the increasing recognition of PH among the
general public and local communities.

Another notable achievement was the recent
appearance of Prof. Dr. Arsen Risti¢, one of Serbia’s
leading PH specialists, on national television. Prof.
Risti¢c provided valuable insights into the latest
advancements in treating pulmonary arterial
hypertension, shedding light on innovative therapies
and their potential to improve patient outcomes. His
participation underscores the commitment of Serbia’s
medical professionals to raising awareness and
advocating for cutting-edge treatments for this life-
threatening condition.
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The Serbian PH Association remains dedicated to its
mission of improving the lives of PH patients through
education, advocacy, and community engagement. The
past three months have been a testament to the power
of collaboration, with inspiring stories of athletic
achievement and medical expertise bringing hope to
the PH community.

As we continue to navigate the challenges of
pulmonary hypertension, individuals like SlaviSa Vesi¢

“~

and Prof. Dr. Arsen Risti¢ serve as a beacon of hope
and determination. Together, we are making strides
toward a brighter future for all those affected by PH.
We would like to highlight the tireless efforts of the
Serbian PH Association and its members to raise
awareness and bring attention to the needs of the PH
community.
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SLOVAKIA

We kicked off 2024 with a social media campaign for
Rare Disease Day. We participated in the campaign
»Magazin zriedkavych ochoreni” (Rare Disease
Magazine), launched as an attachment to the daily
newspaper Plus 1 dent (Plus 1 Day) with the article
»VC€asna diagnostika je kltucovd” (Early Diagnosis is
Key). On Rare Disease Day, February 29, we actively
participated in the launch of a unique children’s
book about rare diseases, Stikrafa a iné zriedkatka,
where attendees also heard a short testimony from
our chairwoman, Iveta Makovnikova, about the
challenges of living with PH. On February 26, a teaser
for this exceptional project aired on Radio Regina,
which included a contribution from our chairwoman.
We shared information about the opening of a unique
virtual conference center, Bel Air Center, where we
updated our virtual information booth.

On April 18, we commemorated European Patients’
Rights Day in a unique way. The Association for Patient
Rights Protection received an invitation to Patient
Day in Parliament, held under the patronage of the
Chair of the Parliamentary Committee for Health.
Four members represented PHA at the meeting.
In addition to the “Charter of Patients’ Rights in
Slovakia”, we presented our “Call to Action” program,
focusing on improving care for PH patients. At the
start of the event, we had the opportunity to observe a
parliamentary vote, followed by discussions between
healthcare committee representatives and patients.
Through the project “Ked’” dochadza dych” (When
Breath Runs Out), we reached out to students at the
Secondary Medical School in Luc¢enec to educate them
about the real challenges PH patients face, including
organ transplantation. This was conducted in the
format of a live library, complemented with short
patient stories and video clips. The two-hour seminar
was structured as a discussion forum, concluding
with group work by the students.

On April 10, Chairwoman of PHA Slovakia, Iveta
Makovnikova, was invited by MSD to present her
story and activities of PHA Slovakia at an employee

conference. The evening blefore, she attended
|
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a working dinner with MSD representatives. Her
presentation received excellent feedback, gratitude
from the company’s leadership, and further support
and collaboration opportunities.

On June 13, Dana Cziborova, a pharmacist, PHA
Slovakia board member, and PAH patient, presented
on PAH during regular educational meetings of the
Komdarno Pharmaceutical Chamber. The audience
included pharmacists, pharmaceutical technicians,
and doctors from the internal medicine department
of the local hospital.

On September 26, in cooperation with Grape PR
and with the support of MSD, we held a press
conference on PAH for World Heart Day. Cardiologist
Milan Luknar shared information about PAH and
its treatment. Iveta Makovnikova, Chairwoman of
PHA Slovakia, discussed the importance of patient
associations and shared her story, along with
testimonies from two other patients.




In the last week of August, we organized a traditional
six-day educational and rehabilitation retreat for
members of PHA Slovakia at the Spa Slia¢. One
morning was dedicated to a group discussion on
PAH, where patients exchanged experiences not
only about PAH but also about recovery after lung
transplantation. The chairwoman gave apresentation
on the organizational and technical aspects of PHA
Slovakia. We were also visited by Julia, who collected
information for her bachelor’s thesis on the care of
PH patients. The program also included cultural
activities, such as a tour of the nearby water castle in
Hronsek, and a theatrical performance. During the
retreat, we were visited by a journalist from STVR
in Banska Bystrica, who filmed a report for Radio
Regina Stred, a broadcast in four segments, during
the autumn.

We also worked on a unique film project, “Dych
pre moj Zivot” (Breath for My Life), featuring
real patients with PH. The video was promoted on
YouTube and social media throughout November
for PH Awareness Month. The film won third place
in the Portrait category at the nationwide Filmfest
NiZnd 2024.

https://www.youtube.com/watch?v=z58HpcT-Hyc
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In the autumn, we registered with NIHO (National
institute for value and technology in healthcare),
to advocate for the adoption of a new PAH drug,
currently approved by the EMA, aiming to make it
accessible to Slovak patients.

In November, we successfully lobbied the Ministry of
Health to remove the co-payment for the medication
Prograf 1 mg after the reduction of VAT on medicines.
We deepened our collaboration with the O Z Zriedkavé
choroby (Rare Diseases Association) and worked on
a joint awareness project, “Dychajme spolu” (Let's
Breathe Together). The first phase involved creating
a wall calendar featuring patient portraits and
stories, which will be distributed to hospitals and
medical offices in January. Next year, the project will
continue with a traveling exhibition across Slovakia,
and a website featuring patient stories.

Throughout the year, we held four PHA Slovakia
Council meetings, a general assembly, and
seven working meetings, as well as provided 14
consultations. At the end of the year, we hosted a
working dinner with partners and members of the
Professional Advisory Team to evaluate our annual
activities and present the work plan for the upcoming
year.

Our runners promoted PH awareness throughout
the year, participating in four two-day relay runs and
over 15 individual races.

SLOVENIA

On the occasion of the European Day for Organ
and Tissue Donation, the Slovenian Pulmonary
Hypertension Association organized the event ,Circle
of Gratitude.” The event was prepared in collaboration
with various organizations and institutions that
strive to improve the lives of patients in need of

The Circle of Gratitude symbolizes the
comprehensive process of saving the life of a patient
who needs an organ transplant. For a transplant to
be successful, the circle must be complete - every
individual and institution involved plays a vital role
in this life-saving journey. The initiative for this
event came from grateful organ recipients who, with
their transplants, can continue living. Through their
example and gratitude, they aim to raise awareness
about the importance of organ donation.

NEWS FROM PH ASSOCIATIONS

CIRCLE OF GRATITUDE

organ transplants. Among the participants were the
Slovenian Transplant Society, the Cystic Fibrosis
Association of Slovenia, the Federation of Kidney
Patients Associations of Slovenia, the Slovenia-
Transplant Institute, and the University Medical
Centre Ljubljana.




- KEY MESSAGES OF THE EVENT

THE EVENT SERVED AS AN OPPORTUNITY TO
HIGHLIGHT IMPORTANT ASPECTS OF ORGAN
DONATION AND TRANSPLANTATION:

. Personal stories and gratitude from organ
recipients: These inspiring individuals shared their
experiences, showcasing the immeasurable value of
organ donation.

. A living library with organ sculptures:
Exceptional artworks created by renowned artists
visually conveyed the significance of organ donation.

o Presentation of the expert team: Gratitude
was extended to everyone involved when an organ
becomes available - from medical staff to support
services working together to save lives.

GRATITUDE FROM “FIRSTHAND
EXPERIENCE”

TADEJA RAVNIK, HEART TRANSPLANT
(DIAGNOSIS: PH DUE TO HEART FAILURE)

sLife after a heart transplant means a lot to me
because getting the chance to start anew is truly a
privilege. I'm still active, living the life I envisioned.
[ can still be a mother, supporting my daughter as
she grows. I laugh with her, encourage her, and enjoy
time with my family and everyone I love. We do
things together that I couldn’t do before the surgery.
It's something I am truly, deeply grateful for,” says
Tadeja Ravnik, sharing her story.

,The word ,gratitude’ still feels too modest to
describe everything I feel” says Tadeja, adding,
»+When I think about how many people are involved
in this process, it moves me every time.” She also
expresses her gratitude to the donor and their
family, who chose to donate organs. ,With my story,

[ want to encourage people to talk about this. We
never know who will need an organ next—it might
be us or our loved ones,” she explains.

ALJAZ PREVOLSEK, LUNG AND KIDNEY
TRANSPLANT (DIAGNOSIS PAH)

»A person chooses transplantation because such a
surgery can significantly improve their quality of
life,” emphasizes Aljaz PrevolSek, who underwent
two transplants: a lung transplant in 2013, and
a kidney transplant five years later. ,My life has
improved considerably thanks to both transplants.

For example, I went from having to stop every time
[ wanted to climb two flights of stairs to being able
to engage in virtually any sport. I can even play two
hours of very intense tennis without any issues,”
says Aljaz. ,I am immensely grateful to the donors
and their families. I wish every one of us could
look up to them, as their selflessness helped nine
different people gain a new chance at life, including
me,” emphasizes AljaZz Prevolsek.

THE ROLE OF THE SLOVENIJA-TRANSPLANT AND

EUROTRANSPLANT INSTITUTE

The event emphasized the mission of the Slovenia-Transplant Institute, and the importance of Slovenia’s
membership in the Eurotransplant network. Through this collaboration, Slovenia has access to a broader pool of
donors and recipients, enabling faster and more efficient life-saving efforts.

PROMOTING
REFLECTION AND AWARENESS

The goal of the event was to inspire reflection
on organ donation, break taboos surrounding
the topic, and raise public awareness that organ
transplantation is often the only way to save lives
and improve quality of life. Special thanks were

Tadeja Ravnik attended the cyclical meeting of the
Slovenian and Croatian MSD teams, which took place
in Postojna at the end of September. The meeting
also discussed pulmonary hypertension and new
treatments.

given to organ donors and their families, whose
selfless decisions have enabled the continuation of
life for others. Appreciation was also extended to
the professionals who ensure successful transplants
every day.

PRESENTATION OF OUR WORK TO THE MSD TEAM

Tadeja took the opportunity to thank the large MSD
team for all their dedication on behalf of all patients
with pulmonary hypertension. She told them what
we stand for, how well we cooperate with other
societies, and that, without their support, we would
not be so visible and heard.




AUTUMN TRIP FOR MEMBERS

As in previous years, we organized an autumn trip
for our members, this time visiting the beautiful
Vol¢ji Potok Arboretum. During a guided train
tour, we admired the vibrant autumn colors and
learned many interesting facts about the park. Over
a delicious meal, members exchanged experiences,
relaxed, and enjoyed each other’s company. The trip
provided a wonderful opportunity for connection,
leaving everyone energized and motivated.

PULMONARY HYPERTENSION AWARENESS MONTH

In November, we marked Pulmonary Hypertension Awareness Month. One of the key activities was
participating in the podcast “poslusam.se”, where the association’s vice president, Nina, shared her personal
story. She emphasized the importance of early diagnosis, which can significantly improve the quality of life for
pulmonary hypertension patients.

ol

Through our activities at the Slovenian Pulmonary Hypertension Association, we build bridges between
patients, experts, and the public. Together, we create a world where organ donation is not just an option but
a profound gift of life.
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2024 stands as a year of hope for the global pulmonary
hypertension community. The approval of a highly
effective drug marks a significant breakthrough in
treating this condition, bringing new opportunities
to thousands of people worldwide. In this setting,
the National Pulmonary Hypertension Association
(ANHP) emphasizes its crucial role as a key supporter
for patients and their families. By partnering with
public administrations and prioritizing enhanced
comprehensive care, ANHP has diligently

worked to assist those
confronting the most
challenging phases of
the disease. Among the
year’s most notable
initiatives, the joint
work with the Heart
Disease Association
of the Hospital
Universitario 12 de
Octubre (ASECOR)
has marked a turning
point. Thanks to this
alliance, the “Advancing
Together in Pulmonary
Hypertension” seminars
were held, providing a
space where patientsand
specialists discussed the
active role of the patient
and advancements in the
treatment of chronic thromboembolic hypertension.
This Exchange has strengthened the understanding of
the disease and the importance of a multidisciplinary
approach.

Looking ahead to 2025, we will continue working

_comprehensive care for people with

.% SPAIN ANHP

 the daily challenges of living with it.

pulmonary hypertension at a leading Spanish center,
the Hospital Universitario 12 de Octubre. We will also
persistin our efforts to ensure that this care is available
wherever a person with pulmonary hypertension
resides, thus achieving equity in care.
Networking is a pillar for us, which is why, during this
year, we have participated in numerous meetings,
conferences, and congresses with the aim of addressing
the current needs of patients with pulmonary
hypertension.
In this regard, the ANHP
held a very productive
meeting with Celia Garcia
Menendez, the General
Director of Humanization
of the Community of
Madrid. During the meeting,
we were able to address the
current situation of patients
and discuss improvements
to achieve patient-centered
care from a holistic
perspective,  considering
their personal preferences,
beliefs, and values.
Dissemination and
education have been
key for us this year. We
conducted campaigns that
transcended borders,
such as Rare Disease Day
(February 29) and World Pulmonary Hypertension Day
(May 5th). Additionally, for Awareness Month, we ran a
campaign under the slogan “Pulmonary Hypertension:
Your life doesn’t stop... live it”. These efforts have served
as platforms to raise awareness about the disease and
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From informational booths in public spaces to
participation in radio programs, these actions have
not only helped increase the visibility of pulmonary
hypertension but also allowed us to strengthen a
support network among organizations, patients,
and families. In November, we launched a social
media campaign titled “Challenges in Pulmonary
Hypertension”. Throughout the month, we issued
challenges to the public to foster empathy for the
symptoms of the disease and set challenges for those
already living with the condition to promote self-care
habits.

Mutual support is a key pillar of ANHP’s activities.
Throughout this year, we have continued offering
spaces where patients from all over Spain could
meet and exchange experiences and strategies,
strengthening the bond and reinforcing the support
network among association members.

Throughout the year, we have continued holding our
mutual support group sessions. Currently, we have two
groups:

» Mutual support for patients on subcutaneous
treprostinil treatment. This year, we held bimonthly
meetings, and in one of the sessions, we had the
presence of a nurse from the FERRER patient support
program, who provided advice and guidance on the
daily life with this treatment.

p Mutual support for patients on the transplant
list or post-transplant. These sessions are coordinated
by the association’s psychologist, where, in addition
to fostering support and exchanging experiences,
coping strategies are addressed. We have organized
four virtual meetings for patients and families, called
“Breakfasts that Hyperconnect” These spaces bring
together the many patients who are part of the
organization, association staff, and Board members.
These moments help build a stronger community and
allow us to better understand the needs related to
pulmonary hypertension in the different autonomous
communities of Spain. ANHP is deeply dedicated to
educating and empowering patients, helping them
better understand the disease, and building confidence
in managing their condition, which is crucial for
enhancing their quality of life. The online seminars the
organization has been offering since 2020 are a vital

resource for patients and caregivers, providing them
with up-to-date information of the disease, treatments,
and self-care.

» OnFebruary28th,underthetitle “Hipertension
Pulmonar en sus tipologias menos frecuentes “ in
English, “Pulmonary Hypertension in its Less Common
Types,” Dr. Isabel Blanco, head of the Pulmonary
Hypertension Unit at Hospital Clinic in Barcelona,
discussed this type of pulmonary hypertension and its
approach. We also heard from a patient with chronic
thromboembolic pulmonary hypertension, who
shared her experience with diagnosis, treatments, and
how her life is today.

» On November 20th, a seminar was held
called “Living with Pulmonary Hypertension,” where
we discussed the essential aspects that every patient
should know about the disease, the importance of
the patient-doctor relationship, the patient’s role in
the decision-making process, and the current role
of the patient. We concluded the seminar with the
experience of a patient diagnosed with pulmonary
hypertension 20 years ago, and how her quality of life
has evolved over time.

The sessions were recorded and are available in
Spanish on our YouTube channel:
https://www.youtube.com/@hipertensiopulmonar

The most educational aspect of our work has been
carried out through the organization of specialized
workshops, led by the psychological support service,
with the aim of providing tools for people with
pulmonary hypertension and their caregivers to cope
with the challenges of living with this condition.

FEBRUARY: “Coping Strategies for Difficult
News” was held on February 19th, where individual
and family strategies were discussed for dealing with
difficult moments of the disease (diagnosis, transitions
to invasive treatments, the transplant process, and
posttransplant life).

SEPTEMBER: “Living with Pulmonary
Hypertension” was a collaborative workshop
with a patient who has suffered from pulmonary
hypertension and underwent a transplant, where we
addressed the challenges and experiences from the
patient’s perspective.

OCTOBER 22ND: “Managing Stress and
Anxiety and Mindfulness Techniques.” Stress and
anxiety are two psychological aspects commonly
present in people with pulmonary hypertension, so
this workshop was organized to offer techniques for
managing these situations that negatively impact our
quality of life.

NOVEMBER 26TH: We held the workshop
“Let’s Talk About Sexuality,” a topic that remains a
taboo until today, butis of great importance in our daily
lives. The workshop explored sexuality from a broader
perspective, focusing on how we see ourselves, how
others see us, and how our condition affects our ability
to have a full and satisfying life.

-
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Additionally, the ANHP continues to offer its online
school for patients with pulmonary hypertension.
Through an online platform, ANHP has been
providing the Hyperexpert course since 2022. This
course consists of 11 modules covering the disease,
treatments, research advances, self-care strategies,
healthy habits, and access to available social resources.
The course is coordinated by the organization’s social
workers.

Alongside all the work carried out by the association’s
dedicated team, fundraising continues to be both
a challenge and a priority. Events such as the 11th
TRIAL SERRA CODES RACE, Dance Festival, solidarity
gifts for weddings, communions, or baptisms, and the
Christmas Lottery Campaign, not only help sustain the
work we have been doing for 20 years, but also enable
us to generate funds to donate to research projects.
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MEETING WITH THE DIRECTOR OF THE CARLOS Il
HEALTH INSTITUTE

The President of the Pulmonary Hypertension
Foundation (FCHP), Enrique Carazo, and trustee
Gonzalo Gomez-Acebo met with Marina Pollan,
Director of the Carlos III Health Institute, and Dr.
Rosario Perona, a distinguished research professor.
This meeting strengthened collaborative ties in
pulmonary hypertension research, advancing our
mission to deepen knowledge and treatment of this
rare disease alongside leading public health and
medical research institutions.

7TH SEPAR RESPIRA FORUM

We took part in the 7th SEPAR RESPIRA Forum for
Patients with Respiratory Diseases, held as part of the
57th SEPAR Congress in Valencia. Our psychologist,
Claudia Bohérquez, moderated the workshop "My
Role as a Patient in Research,” while Laura Ranz shone
in the symposium "Answer in 60 Seconds: Caring for
Caregivers,” offering key perspectives and valuable
contributions. It was an insightful forum for learning
and collaboration in service of patients.

.% SPAIN FCHP

LAUNCH OF THE BOOK "CAFE Y MANGU"

"Café y Mangu” is a compelling novel that blends
love and hate, with pulmonary hypertension as its
backdrop. This is Salvador’s fourth book dedicated
to pulmonary hypertension patients, with funds
raised supporting research and aid projects led by
the FCHP - an inspiring work of art that brings hope
while supporting a vital cause.
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15TH INTERNATIONAL PULMONARY HYPER-
TENSION CONFERENCE IN INDIANAPOLIS

Our board member, Gonzalo Gémez-Acebo, and
geneticist Jair Tenorio, represented the FCHP at this
conference, addressing challenges and innovations in
the treatmentand supportof pulmonary hypertension
patients. We extend our gratitude to the Pulmonary
Hypertension Association (PHA) and its president,
Matt Granato, for their warm welcome at this key
event for international knowledge exchange.

ANDREA MIGUELEZ RANZ: AMBASSADOR AT THE
PARIS 2024 PARALYMPIC GAMES

Andrea Miguélez, ambassador for rare diseases and
pulmonary hypertension, shone at the Paris 2024
Paralympic Games, competing in the triathlon event.

Her effort and dedication brought global visibility
to pulmonary hypertension and rare diseases on an
international global stage.

MEETING WITH SPAIN’S MINISTER OF HEALTH
In a productive meeting with the Minister of Health
Ménica Garcia, we introduced our proposal for
a "National Strategic Plan for HAP Patients” We
discussed the key points of the plan, which aim to
improve the quality of life and care for pulmonary
hypertension patients. This is an essential step
toward state-level recognition and support.

1ST PATIENT CONFERENCE IN SEVILLE

In collaboration with the Virgen Macarena University
Hospital, we organized the 1st Patient Conference
on Pulmonary Hypertension. We congratulate Dr.
Alejandro Recio and his team for an exceptional
event that promoted awareness and enhanced care
for this condition.

MEETING AT HOSPITAL UNIVERSITARIO VIRGEN
DEL ROCIO (SEVILLA)

We met with Medical Director Ignacio Jiménez Lépez
and histeamtoaddresschallengesfaced by HAP patients
due to the lack of devices for [loprost nebulization. This
situation severely impacts therapeutic adherence, and
we continue working toward concrete solutions.

WEBINAR: ADVANCES IN CLINICAL TRIALS

We organized a webinar on advances in clinical trials
for pulmonary hypertension, featuring Dr. Isabel
Blanco (pulmonologist) and Ana M2 Ramirez (nurse)
from the Hospital Universitario Clinic of Barcelona.
This event provided a valuable opportunity to learn
about the latest innovations in treatment.

2024 ANNUAL EUROPEAN PULMONARY HYPER-
TENSION CONFERENCE

The Annual European Conference was a space
for learning and connection, where advances and
challenges in pulmonary hypertension management
were analyzed at a European level. We shared
enriching experiences that motivate us to continue
consolidating ties with international associations.

hasy

16TH ANNIVERSARY OF THE PULMONARY
HYPERTENSION FOUNDATION

Under the theme "16 Years of Commitment, Hope,
and Progress,” we celebrated a landmark event
that brought together international experts, public
institutions, and patients to strengthen support
networks, analyze challenges, and share the latest
research advances. This anniversary reaffirmed our
commitment to the global community, marking a
milestone in our fight against this rare disease.
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6TH TRAINING AND INFORMATION SESSIONS
During these sessions, we highlighted contributions
from Dr. Alejandro Cruz (Hospital Universitario
12 de Octubre-Madrid) on genetic advances,
Matt Granato (PHA International) with his global
perspective, and Oximesa Nippon Gases with a
respiratory physiotherapy workshop. Additionally,
our psychologists moderated a key discussion on
patient and family perspectives. This event left a
lasting impact on our community.

FUND ALLOCATION EVENT FOR THE PASION HP
GENETICA PROJECT

The University Hospital La Paz hosted this event,
which was led by Dr. Jair Tenorio. The allocation of
funds represents a commitment to genetic research
in pulmonary hypertension. We thank the experts
and board members who supported this significant
achievement.

APPROVAL OF THE NPL ON PULMONARY
HYPERTENSION

This is a major milestone! The Non-Legislative
Proposal on the diagnosisand treatment of pulmonary
hypertension was approved by an absolute majority
in the Health Committee of the Congress of Deputies.
This historic achievement is the result of years of
effort by the FCHP, and we will continue working
passionately until its definitive implementation.
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Review of a very successful year

As every year, in 2024, the activities we have carried
out at Hipertensién Pulmonar Espafia Organizacidn
de Pacientes have focused on fulfilling our social
objective: to offer specialized care and services to
people with pulmonary hypertension and their
families.

This year, we have continued to offer our members
our “Learning to Breathe” program, which runs
throughout the year and includes various activities:
activities aimed at improving psychological health
among which are the psychological care workshops
Tardes de encuentro and workshops on Emotional
Management, activities aimed at improving physical
health, including physical activity workshops such as

Yoga workshops and “Postural Training” and Nutrition
workshops, and activities aimed at improving social
health, such as our mutual help groups, including
“Shall we have a coffee?” and the different groups of
our WhatsApp Community for more specialized care,
among which the Lung Transplant Group has had
special relevance.

As a reinforcement of our “Learning to Breathe”
program, we have continued with our Intervention
Program: Welcoming the new member, which we
began to outline at the end of last year, with which we
aim to respond to newcomers to our association and
offer them support throughout their Patient Journey,
considering the social determinants of health.

Our activities also included participation in
Conferences and Congresses, where we attended as
spokespersons and speakers, offering our vision as
expert patients, and as an association of patients with
pulmonary hypertension. We have participated in
conferences and congresses such as: the Pulmonary
Hypertension Conference at the Hospital Clinic in
Barcelona; the 17th WORLD DAY OF MINORITARY
DISEASES Conference at the Art Nouveau Site of the
Hospital de Sant Pau in Barcelona organised by the
Plataforma de Malalties Minoritaries; the II Forum on
Rare and Undiagnosed Diseases organised by FEDER
in Castilla y Ledn; the talk for the World Day for Rare
Diseases in Sant Feliu de Llobregat; the recording
of the Podcast "Nursing and Health 2x7: Pulmonary
Hypertension (PAH)”; the I Convention of respiratory
patients of FENAER. Furthermore, we participated
as speakers at the conference "The patient’s right to
choose where to be treated by a specialist - Proceso
de derivaciones intra e inter comunitarias en
Espafia: SIFCO y CSUR” organised by ICAM, and we
also participated in the II JORNADA PARTICIPACIO
CIUTADANA VALL HEBRON, as well as in the 57th
SEPAR Congress, where our project "Intervention
Programme: Welcoming the new member” was
awarded the second prize among those presented in
the competition. Additionally, we have attended the
Conference on research in EERR in Barcelona, and the
GAM and APHEC organised by PHA Europe, where
we were able to share different experiences with our
European counterparts and learn first-hand about
the latest developments in pulmonary hypertension.




In order to be able to continue offering quality services
to our partners, we continue to train ourselves as
professionals. During this year, we have participated
in several trainings offered by other entities such as
EUPATI; the Spanish Patient Forum and COCEMEFE,
all of them related to patient participation in Clinical
Trials, patient participation in the Health System and
new technologies focused on patient care.

During this year, at HPE-ORG Patients, we have
continued to participate in the Solid Organ Transplant
Commission of the Vall d’Hebrén Hospital, which is
part of the Participation Program of professionals
and patient associations; at the same time, we have
expanded our participation in two more work
commissions: the Pneumology Commission and the
ICU Commission, also at the Vall d’'Hebron Hospital.
We continue to be present in the collaborative
resource Actius i Salut of the Agéncia de Salut Publica
de Catalunya, disseminating and offering our activities
to the population.

On the occasion of PH Awareness Month, we have
collaborated with the awareness campaign launched
by PHA through PHA Europe on social networks.

In terms of political advocacy, we have continued
with our collaborative project on the unmet needs
of patients with Pulmonary Hypertension and their
families titled HAP NEEDS, endorsed by the scientific
society SEPAR, which we carry out in the different
Autonomous Communities. In May, we held the third
meeting of this multidisciplinary working group in
the Autonomous Community of Castilla y Le6n, where
we followed up on the proposals established in the
first part and set new objectives for improvement
at the care level. In October, we continued with the
working group started last year in the Valencian
Community, where we were able to verify that several
of the proposals for improvement that came out of the
2023 working group have already been implemented

And to conclude the summary of our activities this
2024, we have also been very present in La Maraté.
La Marat6 de 3Cat is a solidarity project promoted by
Televisio de Catalunya and the Fundacié La Marat6
de 3Cat and focused on obtaining financial resources
for scientific research into diseases for which there is
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no cure. However, the project goes beyond that, as it
does important work to raise awareness. This year,
two of our members have participated in the videos
that have been broadcasted during the gala, telling
their experience with Pulmonary Hypertension.
With this, we have managed to give a lot of visibility
to Pulmonary Hypertension in this television gala,
which this year has managed to raise almost 6.5
million euros that will be destined to the research of
respiratory diseases.

On the occasion of La Marat6, we also attended a talk
given by the City Council of Sant Feliu de Llobregat,
where we were able to tell our experience with the
disease. The digital newspaper Fet a Sant Feliu also
published an interview with another one of our
members during which he highlighted the importance
of early diagnosis and what his day-to-day life with
the disease looks like.

We ended the year with a good feeling of having done
our homework and with many new ideas and projects
for the coming year.

Fundacié
La Maraté de TV3

NEWS FROM PH ASSOCIATIONS

SWEDEN

During autumn, we have had two successful patient meetings together with the PH centers in Gothenburg and
Linkoping.

We participated in a research conference that deals with the exchange of experience in PH between Sweden and
Denmark, as well as a number of other meetings with various partners.
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UKRAINE PHA

The NGO ,Association of Patients with Pulmonary
Hypertension” remains dedicated to its essential
mission of supporting patientsliving with pulmonary
hypertension and enhancing their access to quality
diagnostics and treatment.

The Association places special emphasis on
providing psychological support to patients.
Together with the Union ,Rare Diseases of Ukraine,”
two two-day training sessions were organized for
patients with rare diseases, including those with
pulmonary hypertension. Participants learned to
manage their emotions, cope with stress, and regain
self-confidence. These events created a supportive
environment where attendees could share their
experiences, find understanding, and form new
friendships. The training concluded with the
creation of a symbolic artwork—a shared , place of
happiness” that united all participants.

Another notable initiative was the launch of the Rare
Disease Patient School, a unique space for knowledge
and resources. This platform empowers patients to
better understand their rights to medication access
and to receive necessary support on various issues.

In September of this year, the Association actively
participated in the XXV National Congress of
Cardiologists of Ukraine, where it took part in a
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dedicated session on pulmonary hypertension.
Oksana Aleksandrova, the head of the Association,
presented the organization’s experience,
achievements, and challenges. She also introduced
the #BelAirCenter information platform, which has
become a valuable resource for patients and doctors.
The platform provides access to presentations
by leading global experts and online conferences,
ensuring continuous education and support.

One of the Association’s significant projects is
the ,Free NT-proBNP Testing for Patients with
Pulmonary  Hypertension,” implemented in
collaboration with its partners. Currently, all patients
undergoing evaluation at the Expert Advisory Center
for Pulmonary Hypertension at the M.D. Strazhesko
Institute of Cardiology can access this critical test
free of charge, thanks to the program.

The activities of the Association aim to ensure that
every patient with pulmonary hypertension receives
not only quality medical care but also feels the
support of a caring community. We firmly believe
that these efforts will profoundly improve the lives
of patients and bring hope for a better future!
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NEWS FROM PH ASSOCIATIONS

UKRAINE PHURDA

Another year of challenges and achievements is behind us. We spent many hours with patients online, but
there were also pleasant meetings. Thanks to joint efforts, we have implemented new projects that changed

people’s lives. Our achievements are your achievements.

THE RESPIRO VIGILANCE PROJECT

This is a new project that consists of fighting
pulmonary hypertension and respiratory diseases
through early detection, vaccination, and education.
The aim is to improve the situation of patients with
respiratory diseases and PH in particular. Important
check-ups were done: ECG, ECHOCG, vaccination,
blood sugar levels, express tests for hepatitis B and
C, body mass index, saturation, and blood pressure.
Doctors advised the participants on symptoms, life-
threatening consequences of infectious diseases,
and talked about healthy eating habits. The project
is being implemented in cooperation with the Lviv
Regional Center for Disease Control and Prevention
and Nataliya Ivanchenko, with the support of the
Global Allergy & Airways Patient Platform. We
sincerely thank the Lviv City Council for its assistance
in placing the street advertisement.
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We held a series of educational webinars for
doctors on pulmonary hypertension diagnosis and
treatment in the reality of Ukraine. We also held a
series of online patient meetings on different topics:
Anticoagulants and other medicines that need to be
controlled due to side effects in PH patients, dental
procedures in PH patients, vaccination in case of
pulmonary hypertension, and smoking risks for PH
patients. All these sessions are available online at
https://www.youtube.com/@poryatunok505.

As part of the PH Academy, we have launched a new
initiative for PH patients called “Patient Hearts”.
Every last Saturday of the month, we create a space
for honest conversations without taboos. Patients
can ask any questions, or share experiences with
their doctor and with each other. We do not record
these meetings, as they are dedicated to trust and
openness. The format is called “Here and Now” -
about the importance of every moment.

We have initiated, and then, together with the
Alergologists Association of Ukraine and the Pirogov
Memorial National Medical University of Vinnytsia,
officially created the Ukrainian Respiratory Coalition,
which is a part of the International Respiratory
Coalition. In September, URC had its first face to face
meetingin Vienna. We have come togethertoimplement
a common mission - to support and protect patients
withrespiratory diseases in Ukraine, as well as to create
effective solutions to improve access to diagnostics,
treatment, and education. URC will work to solve urgent
problems, particularly in the context of the challenges
caused by the war. More about URC can be found here:
https://www.facebook.com/profile.php?id=
61565344806286.

GAAPP ANNUAL GENERAL MEETING AND
SAREAL 2024

The GAAPP Annual Meeting was held in Santiago, Chile.
President Tonya Winders and Migdalia Denis presented
the strategy and direction of the organization, which
supports projects, including #respiratorycontrol from
PHURDA. Two new GAAPP alliances were announced,
and a SAREAL event was held to collaborate with
organizations in Latin America. In addition to global
challenges, PHURDA's President spoke about the
difficulties in Ukraine caused by the war: the bombing
of the National Children’s Hospital, shortages of
medicines and equipment, and the impact of constant
stress on patients’ mental health.

GAAPP SUMMIT
The summit was a great opportunity to bring
together patient voices on pressing issues and share

country. The few days together with the rest of the
world were full of opportunities to compare, grow,
learn, and collaborate in the field of respiratory
health. At the meeting, we discussed the future plans
of the Eastern European Alliance.

UKRAINIAN RESPIRATORY COALITION

INTERNATIONAL CONFERENCES

PHA CONFERENCE 2024

This conference is an excellent platform for sharing
experiences, learning, and finding new solutions and
partners. In Indianapolis, we had the opportunity
to get acquainted with the latest achievements in
the field of diagnostics and treatment of pulmonary
hypertension. We ensured that the voice of Ukraine
was heard, and together, we worked to ensure that
every patient received proper support, regardless
of geographical location. More information can be
found here: https://www.facebook.com/share/p/
12FNKp1u8vi/.




The ERS Congress provides an opportunity to draw
the attention of the international community to the
challenges faced by Ukrainian patients in wartime,
to attract the support of international partners,
to gain new knowledge from world experts, and to
strengthen international cooperation. We had the
opportunity to promote EPAP - the European Patient
Ambassador Program ( https://elearning.epaponline.
eu/ ) in order to build and improve the medical
literacy of patients with respiratory diseases.

This is a special conference that feels like meeting
with family, whom you haven’t seen for a long
time. We experienced a few days full of interesting
presentations, new info from the pharma industry,
and warm meetings. Thank you PHA Europe for this
opportunity.

In December, we organized two PH conferences in
Lviv. The first one titled “Diagnosis and treatment
of pulmonary hypertension in Ukraine and abroad:
doctors and patients’ experience” was for healthcare
professionals. The Kkeynote speaker was Marc
Humbert. We also had speakers from Ukraine,
Poland, the UK, and the USA.

The other day, we held a conference titled “Inspiring
Change: Innovation and Support for Respiratory
Patients,” where we discussed modern approaches
to the treatment of respiratory diseases, assessed
the importance of vaccination in the prevention
of respiratory infections, and the importance of
catheterization. The conference became a unique
platform for discussing the most important
issues in the field of respiratory diseases,
pulmonary hypertension, clinical trials, and organ
transplantation.

A special moment at the conference was that we
emphasized the power of partnership. On behalf
of Gossamer Bio, we presented the Pulmonary
Hypertension Center in Lviv with a certificate for
the purchase of a defibrillator. We sincerely thank
Gossamer Bio for supporting Ukrainian patients!

We took part in the national contest ,Charitable
Ukraine” and received a diploma in the nomination
»Charity in the social sphere”.

This year has been difficult for all of us, but it has
also been filled with moments that inspire us to move
forward. We have seen the tears of joy of patients as
they receive the care they need, and the strength of
those who continue to fight for every breath, despite
all the challenges.

We need your help. There are still many challenges
ahead. Every day, we face a shortage of medications,
equipment, and resources to support patients. The
war only exacerbates these problems. We need your
help to:

e provide patients with access to life-saving medicines,
e organize screenings for people at risk,

e support educational projects for patients and
doctors,

e spread information about the challenges
Ukrainians face.

In summer, we held a special photo shoot with our
patients. We spent several hours shooting pictures
together, as well as engaging in conversations and
enjoying a delicious dinner. This day became a real
breath of oxygen during this gray everyday life in
Ukraine.

For St. Nicholas Day, we have supported our
little patients with special gifts, creating a festive
atmosphere, which is very valuable in the difficult
conditions of the war in Ukraine. This has become
possible thanks to the Fujikura Automotive Ukraine
company and other benefactors.

The PHURDA team works 24/7, providing
patients with information, legal and psychological
consultations, and a hotline, which is also working
to support PH patients and their family members.
Additionally, we continue to develop our long-
term project ,Cork for Life”. During the year,
the Humanitarian Nova Post helped us deliver
important humanitarian parcels, medicines, and
equipment to patients.

WE INVITE YOU TO COOPERATE.

If you want to be part of our mission, we are always
open to new partners, ideas, and solutions. Together,
we can change the lives of those in need. Write to
us, join our projects, share your experience or
resources. Together we can do more!

It was a year of struggle, but also a year of hope.
Thank you to everyone who supported us.

We know that we are stronger together!

With best wishes from
Ukraine PHURDA team
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Each November, the pulmonary hypertension
community comes together for PH Awareness
Month to raise awareness, advocate for better care
and show support for people living with PH.

This year’s theme, “Let Your Light Shine/
emphasized the power of collective action and the
strength of those living with this rare condition.
From organizing fundraisers and leading support
groups to sharing their personal stories, members of
the PH community demonstrated what it means to
let their light shine. This message of hope, strength
and resilience extended across the PH community,
serving as a reminder that every action—big or
small—makes a difference.

Deatrice Tyner, who has lived with PH for over a
decade, spoke about her commitment to raising
awareness and fundraising to support PHA. “One
day, we may have a cure,” she said, reflecting the
hope of many in the community.

For Jasmine Wells, living with pulmonary arterial
hypertension means embracing a new version of

AWARENESS MONTH: LET YOUR LIGHT SHINE

herself while encouraging others to find strength
in their journey. “It’s okay to grieve the person you
once were,” Wells said. “You are enough. Be kind and
allow yourself grace.”

lan Bartlett, a CTEPH patient, highlighted his
commitment to staying active and inspiring others,
while Petrice Moses, a support group leader in
Virginia, emphasized the power of education and
community in overcoming challenges. “We owe it to
ourselves and every person with PH we encounter to
share the torch of light,” she shared.

Caregivers also play a huge role. Mitzi Mclver-
LaBarge’s daughter, Ava, was diagnosed with PH
as an infant. Motivated by their experience, she
now mentors and supports parents of children
with PH, reassuring them that they do not have to
face PH alone. Similarly, McKenzie Adams honors
her daughter’s memory by sharing her story and
working to raise awareness of PH and congenital
heart defects.
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PH Awareness Month also highlighted the critical
role of research and advocacy in advancing treatment
and improving outcomes for those with PH.

PHA hosted a PHA Live webinar, “PHA Research:
Spotlight on Innovative Projects in PH,” where
researchers shared how PHA-funded studies are
expanding scientific understanding of PH and
uncovering potential breakthroughs. Scientists
discussed their progress in areas such as immune
system responses, early diagnostic markers and
vascular changes in PH, paving the way for earlier
detection, improved management and innovative
therapies.

DRIVING RESEARCH AND AWARENESS

Beyond research, PHA mobilized advocates to push
for legislative action. Advocates from across the U.S.,,
sent over 2,000 messages to 338 legislators in 44
states and Washington, D.C., urging lawmakers to
support the Supplemental Oxygen Access Reform
Act and the Safe Step Act. The SOAR Act would
improve access to supplemental oxygen for those
who rely on it while the Safe Step Act seeks to
remove insurance-imposed barriers to treatment.
With growing support, the Safe Step Act advanced
in Congress, gaining 47 Senate cosponsors and 234
House cosponsors, its strongest support to date.




COMMUNITY ENGAGEMENT AND FUNDRAISING

- Media clippings -

In addition to virtual education and advocacy
efforts PHA's in-person events brought together
patients, caregivers and supporters to strengthen
connections and raise awareness and critical funds
for research, patient support programs and more.
Three major fundraising events were hosted in
California and Texas:

» Monrovia O2breathe Walk in Monrovia,
California.

» El Paso O2breathe Walk in El Paso, Texas
(in partnership with Texas Tech University).

»  Dallas Zebra PHest O2breathe Walk in Dallas.

Austria

|_ra? )
A i e .
Maleen Fischer iiber ihr

Leben mit J.m:;gtmluu‘kdrm

\LSGABEE
ALS CADE

By raising funds and awareness, these walks
empower local communities to better understand
PH and support those affected.
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PH Awareness Month 2024 served as areminder that
everyone’s light matters. Whether walking miles to
raise awareness, advocating for policy changes or
offeringalisteningear, each contribution strengthens
the PH community and brings hope for a brighter
future. To read more inspiring stories and quotes,
visit www.phassociation.org/awarenessmonth.
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Juks jsou pliznaky nebezpatné plieni hypertenze?
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Cesky zazrak. V Motole provedli u ditéte
transplantaci srdce i plic najednou
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Tym lékafl v motalské nemocnici proved jako prvni v &R transplantaci srdce a plicu
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/ ENTREVISTA|Peré Ballbé, afectat per hipertensié pulmonar
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AT o mitad de los pacientes con asma sufre

Quieres saber mas?

il fenael

;Sabes como es vivir con una
énfermedad inflamatoria tipo 2?

La inflamacién tipo 2 estGenel
origen de distintas enfermedades
alérgicas, atopicas y eosinofilicas
como asma, rinosinusitis cronicd
con o sin polipos nasales, rinitis,
dermatitis atopica o esofagitis
eosinofilica

Su tratal

en corticoides ¥
antiinflamatorios. *:,"
Actualmente existen en
Espaiia farmacos biolégicos FENAER
a?robados y financiados por
el sistemn ‘aiiblica de salud
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Estos dias se celebra en #parcelona el World Symposion Pulmenary
Hypertension
Hemos caminando
#pulmonar e

por los pacientes de
jon junto con los sanitarios.
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. FENAER PACIENTES & @fenaer? 25 nov.

Gl Hipertension Arterial pulmonar (HAP) es una enfermedad gravey
poco frecuente, que afecta especialmente a personas de entre 30y45
afios ymasalas mujeres que alos hormbres.

[l ;Quieres saber mas?

PR TIPS PN

"La meva filla s’ha hagut d’'adaptar a mi, quan juguemn sap gue no
pot jugar com guan ho fa amb els altres”

¢Sabes cémo es vivir con
hipertension pulmonar?

Se trata de una enfermedad rara:
afecta a entre 15 y 50 personas

or milion de habitantes. En
Espania, 3.600 pacientes estan
inscritos en el Registro Espaniol de
Hipertension Arterial Pulmonar.
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dolor opresivo en el
pecho,lnchazén,
debilidad e incluso
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DIAGNOSTICS AND TREATMENT
OF PULMONARY HYPERTENSION
IN UKRAINE AND ABROAD:
doctors and patients’ experience

Trevor Rictwens | William Novick | Omytro Besh | Marc Hsmbert

Learn more
www.phagurope.org
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PULMONARY HYPERTENSION ASSOCIATION

AIMS OF PHA Europe

Pulmonary arterial hypertension causes breathlessness and is a rare, progressive and currently
incurable lung disorder. PHA Europe, European Pulmonary Hypertension Association, was founded in
2003 and is registered in Vienna, Austria as an international nonprofit organisation. PHA Europe is an
umbrella organization bringing together Pulmonary Hypertension patient associations across Europe.
The primary objective of PHA Europe is to establish a narrow cooperation between the members and
the European institutions, international organizations, and public institutions worldwide and work
towards achieving the best possible standards of care for all European pulmonary hypertension patients.

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

Oo @ clots, thickening] causing difficulties for the heart
i (T to pump blood through the lungs

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.




Members of PHA Europe and contact details

AUSTRIA
"~ ; : PH Austria
PHAUSTRIA ;f;_ Initiative Lungenhochdruck

RECMONAHY HYPERYENSION i Wilhelmstrafle 21 - 1120 Wien
www.phaustria.org
info@phaustria.org

BELARUS
: Aid to Patients with Pulmonary Hypertension

@ Zapadnaya str. 13 - 3
Minsk, 220036

phbelarus@yandex.ru

PhBelarué

BELGIUM

Belgische patiéntenvereniging voor
@355‘52?&:‘5.; | Pulmonale Hypertensie vzw (P.H. Belgig)

| Kruisbeeldstraat 28, 9220 Hamme, Belgium
info@ph-vzw.be

BOSNIA AND HERZEGOVINA

| Udruzenje gradana oboljelih od plu¢ne hi-
| pertenzije “DAH” - u Bosni i Hercegovini
e Zlatnih ljiljana 33, 72220 Zavidovi¢i, BiH

ugphbih@gmail.com

BULGARIA

J Pulmonary Hypertension Association
\ ) | 37 Hadji Dimitar str, ent. B, fl. 2, ap. 3

\ ,,, ¢

N\ “_y 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
OJLD Bélehradska 13/7 - 140 00 Praha 4
[y licni-hypert

B\ spPH j www.plicni-hypertenze.cz

Aoty s info@plicni-hypertenze.cz

ESTONIA

EPHU

[,

FINLAND

Eesti Pulmonaalhiipertensiooni Uhing

+37253004221

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

suomenpahry@gmail.com

HUNGARY
<ODOKR Tiid6ér Egylet
19, Chazar Andrés utca - 1146 Budapest
www.tudoer.hu
£GYLEY | csabuda.eszter@t-online.hu
ITALY

KOSOVO

Associazione Ipertensione
Polmonare Italiana Onlus
Via Enrico Mattei, 92 - 40138 Bologna

https://www.aipiitalia.it/

Associazione Malati di Ipertensione
Polmonare Onlus

Via Ardea 1/B - 00183 Rome
www.assoamip.net
info@assoamip.net

(&N

SSHP KOSOVE
Based in Kosovo, Sterpce

i+
# hosovo £5| Phone number +383-45-211-835

kosovaphinfo@gmail.com

LATVIA

PULMOMALAS
HIPE I{l NSLIAS
BIEDRIEA

PHA Latvia

Str. Celtnieku 6a - 35, Salaspils - LV - 2121
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

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
mmwﬁ Stichting Pulmonale Hypertensie
111111 g Postbus 418 2000 AK Haarlem

https://stichtingpulmonalehypertensie.nl/

info@stichtingpulmonalehypertensie.nl

NORTH MACEDONIA
APH Moment Plus Macedonia

% »Association for Pulmonary Hypertension
Moment Plus Macedonia”

Tance Kamberov 29,1480 Gevgelija
phmomentplus@gmail.com

NORWAY
PHA Norway

g LHL LHL PAH - Pulmonal hypertensjon
£ Vitaminveien 1A
0485 Oslo, Norway

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

lhl.pah@lhl.no

POLAND

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

0

PORTUGAL

Associagio Portuguesa de Hipertensiao Pulmonar
Rua Dr Costa Simoes, 59. 3050-226 Mealhada
www.aphp.pt

associacaohipertensaopulmonar@gmail.com

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

http://hipertensiunepulmonara.ro/

RUSSIAN FEDERATION

Save and Protect
Pobedi prospect 102 / office 45 - Kazan
Republic of Tatarstan, 420140

http://www.ph-association.ru/
lilya-belle@yandex.r

SERBIA

Plu¢na Hipertenzija Srbija
h UL Kneza Mihalia 33

pHAseraia | 11000 Beograd

™ | www.phserbia.rs

office@phserbia.rs

SLOVAKIA

Zdruzenie pacientov s plicnou hypertenziou,
o0.z. Lucenska 31 - 990 01 Velky Krti§
phaslovakia@gmail.com

SLOVENIA

™ Drustvo za pljucno hipertenzijo Slovenije
é% Slovenska 29, 1000 Ljubljana
e dbph.slovenije@gmail.com
wennenzosvenie |- www. facebook.com/PljucnaHipertenzija

ANHP Asociacion Nacional de Hipertension
Pulmonar

Calle Villajimena ne 85, 1° 4 C.P.

28032 Madrid

www.hipertensionpulmonar.es

informacion@hipertensionpulmonar.es

SPAIN
SZ FCHP Fundacion Contra la Hipertension Pulmonar

Calle Pablo Neruda, 39 28980 Parla - Madrid
http://www.fchp.es/es - info@fchp.es
Hperensionruimonas | ttPs://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%C3%B3n-pulmonar

SPAIN

Hipertension Pulmonar Espaiia Organizacion
Imﬁml de Pacientes (HPE-ORG)

Sant Feliu de Llobregat

c/o Anselm Clavé no 33 30 3a - CP 08980 Barcelona

presidencia@hpe-org.com

SWEDEN
PAH Sverige

9 PHA c/o Patrik Hassel

swepen| Karrtorpsvigen, 37
121 55 Johanneshov

www.pah-sverige.se
patrik@pah-sverige.se

UKRAINE
@gﬁ Pulmonary Hypertension Ukrainian Rare

Disease Association-PHURDA
Hlyboka street 12, Lviv 79013

p— fond.poryatunok@gmail.com

UKRAINE

PHA UKkraine

Rusanivskyy Blvd, 7, Oft. 3, Kyiv, Ukraine, 02147
| www.pha.org.ua

| info@pha.org.ua




Associated members of PHA Europe and contact details NOTES

ARGENTINA JAPAN
205 . N 3 1 e
HIPUA Hipertension Pulmonar Argentina Village A 209, 5-8 Tsukimino, Yamatoshi,
Juramento 2120 4° “11” - Ciudad Auténoma Kanagawaken, 242-0002 Japan e
de Buenos Aires (CABA) CP:1428 npophajapan@gmail.com
HISEHTERSEON hipertensionpulmonarargentina@gmail.com
PuLMONA | T e
ARGENTINA
AN =
CHINA - Cardiac Com.munity
® iSEEK Pulmonary Hypertension Hope ® 4a Idowu Olaitan Stha.gad.a, ''''''''''''''''''''''''''''''''''''''''''
&%fg Center (PHA China) ‘ ca_ﬁ’/ Pagos 1022.16, Lagos., Nigeria
Rm.102B, NO.2 Block, NO5. Huayuanlu, info@cardiaccomunityorg e em-ecm-mme-meeeem-memmemmemmmmemmmme—————-
— Haidain District, Beijing, PR.China
gloriahuan@hotmail.com (for international
communication)
huanghuan@iseek.org.cn (for Chinese) USA
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GERMANY 121 Tath SN, Suite 150
. . . LSuite 150 oo
s Pulmonale Hypertonie Selbsthilfe Pulmonary Hypertension Association | Washington D.C., 20005
Wy, Hafenstrafle 122, 46242 Bottrop, Germany Empowered by hope httos://ohassociation.or
[52 e daniela.schiel@pulmonale-hypertonie-selb- htps:/fphasseciation.ocg/ .
Ly, ¥ &1 sthilfe.de
meme | e e e e e e e e e e — — — — — — m — — — — — — — — — — — — — — — — m e —— e ———— -
IS 2 A =
. PHA Israel
© \ wwoww| 13 HaShoshan Street - Beit Shemesh e e -
Frsramn i | 9959013 Israel

www.phisrael.org.il
office@phisraelorg T




early diagnosis » best treatmant » batter quality of life » finding a cure
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EDITOR & RESPONSIBLE FOR THE CONTENT:

PHA Europe
WilhelmstrafBe 21
A-1120 Vienna
Austria

infoldphaeurope.org - www.phaeurope.org



