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Editor’s memo
S U M M E R  E D I T I O N  •  2 0 2 4

Dear Friends, Colleagues, and Supporters, 
Welcome to the summer edition of our magazine, 
Mariposa! This issue is dedicated to World PH 
Day and the incredible events organized by our 
members and other associations globally. This 
event, started by our Spanish association ANHP 
twelve years ago and since 2013 carried on by 
PHA Europe, emphasizes the urgency of raising 
awareness about pulmonary hypertension. Held 
annually around May 5th, it unites organizations, 
healthcare professionals, patients, and their 
families worldwide to spotlight the challenges 
faced by the PH community.

Our World PH Day project continues to serve 
three main objectives. First, raising awareness 
about pulmonary hypertension through various 
campaigns, educational events, and media 
coverage helps dispel misconceptions and 
encourages early diagnosis. Second, building a 
global support network by bringing together 
patients, caregivers, healthcare professionals, 
and advocacy groups fosters a sense of 
community and empowers those affected by PH 
to share their stories and find support. Third, 
advocating for improved care by leveraging 
the visibility of World PH Day to push for better 
healthcare policies, increased research funding, 
and improved access to treatments.

Once again, our members have impressed us with 
their creativity. They arranged the illumination 
of buildings in blue to raise awareness, organized 
numerous sports events showcasing our WPHD 
logo, and held activities that allowed healthy 
individuals to experience the challenges of living 
with PH. Please take the time to read about all 
the events that took place, even in countries 
facing difficult times.

Additionally, WPHD was successfully promoted 

on all our social media channels. By using 
professional visuals shared globally, we reached 
a vast audience. We collaborated closely with the 
American Pulmonary Hypertension Association 
(PHA) to develop a campaign that could reach 
a global audience. Please check the section 
dedicated to social media to learn more about 
our successful digital campaign.

World PH Day was also marked by associations 
worldwide, not just those related to PHA Europe. 
The USA, Canada, Nigeria and Peru accepted 
our invitation to submit articles about their 
celebrations. Additionally, it is particularly 
heartening to read the reports from our 
new associated members in Argentina, who 
contributed significantly to the global awareness 
efforts.

PHA Europe’s World PH Day project stands as 
a beacon of hope for all of those living with 
pulmonary hypertension. Through dedication to 
raising awareness, building support networks, 
and advocating for better care, PHA Europe has 
made significant strides in bringing this often 
misunderstood disease into the spotlight. Our 
efforts pave the way for a brighter future for 
those affected by PH, fostering understanding 
and support, and enabling a better quality of life.

A big thank you to all members, patients, family 
members, carers, and friends who contributed to 
making this WPHD a great success. Special thanks 
go out to our industry partners who continue to 
support our work. Our mission remains clear: to 
raise as much awareness as possible to ensure 
early diagnosis, improve quality of life, and 
extend the lifespan of those with pulmonary 
hypertension.

Hall Skaara 
Project Manager
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CONGRESSES & CONFERENCES

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.

From our landing page, you can click on a link to access 
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 more than forty 
presentations covering various aspects of PH. The latest 
presentation, given by HTA specialist Neil Bertelsen, 
provided an excellent introduction to the HTA process 
and how patient associations can get involved. This 
presentation is the first of a series of three. Make sure 
to create your Bel Air Center user account to be notified 
about this and other interesting upcoming webinars.

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!

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.

Hall Skaara 
Project Manager
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Hollie, 37
United Kingdom

Entrepreneur
Living with pulmonary 

arterial hypertension

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.

EM-102191  |  June 2022

Find out more on

Janssen Pharmaceutica NV © JP NV 2022.
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CONGRESSES & CONFERENCES

PHA EUROPE – SOCIAL MEDIA ACTIVITIES
Translating the voices of PH patients into compelling 
social media campaigns is always challenging, 
but WPHD 2024 will be remembered as a truly 
groundbreaking global effort. Nearly all major global 
associations across continents joined PHA Europe in 
utilizing our customizable visuals, making the WPHD 
2024 campaign the most successful to date. Divided 
into four parts, each dedicated to key aspects of the PH 
patient experience, the campaign united the global PH 
community in advocating for early diagnosis, access 
to care, patients themselves, and ultimately, finding a 
cure for PH.

With over 80 different visuals, infographics, and 
animated reels, PHA Europe’s social media channels 
reached an impressive audience, totaling over 3.5 
million users with a remarkable 4.2 million impressions 
on Facebook and Instagram combined. Additionally, 
LinkedIn and X contributed to reaching an extra 95,000 
users, with nearly 45,000 reached organically. 

This year’s materials were not only translated into 
more than 15 languages but were also adapted by 
patient associations, who personalized the campaign, 
amplifying the voices of patients even further. The 
plethora of visuals also gave each association multiple 

Figure 1Data from Meta Business Suite and SM Analytic tools

options to choose from, making sure diversity was 
highlighted. Under the slogan „Let’s Breathe in Unity for 
the Global PH Community,” this year’s WPHD campaign 
received notable support from the Pulmonary 
Hypertension Association in the USA, reinforcing our 
shared mission to empower PH patients globally.
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Our social media activities in May and June 
prominently featured a special webinar on non-PAH 
forms of pulmonary hypertension (WPHD webinar), 
showcasing Professor Dr. Ardeschir Ghofrani, a 
renowned expert in the field. This webinar was 
streamed through our advanced virtual conference 
platform, Bel Air Center, designed to facilitate the 
exchange of knowledge and connections among 
patients, experts, and pharmaceutical companies.

The impact of these campaigns was evident, as PHA 
Europe’s pages gained over 330 new followers in 
May alone and 200 in the previous month. With 
the Rare Disease Campaign throughout February 
and a reach of more than 960,000 across all social 

media channels, PHA Europe managed to reach 
more than 4.5 million accounts in just 3 months, 
with more than 6 million impressions in total. With 
our content disseminated by an increasing number 
of patient associations and PHA Europe welcoming 
new members, the true extent of our reach is 
immeasurable. Yet, all indicators point to World 
Pulmonary Hypertension Day (WPHD) 2024 being 
the most impactful one yet. This underscores the 
power of unity in achieving meaningful change. We 
are proud of the global PH community, especially our 
European PH association and our PH family. Let this 
growing unity bring us closer to achieving better 
outcomes and a brighter future for all patients.



Vision. Connection. Innovation.
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
www.gossamerbio.com

MA-06/2024PAGO0019, June 2024

Aerovate 
Therapeutics is 
proud to support 
PHA Europe 
We are committed to developing 
new therapies to improve the lives of 
people living with rare cardiopulmonary 
diseases. We are currently developing 
an investigational therapy to address 
pulmonary arterial hypertension (PAH).

Learn more at www.aerovatetx.com

© 2021 Aerovate Therapeutics. All rights reserved.
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CONGRESSES & CONFERENCES

WORLD PH DAY WEBINAR
Understanding Non-PAH Pulmonary Hypertension: Key Insights and 

Treatment Recommendations

Prof. Dr. Ardeschir Ghofrani delivered an excellent 
presentation on World PH Day, focusing on the 
various types of Pulmonary Hypertension (PH) and 
their treatment recommendations. While Pulmonary 
Arterial Hypertension (PAH) often receives the most 
attention, Prof. Ghofrani chose to highlight the other 
types of PH in this webinar. Here is a short recap of 
his presentation:

Pulmonary Hypertension (PH) is a complex and 
varied group of diseases characterized by high blood 
pressure in the lungs. Unlike Pulmonary Arterial 
Hypertension (PAH), Non-PAH PH encompasses 
a broader spectrum of conditions, affecting a 
significant portion of the population, particularly 
those over the age of 65. PH is not a rare disease; it 
affects approximately 1% of the world’s population, 
with prevalence 
increasing to 10% in 
individuals over 65. 

The classification 
of PH is critical 
for diagnosis and 
treatment, as it 
encompasses a 
range of conditions 
beyond PAH. These 
include Group II PH 
associated with left 
heart disease, Group 
III PH associated 
with lung diseases and/or hypoxia, Group IV PH 
which is chronic thromboembolic pulmonary 
hypertension (CTEPH), and Group V PH, which 
involves unclear multifactorial mechanisms.

The treatment of PH varies significantly depending 
on the underlying cause. For Group II PH, which 
is due to left heart disease, the primary treatment 
goal remains the optimization of therapies for 
underlying heart conditions, with limited specific 
PH therapies available. In Group III PH, which is 
due to lung diseases and/or hypoxia, treatment 
focuses on optimizing therapy for the underlying 

lung condition. For instance, inhaled Treprostinil 
is currently the only approved therapy for ILD-PH, 
while phosphodiesterase-5 inhibitors (PDE-5i) may 
be considered in severe cases. Treatment decisions 
for COPD-PH are made on a case-by-case basis at 
expert centers.

Group IV PH, or chronic thromboembolic pulmonary 
hypertension (CTEPH), involves surgical options 
like pulmonary endarterectomy (PEA) for operable 
patients. For non-operable patients with distal 
obstructions, balloon pulmonary angioplasty (BPA) 
is used, and for those with microvasculopathy, 
medications like Riociguat are effective. 

The landscape of PH treatment is continuously 
evolving with ongoing research and clinical 

trials. Notable 
studies include the 
INCREASE Study, 
which demonstrated 
the efficacy of 
inhaled Treprostinil 
in treating ILD-
PH (currently only 
approved in the US), 
and the RACE Trial, 
which evaluated the 
safety and efficacy 
of Riociguat in 
combination with 
BPA, providing 

insights into multi-modal therapy approaches.

Non-PAH PH represents a diverse array of diseases, 
each requiring tailored treatment strategies. 
Advances in understanding and managing these 
conditions have led to more precise and effective 
therapies. Continued research and multidisciplinary 
collaboration remain essential for improving 
outcomes for PH patients worldwide.

Hall Skaara 
Project Manager
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Become a part of the clinical trial for people living 
with pulmonary arterial hypertension (PAH)*

For more information on the trial, visit:
www.vipah-prntrials.com

Do you know 
someone with PAH?

CLINICAL TRIAL

*The treatment that Respira is researching in the VIPAH•PRN2B trial is investigational 
and has not yet been approved for doctors to prescribe. The VIPAH•PRN2B trial is 
sponsored by Respira Therapeutics, Inc. 

ClinicalTrials.gov Identifier: NCT04266197; RT234-PAH-CL202

prn2Bvipah

respira_ad_eu.indd   1 27/07/2022   10:28

Needs.
  Science.
    Trust.

AOP Health is the European  
pioneer for integrated  
therapies for rare diseases  
and in critical care.

AOP-HEALTH.COM
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AOP Health is the European  
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and in critical care.

AOP-HEALTH.COM
AOP-HEALTH.COM

FOCUS ON  
PERSONALISED  

MEDICINE

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

OrphaCare is an international, up-and- 
coming company with a special focus on 
medical devices. The company organizes 
a comprehensive and competent patient 
support as well as distribution. 

In addition, OrphaCare is acting as a manu- 
facturer of a software medical product 
risk class I according to MDR*.
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https://www.aop-health.com/global_en/
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ARGENTINA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

WORLD PULMONARY HYPERTENSION DAY 2024
As part of the new commemoration of World PH Day, 
HIPUA - Pulmonary Hypertension Argentina organized 
the 3rd National Meeting on Pulmonary Hypertension, 
aimed at patients and their families. This event took 
place from April 30th to May 5th, and featured various 
types of activities.

On April 30th at 6:00 PM, the first of the activities 
began with the following invited experts in Pulmonary 
Hypertension: Dr. Liliana Favaloro, Dr. Clara María 
Huerta, Dr. Patricia Avellana, Dr. Nicolás Atamañuk, Dr. 
Eduardo Perna, Dr. Martín Bosio, and Dr. Cristian Botta.

It was a panel discussion held via the Zoom platform, 
centered around the latest updates in Pulmonary 
Hypertension.

The format of the meeting involved answering a series 
of questions that both patients and their families/
caregivers had submitted upon registering for the 
event. After the Q&A session, a general discussion 
was held with all the invited professionals, where 
each speaker reinforced some concepts and provided 
additional information not covered during the initial 
rounds of questions.

The turnout exceeded our expectations with more 
than 80 people joining the Zoom session. Both patients 

and families were very active and eager to listen to the 
specialist doctors.

On May 2nd at 6:00 PM, another activity was held via 
Zoom. Its objective was to present to the patients and 
their families/caregivers three of the five working 
areas that make up HIPUA: the Legal Area led by Dr. 
Geraldine Alali, the Social Area led by Lic. Emma 
Ledesma, and the Psychology Area led by Lic. Jennifer 
Selles.

This time, the format of the meeting involved a brief 
presentation by each of the professionals.

Needs.
  Science.
    Trust.

AOP Health is the European  
pioneer for integrated  
therapies for rare diseases  
and in critical care.

AOP-HEALTH.COM
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Dr. Geraldine Alali spoke about the deregulation of 
social health insurance and prepaid medical plans, 
non-compliance in access to treatments, and the 
correct prescription of medications (generic drugs or 
brand name ones).

Lic. Emma Ledesma discussed the Unique 
Disability Certificate (CUD), explaining under what 
circumstances it should be processed, debunking the 
myth that „without a disability certificate, one cannot 
access medication.”

Finally, Lic. Jennifer Selles addressed the uncertainty 
generated by the diagnosis, suggesting some tips to 
focus on the present and reduce anxiety.

All patients and families who attended this second 
meeting were very engaged, asking each of the 
participating professionals numerous questions.

On May 3rd at 10:00 AM, the 3rd Cardiopulmonary 
Rehabilitation Day for patients with Pulmonary 
Hypertension took place, organized by the 
Interdisciplinary Group of Hospital Fernández. It was 
the first in-person event post-pandemic with our 
patients and families, held in the Aula Magna of the 
hospital.

The day began with a few words from the hospital’s 
director, Dr. Carlos Damin, followed by presentations 
from the interdisciplinary group members: Dr. 
Nicolás Atamañuk (cardiologist), Dr. Diego Litewca 
(pulmonologist), Dr. Eliana Calegari (pulmonologist), 
Dr. Luis Gómez (cardiologist), and Lic. Julieta Lardies 
(physiotherapist).

Patients with Pulmonary Hypertension and their 
families joined the event with excellent participation, 
filling the Aula Magna.
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As a conclusion, on May 5th, from 6:00 PM to midnight, 
various monuments in the Autonomous City of Buenos 
Aires were illuminated, including the Obelisk, the city’s 
emblem, along with the planetarium, the Usina del Arte, 
the Lezama Palace, and the monument to the Spaniards.

The aim of these meetings is to guarantee access to 
excellent information provided by the top experts 
in Argentina, with the goal of fostering an active, 
empowered patient based on the premise that 
„INFORMING IS A WAY OF CARING” and that patients 
who takes care of themselves will undoubtedly achieve 
better treatment adherence and a better quality of life.
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AUSTRIA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

In time for World Pulmonary Hypertension Day, 
PH Austria - Initiative Lungenhochdruck aims to 
raise awareness of the often overlooked but serious 
condition. New stones symbolizing donations were 
installed at the Milestones Square in the Wiener 
Prater with prominent support on May 2nd. Dancer 
and „Fit mit den Stars” host Conny Kreuter and boxer 
Fadi Merza lent their support. The Ars Electronica 
Center in Linz supported us by illuminating the 
facade of the center in blue. Additionally, thanks to 
CEO Nora Lamac, the Wiener Riesenrad was also lit 
blue in solidarity on World PH Day.

With the „Milestones Square”, there is a place of 
engagement and solidarity with those affected by 
the disease right in the heart of the Wiener Prater. 
The idea for the milestones came from the initiator 
of the Lungenkinder Research Association, Gerald 
Fischer, whose daughter is affected by Pulmonary 
Hypertension. With a donation of 29 euros, one can 
support PH Austria and immortalize themselves with 
a personal message on one of the stones. New stones 
were installed after the winter months.
„The milestones are an opportunity to make a visible 
statement with one’s own donation. They stand as a 
symbol for the feeling shared by many PH sufferers 
of having a heavy stone on their chest that makes 
breathing difficult. The milestones are often given 
on special occasions - in the name of a birthday child 
or a mother for Mother’s Day,” says project initiator 
Gerald Fischer.

Conny Kreuter and Fadi Merza for the 
Lungenkinder
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Host Conny Kreuter is currently busy in the studio 
and attending events. With the takeover of the TV 
format „Fit mit den Stars,” the host has achieved 
record ratings at the beginning of the new show. 
Nevertheless, she consciously takes the time to 
support PH Austria in laying the stones. „Especially 
for rare diseases, about which little is known, it is all 
the more important to be seen and to draw attention 
to the affected individuals, as well as research and 
the development of treatment methods. This is a 
personal concern for me, and I am happy to help 
where I can,” says the host.

Boxer Fadi Merza is also on board. For him, it was never a question: „The fights a boxer faces are nothing 
compared to the often lifelong battles that those affected by a disease endure. No one is as strong as these 
children and adults. That’s why they deserve our support and respect,” believes Fadi Merza.
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BELARUS

NEWS FROM PH ASSOCIATIONS WORLDWIDE

Pulmonary Hypertension (PH) Awareness Month is a 
time when patients actively use their social networks 
to inform their followers and communities about 
PH. Social media posts filled with useful information 
about symptoms, treatment, and support play a 
crucial role in raising awareness. PH groups also do 
valuable work in spreading information and creating 
a community where patients can share experiences 
and support each other.

This year, patients have organized small events, 
taking photos and sharing their stories on social 
media. These photos and stories serve as inspiration 
and motivation for others, showing that, despite the 
challenges, it is possible to live fully and actively.

Unity and support for each other are especially 
important in this process. We are a team, and 
together we are stronger. Together, we can not only 
raise awareness about PH but also create a strong 
community where everyone feels understood and 
supported.
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In conjunction with World PH Day on May 5th, the 
second edition of the Belgian ‚Move for Pulmonary 
Hypertension’ campaign took place this year. The 
campaign aimed to raise awareness and funds 
for research into and treatment of pulmonary 
hypertension (PH). This disease, which affects the 
blood vessels in the lungs and leads to high blood 
pressure in the pulmonary artery, continues to have 
a significant impact on the lives of many patients 
worldwide. This overview article highlights the Belgian 
actions and achieved results of the 2024 campaign.

During the campaign, various activities were organized to encourage people to move and simultaneously raise 
funds. In total, an impressive 13,232 kilometers and 1,750 euros were raised through numerous activities:

1.	 VIRTUAL MARATHONS AND WALKS:
Participants could register on the Strava app, a fitness 
app where they could share their performances 
and distances with other members of the group ‚PH 
Belgium – Pulmonary Hypertension vzw’. In total, 
13,232 kilometers were covered in May.

2.	 LOCAL SPORTS EVENTS:
Several cities and towns organized local sports 
events, such as running races, a great opportunity to 
gain awareness and sometimes funds. For example, 
‚Dwars door Desselgem’ organized a sporting activity 
that donated 750 euros to Pulmonary Hypertension 
vzw.

3.	 CORPORATE CHALLENGES:
Companies were encouraged to form teams and 
participate. This not only raised funds but also 
provided fun images, fostered team spirit, and raised 
awareness within organizations. For instance, MSD 
organized a 6MWD challenge among colleagues, 
GossamerBio had colleagues complete the 6MWD 
backward, and Janssen (Johnson & Johnson) 
highlighted WPHD. Local hospitals also contributed, 
such as the team of physiotherapists for PH at UZ 
Leuven, who organized an extra tough 6MWD by 
carrying colleagues on their backs.

4.	 PERSONAL CHALLENGES:
Many individual athletes and supporters set their own 
challenges, such as walking or cycling a certain distance 
daily for a month, or participating in a sport event 
such as the Gran Fondo Claudio Chiapucci in France. 
Through personal crowdfunding pages, they could 
collect donations.

BELGIUM

NEWS FROM PH ASSOCIATIONS WORLDWIDE

ACTIONS

PULMONARY HYPERTENSION SPOTLIGHTED THANKS TO THE ‚MOVE FOR PULMONARY 
HYPERTENSION 2024’ CAMPAIGN
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Together with our association’s godmother, actress Hilde Heijnen, we made a spot to draw attention to pulmonary 
hypertension and call for people to join the action. This spot was distributed through our social media channels.

The results of the ‚Move for Pulmonary Hypertension 
2024’ campaign were impressive and demonstrated 
the power of community involvement:

COMMUNICATION

RESULTS

1.	 FUNDRAISING:
A total of 1,750 euros was raised. This money will be 
used for research into new treatments and patient 
support.

2.	 PARTICIPATION:
Many people participated in the various activities. The 
virtual events made participation more accessible, 
leading to a broader participant base.

3.	 AWARENESS:
The campaign reached a larger audience thanks to 
social media.

4.	 COMMUNITY SPIRIT:
The campaign brought communities together, from 
local sports clubs to multinational companies. This 
strengthened solidarity and support for PH patients 
and their families.



COMMUNICATION

The ‚Move for Pulmonary Hypertension 2024’ 
campaign was a great success thanks to its 
diverse and inclusive approach to fundraising 
and awareness. Through innovative actions 
and effective communication, not only was 
a substantial amount of money raised, but 
knowledge and understanding of PH were also 
increased. The dedication and involvement 
of participants and organizations worldwide 
show what is possible when people unite for a 
good cause.
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BOSNIA AND HERZEGOVINA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

WPHD 2024 – Bosnia and Herzegovina

UNITED IN THE FIGHT FOR A MEDICINE FOR ALL PH PATIENTS

BLUE LIPS IN SCHOOLS

This year, the Association of Citizens with Pulmonary Hypertension „Dah” - in Bosnia and Herzegovina marked 
WPHD 2024 for the tenth time in our country. With the great help of our long-time friends, as in previous years, 
we tried to include all generations with our celebration, as well as to organize educational and sports activities.

We started the celebration of WPHD 2024 in Bosnia 
and Herzegovina with a public announcement 
about this special day on the video banners of the 
company General Pro-Mark, with which we already 
traditionally cooperate, and we continued with our 
youngest support from the First Primary School in 
Zavidovići, who, together with their teacher Samira 
Isić and Emira Skejić showed that they are not only 
good artists, but that they already know something 
about certain symptoms of pulmonary hypertension. 
Thanks to them, blue lips appeared at school. When 

you have primary school children as your support, 
who have been participating in the celebration of 
World Pulmonary Hypertension Day for several 
years, then it’s an indescribable feeling! They always 
surprise and delight us with their creativity and 
serious approach to the task they come up with on 
this occasion. These little ones already have big 
personas! Their commitment to the task and beautiful 
smiles leave us breathless! All over the world, only PH 
patients have this kind of support!
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EDUCATION ABOUT PULMONARY HYPERTENSION ON THE STREETS

We continued our activities dedicated to WPHD 2024 
on the streets of Zavidovići, a city located in the heart 
of Bosnia and Herzegovina. Considering that the 
week of the Red Cross and the Red Crescent was in 
progress, our activity gained even more importance.
The wonderful and hardworking volunteers of the 
Red Cross organization Zavidovići, Lamija, Sara and 
Mejra, and members of the Association of Citizens 
Suffering from Pulmonary Hypertension „Dah” - in 
Bosnia and Herzegovina had the opportunity to talk 
with many residents of this city about pulmonary 
hypertension and the problems faced by patients in 
our country.
On this occasion, we distributed a lot of PH 
promotional materials for adults and children: 
t-shirts, flyers, picture books, badges, pens, flags, 
which caused great interest of the citizens, and 

enabled us to introduce them all to the important 
facts related to the disease and the difficult situation 
of the patients in our country. First of all, we pointed 
out the fact that we all live in the same country, but 
that we do not all have the same position, that is, that 
all PH patients in Bosnia and Herzegovina do not have 
access to medicine.
During this activity, our stand was visited by some 
doctors, as well as current politicians from the 
Federation of Bosnia and Herzegovina. There is 
interest in helping us achieve our most important goal 
- a cure for all PH patients in Bosnia and Herzegovina.
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AND WITH SPORT, WE RAISE AWARENESS ABOUT OUR DISEASE

CONTINUED SUPPORT OF OUR MEDIA

Apart from Zavidovići, we also raised awareness about 
pulmonary hypertension in the capital of Bosnia and 
Herzegovina, Sarajevo, but also outside the borders of 
our country, in Germany, in Ahrensburg and Hamburg.
On May 12th 2024 in Sarajevo, the 5th Sarajevo 
Marathon was held, which is the largest sports and 
running event in Bosnia and Herzegovina, in which 
1,999 runners from 44 countries participated this 
year. Among such a group of running enthusiasts 
and sports professionals was our team - the team 
of PH BIH runners from SD Ultra Bihać, who, with 
their participation in this marathon, contributed 
to our celebration of WPHD 2024 again this year. 
Emina Čehajić Gradinović and Asmir Islamović ran a 
half marathon - 21 km, and Amar Čehajić and Enes 
Ibrahimagić ran a marathon - 42 km with the markings 
of the European PH community. They dedicated 
their participation in these races to patients with 
pulmonary hypertension. And this time, they lost 
their breath for all those who suffer from this rare 
and serious disease, and have once again earned the 
respect of the entire PH community of Europe and the 
world. We no longer count their kilometers because 
they are unstoppable!
In addition to runners, our faithful collaborator in 
marking the WPHD is the recreational cyclist from 
Bosnia and Herzegovina, Ismet Škulj, who does not 

This year, like all the previous ones, there was no 
lack of support from the media. Our press release on 
the occasion of the celebration of WPHD 2024 was 
reported by many electronic media and portals. Due 
to their interest and willingness to help us achieve 
our primary goal - a cure for all PH patients in BiH, we 
must mention them: N1 info, TRN info, Bosna vijesti, 
Centralna, Magazin Plus, Zenit, Dnevni avaz, Raport, 
Bosna info, Anadolija BiH, BHRT, Preporod Info, and 

forget us on his regular cycling tours. Together with 
us, he marked WPHD 2024 and this time driving on 
the roads of Europe. We record new kilometers of his 
ride in the north of Germany, where together with his 
host Stefan, he rode a bicycle for all those suffering 
from pulmonary hypertension on the sections around 
Arhensburg and Hamburg. Respect for more than 
12,000 kilometers traveled for PH patients all over 
the world! Every year, Ismet is part of our team in 
charge of marking WPHD, and wherever he is, he 
dedicates his May rides to raising awareness about 
our disease.

Mostarski. With the great help of our friends, we 
rated this year’s celebration of WPHD 2024 in Bosnia 
and Herzegovina as very successful because we felt 
an extremely positive reaction at every step.Together 
to the goal!

Vera Hodžić,
president of the Association of citizens suffering from

of pulmonary hypertension „Dah” - in Bosnia and Herzegovina
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BULGARIA PHA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

On May 11th, 2024, the Hotel „Vereya” in Stara Zagora 
was abuzz with the energy and optimism of patients, 
healthcare professionals, and advocates gathered for 
the Ninth National Conference on Pulmonary Arterial 
Hypertension (PAH). Organized by the Association 
for Pulmonary Hypertension, this annual event has 
become a cornerstone for raising awareness, sharing 
cutting-edge medical knowledge, and fostering a 
supportive community for those affected by this 
challenging condition.

The conference opened with welcoming remarks from 
Todor Mangarov, Chairman of the Association, setting 
an enthusiastic tone for the day. Esteemed speakers 
delivered a series of insightful presentations covering 

The afternoon sessions brought a more personal 
touch to the conference. Teodor Oprenov’s heartfelt 
talk, „God, Why Me?” resonated deeply with the 
audience, sharing his personal journey and coping 
strategies. Stanislava Sabeva, a psychologist and 
therapist, explored the psychological dimensions of 
living with PAH, advocating for a holistic approach 
to patient care that includes mental and emotional 
well-being.

Pavlina Grigorova of the Association „Dignity” 
addressed the practical challenges related to 
disability assessments (TELK), offering solutions 
and support to navigate this often cumbersome 
process. Monika Marinova, from the Association of 

various aspects of PAH. Dr. Simona Markova from the 
Hospital „Sv. Anna” provided a detailed overview of 
PAH classifications, diagnosis, and modern treatment 
options, emphasizing the importance of early and 
accurate diagnosis for effective management.

Dr. Diana Lekova-Nikova from the Hospital „Tokuda” 
shed light on the intersection of PAH and interstitial 
lung diseases, highlighting the complexities of 
managing these overlapping conditions. Radostina 
Getova discussed the critical topics of organ donation 
and transplantation in Bulgaria, offering hope and 
vital information to those in need of these life-saving 
procedures.

Tarlov Patients in Bulgaria, highlighted the struggles 
of those with perineural Tarlov cysts, a rare and 
frequently misunderstood condition, drawing 
attention to the need for greater awareness and 
research.

The conference concluded with a poignant 
presentation by Todor Mangarov, sharing his 
personal story of overcoming a thrombendar-
terectomy. His journey of resilience and recovery 
served as an inspiring testament to the strength and 
determination of PAH patients.

NINTH NATIONAL CONFERENCE ON PULMONARY ARTERIAL 
HYPERTENSION: A BEACON OF HOPE AND KNOWLEDGE
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The event culminated in a lively discussion session 
and a communal dinner, where attendees had the 
opportunity to connect, share experiences, and 
build lasting relationships. The conference not only 
provided a wealth of information but also reinforced 
a strong sense of community and support among 
participants.

Overall, the Ninth National Conference on Pulmonary 
Arterial Hypertension was a resounding success, 

significantly contributing to the awareness and 
understanding of PAH. It highlighted the critical 
need for comprehensive care, encompassing both 
medical and emotional support, and underscored the 
importance of unity and advocacy in improving the 
lives of those affected by PAH.
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On May 5th, 2024, the sport club Masary in Sofia hosted 
„Strike for Health,” an event designed to empower 
communities through a combination of health education 
and engaging physical activities. The day offered a 
variety of enriching experiences for all attendees.

Health professionals and experts lead engaging 
workshops covering vital topics, such as nutrition, 
exercise, stress management, and disease prevention. 
Participants gained practical knowledge and skills to 
enhance their health and well-being.

The kickbox team performed dynamic demon-
strations, showcasing their skills and techniques. 
These performances highlighted the importance of 
physical activity and inspired attendees to incorporate 
regular exercise into their daily lives.

Informational booths offered a wealth of resources 
and materials on various health issues. Attendees 
learned about preventive measures, available 
healthcare services, and how to access support 
networks, empowering them with the knowledge to 
make informed health decisions.

These activities provided opportunities to connect 
with like-minded individuals and exchange ideas 
on promoting health and well-being within their 
communities.

This event also served as a networking platform, 
allowing attendees to connect with representatives 
from PHA Bulgaria, the kickbox team, and other 
organizations dedicated to health promotion. This 
aspect of the event facilitated collaboration and the 
sharing of best practices in public health advocacy.

By combining the excitement of kickboxing with crucial 
health education, PHA Bulgaria and their kickbox team 
partners created a memorable and impactful event. 
„Strike for Health” hopes to empower communities, 
promote healthier lifestyles, and foster a collaborative 
spirit in the fight against health issues.

PHA Bulgaria is excited to announce a dynamic collaboration with a kickbox team to promote health awareness 
and physical well-being. This unique partnership, aimed at raising awareness about critical health issues, 
seamlessly blends the influence of sports with the mission of disseminating essential health information to 
communities across Bulgaria.

Location: Sport Club Masary, Sofia

EMPOWERING HEALTH AWARENESS: PHA BULGARIA PARTNERS 
WITH KICKBOX TEAM FOR IMPACTFUL EVENT

EVENT OVERVIEW:

- Interactive workshops:

- Demonstrations by Kickbox Team:

- Educational Booths: 

- Community Engagement Activities: 

- Networking Opportunities:

HIGHLIGHTS OF THE EVENT:



26

BULGARIA BSPPH

NEWS FROM PH ASSOCIATIONS WORLDWIDE

SPORTS ENTHUSIASTS JOINED THE INITIATIVE GET 
BREATHLESS FOR PH

On May 10th, 2024 at 15:00 there was a one-
hour intensive sports event under the slogan 
“Get breathless for PH”. Twenty active young 
athletes played pickleball under the guidance of 
the conditioning coach Rositsa Petrova in Sports 
Olympic, and the Chairman of the Bulgarian 
Pickleball Federation Gergin Angelov hosted the 
event.

“Being active and brave and putting in the effort to 
exercise despite being in poor health and physical 
disadvantage is commendable. Therefore, the 
Bulgarian Pickleball Federation would like to provide 

incentive to all affected by pulmonary hypertension, 
to keep enjoying being out of breath because they 
feel the power of movement and sport,” said Gergin 
Angelov.

For the 11th time, Bulgaria is part of the global 
campaign “Get Breathless for PH” to celebrate 
the World Pulmonary Hypertension Day. All the 
initiatives organized in May by the Bulgarian 
Society of Patients with Pulmonary Hypertension 
are under the auspices of the Ministry of Health and 
the institutional support of the Executive Agency 
Medical Supervision.

“Pulmonary hypertension is the invisible disease 
that leaves you out of breath. There are many heroes 
struggling with this rare condition – patients and 
their families, as well as doctors who often have to 
work miracles in order to contain a crisis. When 
the disease progresses, patients depend on oxygen 
concentrators and expensive treatments. The only 
chance once they reach the terminal stage is a 
bilateral lung transplant. This rare disease takes 
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away the ability of people in their active age to 
run, do sports, have fun - every step leaves them 
breathless,” commented Natalia Maeva, chairperson 
of the Bulgarian Society of Patients with Pulmonary 
Hypertension.

After almost five years of efforts by BSPPH and other 
patient organizations, in April 2024, the National 
Health Insurance Fund accepted the requirements 
for issuing treatment protocols for patients with 
chronic hypoxemic respiratory failure, who need 
oxygen therapy at home. This is a huge step forward, 
as patients with pulmonary arterial hypertension 
will be able to receive oxygen concentrators and 
pay only for the supplies they need. “It remains to 
be seen when the first patient will actually receive 
their stationary concentrator,” added Natalia Maeva.

For more info , please visit: www.bspph.net      |      Video: https://www.youtube.com/watch?v=1TN_YGLK6l0

TEAM “KARO” DEDICATED THEIR PARTICIPATION IN THE 
INTERNATIONAL PÉTANQUE TOURNAMENT TO BULGARIAN 

PATIENTS WITH PH

Teams from 33 countries participated in the 
international pétanque tournament, held from May 
22nd  to May 29th at the Mesongi Beach resort on 
the island of Corfu, Greece. For the second year in 
a row, the representatives of the „Karo” dedicated 
their participation in this prestigious international 
competition to people living with pulmonary 
hypertension.

„We are delighted to support the “Donate a 
Breath” campaign and draw attention to the plight 
of vulnerable patients living with this rare and 
insidious disease. I hope that our partnership will 
contribute to more people paying attention to the 
symptoms, the course of the disease, and the way 
out of it”, added Atanas Makarov, chairman of the 
Karo sports club.



Among the participants in the doublets and triplets 
was Natalia Maeva, president of the Bulgarian 
society of patients with pulmonary hypertension, 
who, for the first time, took part in the authoritative 
international tournament.

Pétanque has been officially played in Bulgaria 
since 2000. The popular French game is played on a 
rectangular court measuring 5 by 15 m with a hard 
surface of sand or clay. Balls made of a special metal 
alloy are used for it, weighing from 600 to 800 g, and 
their diameter is about 70-75 mm.
 
It can be played individually, in pairs or threes, and 
classically it is played in threes, which can be male, 
female and mixed. When playing individually and in 
pairs, each competitor of a team has three balls, and 
when playing in threes - two balls.

WHY MENTAL HEALTH IS IMPORTANT FOR PH PATIENTS?

As part of the World Pulmonary Hypertension 
Day campaign, a patient webinar „Pulmonary 
hypertension: Mental health matters” was held on 
21.05.2023. Dr. Lyubomir Dimitrov, an invasive 
cardiologist, head of the Department of Paediatric 
Cardiology at the National Hospital of Cardiology 
and deputy chairperson of the Bulgarian Society of 
Patients with Pulmonary Hypertension, spoke about 
the challenged that doctors and patients with PH 
face in order to make the correct diagnosis and how 
this affects mental health.

„All these patients should receive adequate medical 
care. We, I am talking about the doctors, the society, 

the state, should provide them adequate treatment”, 
the expert said.

A lecturer of the event was psychologist Dr. Antonia 
Grigorova, who spoke more about the risk factors 
that affect the psychological state of patients with 
pulmonary hypertension. In addition, she offered 
a self-management program for patients with this 
rare lung disease - how to build useful habits, how 
to solve problems, how to deal with anger, and how 
to communicate with their loved ones.
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THE PAINT CANADA PURPLE CAMPAIGN

One of the standout features of World PH Day in 
Canada is the „Paint Canada Purple” campaign. Each 
year, this initiative encourages local community 
leaders to illuminate monuments in periwinkle 
purple on May 5th to honor those living with PH. This 
year, the campaign achieved remarkable success, 
with 23 landmarks across the country bathed 
in purple light and seven official proclamations 
recognizing May 5th as World PH Day. From coast to 
coast, the color purple became a beacon of hope and 
solidarity, bringing much-needed attention to this 
critical cause.

World PH Day 2024 marked an extraordinary effort by PHA Canada and the Canadian pulmonary hypertension 
(PH) community to raise awareness, advocate for better care, and celebrate the resilience of those affected by PH. 
This year’s initiatives showcased a combination of public engagement, research dissemination, direct advocacy, 
and strategic media outreach, all aimed at making a significant impact on the lives of Canadians living with PH.

CANADA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

WORLD PH DAY 2024:
Advocacy and Awareness by PHA Canada and the Canadian PH Community

29



30

PHA Canada, in collaboration with the Canadian VIGOUR Centre, 
conducted an in-depth survey to understand the socio-economic burden of 
pulmonary arterial hypertension (PAH). The findings revealed significant 
disruptions to the quality of life and major medical and socioeconomic 
impacts on patients. PHA Canada published a report aiming to raise 
awareness about the profound effects of PAH and advocating for better 
support and treatment options. The report can be found on PHA Canada’s 
website: www.phacanada.ca

THE SOCIO-ECONOMIC BURDEN OF PULMO-
NARY ARTERIAL HYPERTENSION (PAH)
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AWARENESS DAYS ON PARLIAMENT HILL

CONCLUSION

MEDIA OUTREACH

On May 6th and 7th, representatives of PHA Canada 
took their advocacy efforts to Parliament Hill in 
Ottawa. Their goal was to raise awareness among 
officials and parliamentarians about the challenges 
faced by Canadians with PAH and to urge prompt 
allocation of new funding for rare disease medicines 
through the National Strategy for Rare Disease 
Drugs.

The event included powerful speeches and personal 
stories from PAH ambassadors Jane and Jennifer, 
who shared their experiences and called for urgent 
action from federal and provincial governments to 
improve care for PAH patients. The efforts of PHA 
Canada were also recognized during Question Period 
in the House of Commons by Marie-France Lalonde, 
further elevating the awareness of PAH.

World PH Day 2024 was a testament to the dedication and resilience of the PH community in Canada. Through 
vibrant public displays, crucial research dissemination, direct advocacy, and strategic media engagement, PHA 
Canada successfully highlighted the needs and challenges of those living with PH. These efforts not only raised 
awareness but also fostered a stronger community and advocated for better healthcare policies. As we move 
forward, let’s continue to build on this momentum and strive for a brighter future for all those affected by 
pulmonary hypertension.

Effective media outreach played a pivotal role in amplifying the message of World PH Day 2024. PHA Canada 
engaged various media platforms to increase public understanding and support for PH initiatives. Highlights 
of this outreach included an op-ed by PHA Canada Board Member Dr. Sanjay Mehta in The Hill Times, a press 
release issued on May 6, 2024, and articles in Healthing and Benefits and Pensions Monitor discussing the 
severe impact of PAH and urging new funding for its treatment.
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CROATIA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

A month of excitement is behind us, but the 
impressions are still settling. Since founding the 
Blue Wings Association, we have been actively 
trying to mark the International Day of Pulmonary 
Hypertension through various activities throughout 
May, like all other associations in the world. This 
year, we were everywhere, from the beginning of the 
month onwards. On May 11th, the Sava Marathon 
was held in Zagreb, raising awareness of our disease 
for the third year in a row. The excellent cooperation 
with selected runners always delights us. On May 
27th, we held a press conference at the Croatian 
House of Breathing Foundation. The speakers were 
Fedža Džubur, a specialist internist of the Institute 
for Respiratory Insufficiency, Pulmonary Circulation 
Diseases and Lung Transplantation of the KBC 
Zagreb, doctor of family medicine Nataša Ban Toskić, 

Dr. president of KoHom- a (coordination of family 
medicine), and Zdenka Bradač, president of the 
Blue Wings association. During a press conference, 
we gave special importance to the fastest possible 
diagnosis, so that patients would lose as little time as 
possible until the correct diagnosis was discovered, 
because unfortunately, even today the numbers are 
devastating and people lose up to 3 years from the 
first symptom to establishing a diagnosis. Since 
therapies are available in Croatia, the key problem 
is how to reach patients as soon as possible. It was 
also mentioned that the prognosis for pulmonary 
hypertension is worse than for certain types of 
cancer. 
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The announcement aroused great public interest, 
and the news was reported by numerous portals, TV 
houses, and radio stations. After the announcement, 
Dr. Fedža Džubur received an invitation to be a 
guest on Z1 television in the 45-minute program 
“Hour of health,” where he had the opportunity to 
talk about the disease itself, available therapies, and 
the lung transplant program. in Croatia and other 
issues related to PH. Our dear friends from SU Argo 
contributed in their own way to the celebration of 
WPHD in Croatia, traveling 670 km in boats along 
the Mura, Drava, and Danube, proudly wearing our 
shirts. Breathe for PH! They covered the distance in 
just a few days! The same t-shirts marked our last 
activity of the year, the Plitvice Marathon, which 
left both runners and visitors breathless. For the 
first time, we collaborated with AK Plitvice on the 
only marathon run in the National Park. The media-
covered this event and the popular marathon 
gathered over 1,500 runners in three days—one 
day specifically was dedicated to raising awareness 
about PH. The marathon brought together runners 
from 47 countries, and on this occasion, we share 
with you pictures from the beautiful Plitvice lakes!
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CZECH REPUBLIC

NEWS FROM PH ASSOCIATIONS WORLDWIDE

World Pulmonary Hypertension Day, which is observed 
annually on May 5th, has been commemorated in 
the Czech Republic since 2012 with the mission of 
increasing public awareness about this mysterious 
disease. This day is dedicated to raising awareness 
about pulmonary hypertension, a serious and often 
life-threatening condition that affects the pulmonary 
arteries and causes high blood pressure in the lungs. 
World Pulmonary Hypertension Day is traditionally 
highlighted by lighting significant buildings in Prague, 
Brno, and Olomouc in blue. The blue color is chosen 
because patients often experience blue lips due to the 
disease. Additionally, numerous articles in the media 
and TV appearances by Professor Jansa contribute 
to raising awareness. We also commemorated this 
important day together with our family members, 
friends, and companions. We celebrated World 
Pulmonary Hypertension Day by sharing, enjoying 
good company, and climbing Vyšehrad. Vyšehrad 
is one of the most famous and significant historical 

sites in Prague. It is not only a place of historical and 
cultural importance but also an oasis of tranquility 
in the midst of a bustling metropolis. Our visit to 
Vyšehrad provided us with a profound experience 
of Czech history, culture, and nature. Located on the 
right bank of the Vltava River and surrounded by 
beautiful parks and gardens, Vyšehrad is renowned 
not only for its history but also for its stunning views 
of Prague. This place is associated with the legendary 
Libuše and her faithful horse Šemík. We came 
together to climb this national cultural monument 
and experienced unforgettable views of Prague.
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HUNGARY

NEWS FROM PH ASSOCIATIONS WORLDWIDE

Luckily, our sports ambassadors did not let us down 
this year either. Last year, a team ran for us around 
Lake Balaton. This year, on April 20, 2024, the ’Dunai 
Sárkányok’ (Danube Dragons) competed for us on 
the Danube at the 13th Long-distance Hungarian 
Dragonboat Championship. The president and 
members of the Hungarian Dragon Boat Association 
supported our initiative to draw attention to our rare 
disease on the site of the race. At the all-day event, the 
Dunai Sárkányok entered in 3 races, with about 20 
people, a mix of women and men, rowing distances of 
8 and 4 kilometers.

„GET BREATHLESS FOR PH” AT THE HUNGARIAN DRAGONBOAT 
CHAMPIONSHIP



We had the opportunity to set up our stand in a 
wonderful environment, on the Petőfi island in Baja, on 
the banks of the Danube. Our colorful t-shirts quickly 
attracted attention. In addition to handing out leaflets 
and information materials, interested people blew up 
balloons, and we checked their blood oxygen level and 
pulse before and after to see how they reacted. The 
approximately 1,000 competitors and fans present 
listened with interest to our stories about what a PH 
patient experiences everyday and what exertion means 
to them. Many people took our information materials 
with them.  After the competition, they came back to 
our stand and told us that they now became aware of 

the feeling of heavy breathing, as they too had pushed 
themselves almost to the point of total breathlessness 
while finishing the race. We discussed that, although 
they regenerate quickly, unfortunately, this feeling is 
constant for those living with PH. We saw the smile 
of sympathy on their faces and answered their many 
questions tirelessly.

This event was also a pleasant break from the everyday 
environment for the members of the association. In 
the evening, we headed home recharged by the nice 
experiences.
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At the end of April, we launched 2 campaigns. We 
sent press releases to the media, as a result of which 
several online platforms reported on World PH 
Day and our association. In the meantime, we also 
joined the PHA Europe campaign. We posted the 
visual elements translated into Hungarian about 
PH, the symptoms, the challenges of people living 
with PH, etc.

RAISING AWARENESS TO PH IN CAMPAIGNS

12TH NATIONAL MEETING FOR PH PATIENTS 

On May 25, 2024, we managed to hold our National 
PH Patient meeting for the 12th time. All PH patients 
in the country were invited to the meeting. Our fellow 
patients could gain new knowledge by listening 
to the educational lectures of PH specialists. Such 
empowered patient programs help fellow patients to 

cooperate better with the treating physicians and to 
consent to medical reccomendations more willingly. 
Education promotes positive thinking and thus 
contributes to the development of a healthy lifestyle. 
About 60 people participated in the event.

The doctor-patient meetings are the best forums for pulmonary hypertension patients to meet fellow patients and 
exchange experiences. Within an organized framework, they can tell how the symptoms of the disease and the various 
treatments affected them. Fellow patients can learn a lot from these and draw strength from the spiritual support. 

The meeting is also a good opportunity for 
doctors working in the field of PH to meet 
patients informally. In the framework of 
this, lectures are held on topics affecting the 
patients’ everyday life. There is opportunity 
to ask questions and share concerns that 
affect the entire PH community.
Once again, we heard interesting and useful 
information on many topics.
We talked about blood thinners as an 
introduction. This was followed by useful diet 
tips. Once again, we distributed the Nutrition 
booklet that was supported by OrphaCare 
and PHA Europe.



38

Then a difficult topic followed: how to live with the 
medicine pump. A fellow patient told us about the 
difficulties of this through her personal experiences, 
and our treating doctor summarized the knowledge 
about the different devices and substances. 
5 years after her previous presentation, the 
representative of NEAK (Hungarian National Health 

Fund) was able to come to present for us again and 
assured us that they will continue to strive for good 
cooperation despite the stressful circumstances.
To end the event, we had the opportunity to do 
breathing exercises led by our physiotherapist, 
exercises that are recommended for every day. 

Recordings of the lectures will be uploaded to 
YouTube, so everyone can recall/watch them.

We really hope we can meet again next year!

Eszter Csabuda,
Tüdőér Egylet

www.tudoer.hu
https://www.facebook.com/tudoer.egylet
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ISRAEL

NEWS FROM PH ASSOCIATIONS WORLDWIDE

PH Ambassador program
This past Sunday night, after many months of 
planning, the Israel Pulmonary Hypertension 
association was excited to launch the first of its 
PH Ambassador training sessions. The goal of this 
program is to create an extended team of people, 
ranging across the demographic of Israeli society 
and eventually also including professionals in the 
healthcare industry, who can serve as ambassadors 
for Pulmonary Hypertension. The role of these 
ambassadors, who were selected from among the 
members of the association and volunteered for 
this purpose, is to increase awareness of pulmonary 
hypertension among the general public and to 
bring patients awareness of all their rights on one 
hand, and on the other hand, to take care of all their 
needs—whether it is understanding the various 
medications and research that exist, or whether it is a 
deep understanding of how to properly manage this 
disease in order not to complicate their lives.

Our first session welcomed 10 participants - parents 
of children with PH and patients (newly diagnosed 
and older). The group came from great distances, 
even from the north and east of the country, traveling 
long hours just to arrive and build a new set of 
ambassadors for the diagnosed patients, and those 
who are not yet diagnosed. 

PH Israel’s CEO welcomed the group and explained 
the program goals, the potential, and the vision. 
After brief introductions, which became individual 
moments of inspiration, the group delved into 
some extensive learning. The introduction included 
discussions of the following: how the disease affects 
the blood vessels in different ways, its effect on the 
heart and lungs, the different symptoms, the target 
population, the great difficulty in diagnosis, especially 
when it comes to young women, the different drugs, 
the new studies to treat the disease, and the side 
effects as well as dealing with them. Additionally, it 
was discussed how we explain PH, how we address 
the concerns of new patients, what our roles are, how 
do they differ from medical teams, and the advice that 
can or can’t be shared. 

The conscious decision to limit the group size and 
ensure that each participant was able to ask questions, 
contribute their opinions, and be an active partner in 
the discussion, proved to be a huge success. 



The evening raised a lot of thought-provoking ideas, 
patients new and old felt that they had learned so 
much and were excited and encouraged by the 
potential. The current group will continue with 
several meetings during which project goals will 
be defined and implemented. Some ideas, which 
came from our first meeting, and we hope to see 
implemented by our Ambassadors are: Ph Chat 
groups - Social get togethers for small groups of PH 
Patients, who live near each other, are of similar age 
or life stages, and who can support one another - 
the idea was to have a cup of coffee with someone 
who doesn’t need an explanation as to why I have 
a an oxygen concentrator with me, why I can’t walk 
too far to a restaurant, and what I have to deal with 
on a daily basis to manage; information packages 
for individual medical facilities - each ambassador 
would be able to distribute an information-about-
PH package to their family health care provider and 
staff, that way enabling the reach to extend and be 
strengthened by the personal relationship with the 
patient and their family. We were very excited by the 
many ideas which came about. The participants felt 
empowered by the information shared with them, 
and we look forward to our next meeting and the 
impact we hope to have.

Another meeting held as part of our WPHD 
Ambassador program launch was a patient and 
medical team collaboration. Patient representatives 
accompanied CEO Aryeh Copperman to a meeting 
with representatives of the MSD medical company. 
The meeting created a space for the medical 
professionals to hear about the experience, 
challenges, and opinions of the patients and 
their families. The dialogue generated new 
understandings. Patients and their families felt that 
their opinions and experiences were heard, and the 
medical teams received answers to their questions 
and a deeper understanding. The association was 
able to advocate for PH Israel and strengthen the 
voice of the patients.
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LATVIA

The main event of World Pulmonary Hypertension 
Day 2024 in Latvia was the Oxygen Festival on the 
10th of May at the Main Building of Pauls Stradins 
University Hospital in Riga, the capital of Latvia. The 
festival’s opening speeches were given by the Chair 
of Pauls Stradins Clinical University Hospital, Lauris 
Vidzis and Dr. med. professor Andris Skride, a popular 
cardiologist in Latvia and a main specialist in PH. 
There were consultations for the event’s participants 
about lung and heart health, which were given by 
well qualified physicians – pneumologists Dr.med. 
Dace Zentina, Dr. Zaiga Kravale, Dr. Rudolfs Vilde, 
cardiologist Dr. Santa Strazdina. Nurses performed 
express examinations for 104 on-site participants: 
measurements of glucose, cholesterol, hemoglobin, 
blood pressure, pulse oximeter, as well as with 
bioimpedance scales (to determine muscle, fat, body 
fluid, bones mass and their percentage distribution, 
which allows to calculate biological age and metabolic 
rate). PHA Latvia distributed information on PAH, 

clinical research, and exercise programs that can be 
done at home for PAH patients. Interviews were done 
with patients Ieva Araja and Linda Romanovska about 
everyday life, and travel experience with the illness. 
Physiotherapist Lina Puga led a 30-minute workout 
session for a more active part of participants. The 
partners of PHA Latvia provided oxygen cocktails in 
an Oxygen booth, and partners from “Meness aptieka”, 
the biggest pharmacy retailer, distributed a healthy 
chocolate bar for every participant, and additionally, 
“Skriveru Partikas kombinats” distributed dairy 
candies. The moderator of the Oxygen festival was 
Ieva Plume, PHA Latvia’s President. This time, we 
attracted five volunteers to help with the event - PHA 
Latvia members and medicine students. The Oxygen 
festival was organized by PHA Latvia in collaboration 
with Pauls Stradins Clinical University Hospital, 
where there is also a residence of the PH center of 
Latvia.

LATVIA CELEBRATES WORLD PULMONARY HYPERTENSION DAY 
WITH OXYGEN FESTIVAL



The event participants mainly were seniors, with the 
youngest participant being 23 years old and the oldest 
87 years old. Participants came from the capital of 
Riga and areas near the capital, as well as from regions 
of Zemgale and Vidzeme. 

The Oxygen festival gave PHA Latvia more visibility 
via mass media and stakeholders. As introduction 
to the event, PHA Latvia realized a social media 
campaign titled “Breathe together” from April on 
the society’s home page and Facebook account. The 
campaign started with a personal story of Ieva Plume 

on national TV broadcasting “Life hasn’t draft”. We 
achieved excellent media reaching results: two 
national radio stations announced the Oxygen festival 
on the morning news the 10th of May and LTV1, and 
the national TV channel put the event on the morning 
news headline. Ieva Plume gave an interview about 
the festival results to the national press agency LETA, 
and there was also an article regarding the festival. 
The total reach of the event on a mass media level 
was 95 000 by media monitoring data. We are proud 
of our motivated team, which performed such an eye-
catching event.

Ieva Plume,
PHA Latvia President

http://www.phlatvia.lv
	 https://www.facebook.com/phlatvia/
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PHA Europe is always filled with immense pride and 
joy when we see our vibrant colors, lung symbols, and 
graphics making a real difference—helping patients 
and associations raise awareness and empower 
one another in the ongoing fight against pulmonary 
hypertension.

One standout moment comes from Nigeria, where 
the @walk4ph association project of the Cardiac 
Community used the WPHD visuals to create a 
powerful impact, adding another unforgettable 
memory to our collective album of success. These past 
victories pave the way for new triumphs, reminding 
us of the strength in our unity.

NEWS FROM PH ASSOCIATIONS WORLDWIDE

NIGERIA



NEWS FROM PH ASSOCIATIONS WORLDWIDE

NORTH MACEDONIA

World Pulmonary Hypertension Day is becoming 
more and more famous in our country. With each event 
and with each celebration, we reach a new number 
of audiences and a growing awareness for PH. Not 
only for the patients and the team of our association, 
but also for all the people in our country, this now 
becomes a greater reality, and greater awareness of 
the presence of this disease in the world grows.
This year, for the third time, we organized a big 
event accompanied by a 5 km run for support and 
awareness for people with PH and in honor of all our 
lost PH fighters. We had a large audience, and despite 
the bad and hot weather conditions, the square of our 
city was full. All came to support the patients and to 
let them know that they are not alone, but that people 
are behind them.

The event was held for the second time in the city 
Gevgelija, the city of one of our fallen PH fighters, 
founders and president of our association, Gjurgica 
Kjaeva. She is well known in our region, and in a large 
part of our country, and one of the biggest reasons 
why people know about this disease, why they 
support us, why they are here with us, and why the 
patients have medicine.
Music groups, a folklore ensemble, and a hip hop 
dance group participated in the event. We conveyed 
the message through music and dance, to fight for a 
better future for the patients. And like every year, the 
runners did their job tirelessly and ran in honor of the 
PH patients and were got breathless. 
This event will be continued every year, and it 
will grow every year in numbers to spread more 
awareness for PH.



NEWS FROM PH ASSOCIATIONS WORLDWIDE

PERU

We are „Llapan Kallpa,” an Organization of Patients 
with Pulmonary Hypertension in Peru. We work to 
raise awareness, educate, and conduct workshops and 
talks about this rare disease that affects more than 
1,000 Peruvians.

This year, as every year, we commemorate WORLD 
PULMONARY HYPERTENSION DAY with the theme 
“MULTIDISCIPLINARY CARE IN PULMONARY 
HYPERTENSION,” addressing this disease 
comprehensively with the assistance of more than 50 
doctors from various specialties. This important event 
was held at the Guillermo Almenara Irigoyen Hospital 
and was coordinated by the Pulmonary Hypertension 
Unit led by Dr. Fernando Villanueva Pérez. We 
welcomed some new patients, who participated for 
the first time.

45



46

NEWS FROM PH ASSOCIATIONS WORLDWIDE

PORTUGAL

MEDIA BLITZ

MAY 1ST - MAKING A DIFFERENCE

Our commitment to raising awareness about 
Pulmonary Hypertension began on April 30th, 
marking the start of a multifaceted campaign aimed 
at shining a spotlight on the importance of early 
diagnosis. To reach audiences far and wide, we 
launched an intensive media blitz, using the power of 
television to amplify our message.
In addition to personal narratives, our media coverage 
included news clippings and feature segments 

On the 1st of May, the “Associação 20kms de 
Almeirim – Petanque section”, organized a friendly 
match, uniting 36 participants from different clubs. 
By wearing our “Get Breathless For Pulmonary 
Hypertension” t-shirts, not only did they demonstrate 

dedicated to raising awareness about pulmonary 
hypertension. From morning shows to primetime 
news programs, we seized every opportunity to 
educate the public about the signs, symptoms, and 
risk factors associated with this often misunderstood 
condition. Through compelling storytelling and expert 
insights, we endeavored to dismantle misconceptions 
and empower viewers to take charge of their health.

their dedication to our cause, but also served as 
ambassadors for awareness within our community. 
Their efforts are a reminder that advocacy knows no 
bounds – the opportunities to spread awareness and 
make a difference are endless.



4TH AND 5TH OF MAY - WPHD

This year, we decided to commemorate World 
Pulmonary Hypertension Day in the city of Viseu, 
which was declared the European city of sport 2024, 
with a vast program of activities.
An inaugural tailormade Neon 5km walk (by Catarina 
from Viriathus Runners) held on Saturday evening, 
marked a milestone in our quest to raise awareness 
and support for all affected by PH. More than 100 
participants (friends, family, patients) filled the 
historical streets of Viseu, with a vibrant energy, 
illuminating every step taken with their glow sticks, 
symbolizing a “beacon of HOPE” for a rare, but not 
invisible condition. 
Our morning began with a burst of youthful energy, 
with lively dancing performed by children aged 
8 to 16 (from Street Gymn). Following their lead, 
participants of all ages joined in a series of fun and 
accessible dance routines, expertly organized by 
Sara, ensuring that everyone, including patients could 
comfortably take part. As the morning progressed, a 
Pilates session took place, offering all participants the 
opportunity to nurture both their body and mind.
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Two workshops were held – Dr. Pedro Saraiva led an 
excellent session on how to manage energy/effort 
levels during activities, providing many practical 
and useful tips for patients and their families.  Our 
second workshop was held by a team of dedicated 
nurses from Hospital Garcia de Orta with essential 
knowledge on Basic Life Support. Through various 
demonstrations, our participants felt better prepared 
to handle unexpected situations. A special thanks 
goes out to “Sociedade Portuguesa de Cardiologia” 
for the donation of their childrens book on Basic Life 
Support to hand out to all the little ones present.
Cátia Rodrigues, the President of the Patients 
organization expressed gratitude to sponsors and 
collaborators who have supported the association 
throughout its remarkable 20 year journey. A 
symbolic award was offered as a token of heartfelt 
appreciation.
To conclude the day, family and friends gathered to 
share a meal, meet fellow PHighters for the first time, 
share experiences, find comfort, strength, and hope.
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CREATIVE FUND RAISING EVENTS

On May 25th, a fun and memorable boat trip 
organized by our dedicated sponsor Rui Alves took 
place in Lisbon. Among various projects presented, 
our Patient Organisation had the opportunity to 
talk about pulmonary hypertension, highlighting 
the impact of this condition, the importance of early 
diagnosis, and the role of the Association in patients 
lives. All aboard contributed generously towards our 
fund-raising efforts.
May the 30th, was the inauguration date of an art 
exhibition featuring 32 paintings, created by a 
pulmonary hypertension patient during her isolation 

period amid the COVID19 pandemic in 2020. With 
an excellent attendance, it was more than just an art 
display, it was a celebration of resilience, creativity, 
and the enduring human capacity to find beauty and 
meaning even in the most challenging circumstances, 
demonstrating how creative expression can be a vital 
outlet for coping and healing. The proceeds go directly 
towards supporting our association’s mission, as well 
as others.

As our awareness campaign continues, we 
remain committed to shed light on Pulmonary 
Hypertension and ensure that no one faces this 
condition alone. Thank you to everyone who has 
been a part of this journey.



50

SLOVAKIA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

In April, we started running a social media campaign, 
commemorating World Pulmonary Hypertension 
Day. In addition, we invited the public to activities 
that took place during May. MSD, a pharmaceutical 
research company, helped us in spreading awareness 
throughout the campaign. We sent a graphic to the 
Ministry of Health’s internal network, and the Health 
Committee also commemorated World PH Day with 
us. On the 6th of May, an interview on the topic of PAH 
with cardiologist Milan Luknár M.D. was broadcasted 
by TV JOJ. During May, the same topic was also covered 
by several other media outlets.
The campaign was supported by athletes wearing “Get 
breathless for PH” t-shirts during the ČSOB marathon, 
Wings for Live World, Urban Challange running 
competitions, as well as the two-day Vltava Run relay 
race. They caught the public’s attention with photos 
of patients on their backs and the message “I run for 
you”. 
On the third weekend of May, three activities took 
place in the Turiec region as part of our “Get Breathless 
for PH” project. The entire project was supported by 
Ján Danko, the mayor of Martin city.
A total of 129 participants gathered in Martinské 
Hole Hotel. On the evening of May 17th, a seminar on 
pediatric pulmonary hypertension was held there. 
Martin Záhorec, the head of the Children’s Cardio 
Center (DKC) in Bratislava, was the main speaker. 
His very interesting lecture was complemented by 
Katka Galátová, who is a regular participant of our 

activities, with the professional point of view of a 
DKC nurse. The story of a child patient named Otto 
was presented. The program finished with a lecture 
on international cooperation in the field of PAH from 
cardiologist Milan Luknár. At the end, there was a free 
debate about these topics. 



On the next morning, 111 participants climbed 
Minčol peak (1364 m above sea level). It was the 
eighth symbolic climb of this kind in a row with the 
„I’ll climb for you” motto. Most of the participants 
consisted of family members, doctors, health and 
rehabilitation nurses, friends, and event partners 
from AOP Orphan and MSD. They were also joined by 
enthusiasts from the local region, who were attracted 
by the idea of the event. The route was 11 km long, 
and the participants managed to finish it in about 5 
hours. The age range of the participants varied as 

well. Zuzka, a patient with PAH, came with her family 
and her son Oskar, whom she gave birth to less than 4 
months ago. Together, they joined the climb, although 
they did not quite manage to reach the top. However, 
the oldest participant at the age of 80 did finish the 
entire ascent without any problems. Some of the 
participants carried the photos of patients to draw 
attention to their serious illness. On the way, they met 
with people who were curious about this expedition 
and the pictures of the patients. This was a perfect 
opportunity to pass on the information about PH. 
Some of these passers-by joined us and climbed to the 
top for a good cause. The view, in all directions, was 
wonderful and after catching breath, some people 
even sang a couple of joyful songs. The participants 
of the ascent could enjoy not only their performance, 
but also receiving an award in the form of a medal.
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In order to leave behind a legacy in individual 
regions, we have been planting trees with the „Plant 
your lungs” motto for the past couple of years. After 
climbing Minčol, we planted a chestnut tree in the 
center of Martin with the support of the regional TV 
Turiec. The tree is a symbol of earth, healthy lungs, 
which everyone, especially patients with PH, need. 
Next to the tree, on a board, we have left a message 
referring to our patient organization, and we hope 
and believe it will be helpful for someone searching 
for their correct diagnosis

We finished the day in the form of an informal 
evaluation of the event. The participants had a 
chance to win in a rich raffle. Tatiana Kubišová, the 
president of the Rare Diseases Association, presented 
her first children’s book on rare diseases, gifting 20 
autographed copies to children.
Overall, the feedback for the event was excellent, 
especially from the first-time attendees. These 
activities still enjoy a very high popularity, and we 
are all looking forward to the next year, this time in 
another region.

Iveta Makovníková
Združenie pacientov s pľúcnou hypertenziou, o.z.
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SLOVENIA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

For this year, the members of the association wanted to be heard even more. We have chosen the two largest 
Slovenian cities, Ljubljana and Maribor, as the city of awareness. Together with specialist doctors, we shed light 
on the problem of identifying and diagnosing PH to passers-by and numerous media, and presented important 
progress in the field of treatment of the disease itself; both surgically and therapeutically with a new biologic 
drug for PAH coming at the end of the year.

We also received support for our work from the mayors 
of both cities and many well-known Slovenians, who 
invited their followers to both events via Instagram. 
For a country with 2 million people, we were 
extremely pleased with the number of speakers. 10% 
of citizens received invitations on social networks. 
We are happy that we had guest appearances in the 
most watched morning shows of two of the largest 
Slovenian TV networks.



The event “Every Breath Counts” was also visited by 
the mayor of Ljubljana, Zoran Janković. „We strongly 
support everything that benefits health in the 
municipality, and we especially like to host awareness 
events like this on Prešeren Square. We discussed 
with the members of the association that all similar 
awareness campaigns, including those with other 
actors, would be combined one day here on Prešeren 
Square,” said Ljubljana mayor Zoran Janković when 
he visited the stand of the Association for Pulmonary 
Hypertension.

Passers-by talked to patients with pulmonary 
hypertension and asked for advice on how to deal 
with symptoms—specialists from UKC Ljubljana (Dr. 
Polono Mlakar, Dr. Barbara Salobir, leaders in the field 
of pulmonary hypertension treatment in Slovenia) and 
pulmonologist Dr. Iztoka Fošnarič, from UKC Maribor.

SUPPORT FROM THE MAYOR OF LJUBLJANA, ZORAN JANKOVIĆ: WE 
STRONGLY SUPPORT SUCH EVENTS IN THE MUNICIPALITY

WITH THE SLOGAN “EVERY BREATH COUNTS”
IN LJUBLJANA AND MARIBOR

THE CAMPAIGN “LET’S RECOGNIZE PULMONARY HYPERTENSION”
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Half of the visitors also tested themselves in an adapted six-minute walking test for healthy people, which makes 
it easier for the individual to imagine what it’s like to breathe with the lungs of a patient with PH. The breathing of 
the patient is almost the same as the breathing of a healthy person with a nose clip and two straws in the mouth. 

THE POPULAR 6-MINUTE WALKING TEST WITH STRAWS AND A 
NOSE CLIP

„My wife has been diagnosed with pulmonary 

hypertension, and sometimes it’s really illogical 

to me that she has to rest after walking, say, five 

meters. It’s hard to put yourself in someone else’s 

shoes if you don’t have any problems yourself. 

With this test, you really get at least a little insight 

into what it’s like to actually breathe for patients. 

Just moving is difficult without doing anything,” 

said a passing visitor to the event, Edi, after the 

six-minute walking test. 

„A really interesting test. I had the biggest crisis at the beginning of my walk, because I was not used to the feeling that there was simply no air. It’s like I’m panicking. Then I tried to breathe more slowly and take really deep breaths. During the entire walking test, I could not fully exhale the air from my lungs and was therefore more and more out of breath. It is hard for me to imagine that a person could be active in sports at a top level with such a disease,” sums up the personal experience of the six-minute walk test, Lena Gabršček, Paralympian and captain of the volleyball team at the upcoming Olympic Games in Paris.

„It is really extremely difficult. I had the biggest 

challenges with breathing air into my lungs. And 

when I think that here at the training ground we 

walked on a flat surface for only a few minutes... 

how difficult it must be for patients to do some 

activities, walking up a hill... I completely lost the 

feeling of breathing properly after just these few 

minutes,” describes the experience of a sports 

journalist on RTV Slovenia Anže Bašelj.

„I am very grateful for my healthy lungs, which 
allow me to do the test without any major problems. 
But I believe that not everyone is so lucky. That’s 
why I think it’s really important to raise awareness 
about pulmonary hypertension,” says stand-up 
comedian and host Ana Maria Mitič.

Testimonials from individuals who have tried the adapted 6-minute walk test:
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“IF WE WANT TO TREAT PATIENTS CORRECTLY, WE MUST FIRST 
RECOGNIZE PH” URGE THE BIGGEST EXPERTS IN THE FIELD OF CTEPH”

IF YOU STILL HAVE DIFFICULTY 
BREATHING FOR A FEW MONTHS 
AFTER A PULMONARY EMBOLISM, 
SEE YOUR DOCTOR
Chronic thromboembolic pulmonary hypertension, 
which is one of the five types of PH, usually occurs in 
individuals after a pulmonary embolism. About 4% of 
patients are those in whom anticoagulant drugs do not 
dissolve all blood clots after a pulmonary embolism.

A visitor from Hungary confided in us at the stand that after suffering a pulmonary embolism, she has been noticing 
reduced capacity and difficulty breathing for at least two years. We suggested that she consult a specialist again and 
encouraged her to draw attention to the possibility of PH, as she is currently being treated for asthma.

The number is small, so it is also very difficult to recognize these patients,” warns Dr. Polona Mlakar. „We must be 
aware that it is not normal for someone months or years after a pulmonary embolism to be unable to do the same 
activities as before the disease, is still short of breath and constantly tired,” she adds.

PULMONARY THROMBENDARTERECTOMY IS NOW ALSO PERFORMED 
IN SLOVENIA

An important achievement in the treatment of 
chronic thromboembolic pulmonary hypertension 
(CTPH) in Slovenia is the initiation of an extensive 
and very demanding operation - pulmonary 
thrombendarterectomy. „Slovenian patients who 
were suitable for this type of surgery were previously 
sent to Vienna, where three to five were operated 
on annually,” explains Dr. Polona Mlakar. After 
training and monitoring all interventions at the 
Royal Papworth Hospital in Cambridge - this is the 

second largest center for such interventions in the 
world after San Diego in the USA - the first operative 
interventions at UKC LJ were performed under the 
guidance of proctor surgeon Choo Yen Ng in November 
2022. „So far, we have performed 10 operations with 
the help of the proctor, and in February this year, the 
team with cardiac surgeon prof. dr. Jušem Kšelo, the 
first operation of this kind was performed completely 
independently, without the presence of a proctor,” 
describes Dr. Polona Mlakar. 
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WE WELCOMED NEW MEMBERS TO THE ASSOCIATION

Tadeja Ravnik
Society for Pulmonary Hypertension of Slovenia

www.pljucna-hipertenzija.si

At both events and through social networks, we 
invited patients to our association. For this purpose, 
we even recorded some videos to tell our stories 
with this disease and thus encourage other patients 
to connect with us. The aim of the association is not 
only public awareness, but also support, optimism, 
education and advice on how to live with the disease 
as best as possible. To our delight, we received quite 

a few calls and took a step forward towards our 
goal. Our society is now bigger with quite a few new 
members.
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SPAIN ANHP

NEWS FROM PH ASSOCIATIONS WORLDWIDE

From the National Association of Pulmonary Hypertension, we have launched the campaign “Hipersensibilizate…
somos Hipertensión Pulmonar (“Raise Awareness… We are Pulmonary Hypertension”) in honor of World 
Pulmonary Hypertension Day. As part of this campaign, we have carried out several outreach activities about 
Pulmonary Hypertension with the primary goal of sensitizing and raising public awareness about the disease, and 
the invisible disability it causes in those who suffer from it.

The campaign has had a significant impact, primarily on social media, reaching the widest possible audience. The 
dissemination was carried out in coordination with the PHA Europe (Pulmonary Hypertension Association of 
Europe), thus spreading knowledge about the disease, its main symptoms, the importance of treatment, and its 
impact on the daily lives of patients, their families, and/ or caregivers. Beyond scientific dissemination, we have 
undertaken various awareness-raising actions:

ON MAY THE 5TH, we illuminated several iconic 
landmarks in blue, the color associated with the 
disease, throughout Spain. We also shared a map with 
the locations of these landmarks: 
https://www.google.com/maps/d/u/1/edit?mid= 
1gVxm7JZhwb7juwJ40cm-Q0oKW0VCj34&usp 
=sharing 

ON MAY THE 6TH, we carried out the awareness 
activity “Feel Pulmonary Hypertension.” In this 
activity, participants experience the reality of those 
with this condition by performing daily activities with 
added weight to feel the characteristic symptoms, 
such as shortness of breath, chest pressure, etc. This 
event was covered in the news by the Spanish public 
broadcaster, Radio Televisión Española (RTVE).

ON MAY THE 7TH, we organized the psycho-
educational workshop “El peso de nuestra mochila: 
La HP” (“The weight of Our Backpack: HP”) aimed 
at pulmonary hypertension patients, conducted by 
Isabel Martínez, a psychologist from the organization.

ALSO, ON MAY THE 7TH, Radio Jabato’s social 
action segment interviewed Eva García, a patient and 
president of ANHP Spain, Ricardo Cejudo, a caregiver 
of a pulmonary hypertension patient, Anahi Magali, 
a pulmonary hypertension patient, and Sara Heras, a 
social worker from ANHP. We raised awareness about 
the disease, symptoms, treatments, and its impact on 
the lives of those with PH and their caregivers.
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ON MAY THE 16TH, we held an online workshop 
on the importance of breathing, meditation, and 
connecting with ourselves, titled “Los Secretos de la 
naturaleza”) (“The Secrets of Nature”).

ON MAY THE 24TH, we organized a talk on “The role of 
Nursing in Pulmonary Hypertension” with the nurse 
Inés Maria Castro Aramado from the specialized clinic 
for interstitial diseases and pulmonary hypertension 
at Regional Hospital of Málaga.

ON MAY THE 25TH AND THE 26TH, we held a 
gathering for pulmonary hypertension patients and 
caregivers in Málaga, where we enjoyed a recreational 
weekend promoting mutual aid, cohesion, and 
belonging to ANHP. We also took World PH Day to the 
streets of Málaga, (Andalusia, Spain).

ON MAY THE 27TH, we hosted “Let’s Talk about 
Pulmonary Hypertension,” organized in collaboration 
with the Heart Failure and Pulmonary Hypertension 
Unit at Puerta de Hierro University Hospital in Madrid, 
Spain. The event addressed the current situation of 
PH and its future perspective regarding challenges in 
diagnosis and new treatments, led by doctors Manuel 
Gómez bueno, head of the unit, and Dr. Cristina García 
Gallo, pulmonologist from the multidisciplinary unit. 
Isabel Martines and Carmen Crespo, psychologist and 
social worker from ANHP respectively, discussed the 
role of patient associations focusing on the importance 
of the multidisciplinary approach to the disease, 
the significance of mutual support among patients, 
and strategies for dealing with disability and work 
incapacity procedures. We also had Teresa García-
Barredo, physiotherapist from our RESPIRA project, 
highlight the importance of respiratory exercises in 
PH patients, both theoretically and practically.

Throughout the campaign, we achieved disease 
awareness through digital written media as well as 
television and radio, contributing to a greater impact 
of our actions.

At ANHP, our objective is to raise awareness about 
the disease to educate and sensitize people about 
pulmonary hypertension, because only knowledge 
can lead to early diagnosis, preventing disease 
progression along with appropriate treatment, thus 
improving the prognosis of pulmonary hypertension. 
Raising awareness about pulmonary hypertension 
and its symptoms saves lives.
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SPAIN FCHP

NEWS FROM PH ASSOCIATIONS WORLDWIDE

MAY 1 
1st Day with Pulmonary Hypertension Patients at HU La 
Fe in Valencia!
We are grateful to Dr. Reyes, pulmonologist at the 
Pulmonary Hypertension Unit, the nursing team, 
and all the patients for sharing their knowledge and 
experiences. Together, we have created bonds of unity 
and solidarity with the foundation to address the 
needs of those living with PH! We continue to build 
this path of support and hope together.

MAY 3
Signing of the agreement ”integral projects programs 
for the employment integration of pulmonary 
hypertension patients”
The Grafos Association and the Pulmonary 
Hypertension Foundation signed a collaboration 
agreement, starting an alliance aimed at providing job 
opportunities for people affected by this disease. This 
agreement opens the door for pulmonary hypertension 
patients to receive career guidance and training, 
allowing them to integrate into the labor market in 
high-demand sectors, thanks to the Integrales project.

MAY 4
1st Motorbike Rally LOS CARRASPERAS in Cantillana 
(Seville)
A massive motorbike rally in Cantillana (Seville), where 
over 1,000 people gathered to raise awareness of the 
disease and collect funds. We thank all the collaborators 
and the Cantillana city council for their participation.

MAY 3
Alexandra’s Story on Canal Sur TV, the family of little 
Alexandra affected by Pulmonary Hypertension 
shares their story of overcoming challenges.
[ h t t p s : / / w w w . f a c e b o o k . c o m / f u n d a c i o n h p /
videos/1111481256551952](https://www.facebook.com/
fundacionhp/videos/1111481256551952)



61

MAY 4
Winners of the Inocente Inocente Award:
We won the Inocente Inocente Award with the help of 
Andrea Miguélez Ranz, Paratriathlete of the spanish 
team, two-time World Champion and European 
Champion, who will attend the Paris 2024 Paralympic 
Games. The monetary amount of this award is destined 
for a project at the Virgen del Rocío hospitals (Seville) 
and HU Ramón y Cajal (Madrid): „Virtual Reality in 
Cardiac Rehabilitation for Pediatric Patients with 
Pulmonary Hypertension.”

MAY 8
Our little Laia and Her Mom Are a True Example of 
Bravery and Struggle for Many Families Affected by 
#PulmonaryHypertension (#PH)!
They shared their story on @copealicante, spreading 
information about the disease and #WorldPHDay. 
What does Laia dream of doing if a cure is found? 
Don’t miss the interview to find out. Here is the link:
[ h t t p s : / / w w w. f a c e b o o k . c o m / f u n d a c i o n h p /
videos/1532243834300450](https://www.facebook.
com/fundacionhp/videos/1532243834300450)

MAY 5
Blue Illumination of the Most Iconic Buildings in Some 
Cities of Spain.
 Here is the link to the map of these locations:
[https://www.google.com/maps/d/u/0/edit?mid=1Kl
V0y3pGU4IP1HtnrwzEBYBdwaVUnlo&ll=39.8670526
45476%2C-4.539654999999997&z=6](https://www.
google.com/maps/d/u/0/edit?mid=1KlV0y3pGU4IP
1HtnrwzEBYBdwaVUnlo&ll=39.867052645476%2C-
4.539654999999997&z=6)

MAY 9
Solidarity Race at Rafael Altamira Primary School in 
Alicante.
Spreading awareness about #PulmonaryHypertension 
is crucial, especially from a young age, so they know 
that there are people with serious health issues. That is 
what they do at Laia’s school, raising awareness about 
the disease she has, and thus raising funds to find a cure.
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MAY 9
Appearance on TV Andalucía Spreading Information 
About Salvador Calderón Barbero’s Book „The Expert 
and Informed Patient.”
He talks about the importance of the role of the 
expert patient. Salvador is affected by Pulmonary 
Hypertension, and the father of two girls with the 
disease. Here is the link: [https://www.facebook.com/
fundacionhp/videos/1233958330924724](https://www.
facebook.com/fundacionhp/videos/1233958330924724)

MAY 10
Our President Enrique Carazo Shared Valuable 
Information About #PulmonaryHypertension on Hoy Por 
Hoy Cadena Ser Tenerife, in Honor of World Pulmonary 
Hypertension Day!
Don’t miss this important interview!
[ h t t p s : / / w w w . f a c e b o o k . c o m / f u n d a c i o n h p /
videos/1114043373047629](https://www.facebook.com/
fundacionhp/videos/1114043373047629)

MAY 10
We Held an Important Work Meeting with the Minister 
of Health of the Canary Islands Government, Ms. Esther 
Monzón.
Enrique Carazo Mínguez and Salvador Calderón 
participated in this meeting to alert about the problems 
of changes in our intravenous and subcutaneous 
medication. „What works for us and keeps us at low-risk 
profiles in our pathology, we DO NOT want changes,” 
they emphasized during the meeting. They also pointed 
out that „behind a medication, there is a professional 
team providing support and coverage for patients with 
#PulmonaryHypertension.” 

MAY 11
What a Pleasure to Return to HU Doctor Negrín in Las 
Palmas de Gran Canaria With Pulmonary Hypertension 
Patients, Doctors, Nurses, and the Incredible Spanish 
Musical Group Efecto Pasillo!
We remain committed to educating, informing, and 
providing all possible support from the Pulmonary 
Hypertension Foundation. Thanks to everyone for 
making it possible!
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MAY 19
When Sports and Solidarity Come Together, Incredible 
Moments Arise.
And that’s what happened last Sunday at the 1st 
Solidarity Skating Race for Pulmonary Hypertension. 
Organized by the Club Patín Parla with a great team 
like Ainara and Javi, it couldn’t have gone better. It 
was an impressive turnout, where unforgettable 
moments were created like the workshop „What does 
a child with Pulmonary Hypertension feel?” in which 
participants could experience and understand what 
patients with this disease experience. Besides fun 
skill and speed competitions, where we could see the 
level of all skaters, we saw their willingness to support 
Pulmonary Hypertension. We thank all the skaters 
and their families, the Parla City Council, the mayor 
Ramón Jurado Rodríguez, and the Casa del Deporte for 
their support and collaboration. All proceeds will go to 
Pulmonary Hypertension research. Thank you from the 
bottom of our hearts.

MAY 24
Webinar ”The Transplant Process in Pulmonary 
Hypertension” Conducted by Dr. Pilar Escribano, 
Cardiologist at the #PH Unit of H.U. 12 de Octubre, Was 
a Great Success!
We had excellent participation, not only from patients 
and families, but also from numerous medical 
professionals. We are very proud of the work that was 
done.

MAY 20
Training Days at Primary Health Care Centers Such as 
San Blas in Parla and San Hilario in Dos Hermanas 
(Seville), the latter was conducted by pulmonologist 
Remedios Otero Candelera, from the multidisciplinary 
team at Virgen del Rocío Hospital in Seville, along with 
expert patient Salvador Calderón. During the training, 
guidelines and tools were provided to primary care 
doctors to facilitate early diagnosis of pulmonary 
disease.
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SPAIN HPE-ORG

NEWS FROM PH ASSOCIATIONS WORLDWIDE

In celebration of World Pulmonary Hypertension Day 
on May 5th, throughout the month of May, Hipertensión 
Pulmonar España Organización de Pacientes has joined 
the social media campaign launched by PHA Europe 
along with PHA and the entire global Pulmonary 
Hypertension community to raise awareness about 
this disease with the hashtags: 
#WorldPHDay2024 #WeBreathUnited #WPHD 
#pulmonaryhypertension #UnitedForDiagnosis 
#awareness #patientcare #patientempowerment 
#UnitedForCures #PHAEurope #HipertensiónPulmonar

Next to the international campaign, HPE-ORG has 
conducted its own campaign by replacing visual images 
with photographs of real patients and adding their own 
awareness and motivational phrases.

As usual, our organization has engaged our partners to 
take the lead in organizing activities to raise awareness 
of this disease in their respective cities. Thanks to this 
initiative, we have involved several city councils to 
illuminate buildings in blue across multiple locations 
in Spain, including: the Miner’s Fountain in Guardo, 
the façade of the Municipal Palace in Tarragona, Torre 
dels vents and the Joven Kesse building, The Cathedra 
of the City Hall in Sant Feliu de Lobregat, the cultural 
center in Churriana de la Vega, Hospital Universitario 
Clínico San Cecilio in Granada, and the Santa Cruz 
Castle in Oleiros – A Coruña. Posters explaining the 
reason for the blue lighting to raise awareness about 
Pulmonary Hypertension have been placed around 
these illuminated buildings in all these cities.

Our members have also organized in-person activities 
in collaboration with other organizations. Carmen 
Buján, one of our colleagues, coordinated a Pilates class 
in partnership with Victory Gym in Guardo (Palencia) 
and held an exhibition on pulmonary hypertension, 
emphasising the importance of raising awareness 
for rare diseases like pulmonary hypertension at 
the Official School of Languages in Guardo, Palencia. 
Furthermore, in Salamanca, Janeise Meneses, another 
colleague, organized a Pilates class in collaboration 
with the AVIVA Foundation of Salamanca, displayed 
a banner supporting pulmonary hypertension at a 
football match organized by the same association, 
and set up an information booth about pulmonary 
hypertension at the Salamanca hospital Complex, 
attended by both doctors and nursing staff from the 
pulmonary unit. The AVIVA Foundation is a non-profit 
organization, which aims to defend the rights and 
improve the quality of life of people with disabilities 
and their families, aimed at inclusion and participation 
in the community, who collaborate with HPE-ORG, as 
we are united by disability. In our case organicFinally, 
our colleague Lorea Ullibarriarana, affected by 
idiopathic PH, in active employment, physiotherapist, 
once again dedicated the 5th of May to engage her 
patients by celebrating the WPHDay, dedicating her 
entire company to publicise and make PAH visible. She 
has carried out several handicrafts and activities in 
favour of PH together with the residents at the Domus 
Vi elderly care home in Lalín, Pontevedra.

Hipertensión Pulmonar España ORG pacientes

MAY 5TH WORLD PH DAY 2024



We still have yet to hold a planned activity promoted 
by our colleague Silvia Velasco in Moraleja del Vino 
(Zamora), consisting of a Zumba class in favour of 
Pulmonary Hypertension which, due to scheduling 
problems, could not take place in May.

As we did last year, this year we have organized 
our General Assembly of members as part of World 
Pulmonary Hypertension Day. This year, we have 
moved to the city of Valencia where, in addition to 
holding our General Assembly, we have been able to 
enjoy a day of recreational activities all together.

Another activity conducted on May 22nd was the 
meeting of the Multidisciplinary Working Group 
on Pulmonary Hypertension Needs Sacyl III in the 

With the support of the organizing association, the 
outcome has been a success, both in the organization 
and participation of the activities as well as their 
dissemination.

With this World Pulmonary Hypertension Day 
campaign, we have achieved significant growth 
across all our social media platforms, particularly in 
interactions with our posts. This shows that we have 
been able to reach a wide audience, who have gained 
direct insight of what it means to live with Pulmonary 
Hypertension.

Additionally, other organizations have echoed our 
posts and supported us on social media by sharing our 
content, thereby increasing visibility for this disease.

Lastly, we are extremely pleased with the results 
and the engagement of everyone who participated 
in multiple cities. Once again, we have successfully 
increased awareness about Pulmonary Hypertension 
by the end of May. More people now understand the 
significance and seriousness of this condition, and we 
have also raised visibility for our organization ant the 
services we provide.

Autonomous Community of Castilla y León. The aim 
of this meeting was to continue identifying areas for 
improvement in the care of patients with Pulmonary 
Hypertension in this region.
Among the activities conducted exclusively through 
social media, the talk by Company Abogados on 
“Incapacity and Disability in PH” held on May 6th, was 
particularly noteworthy. In this talk, Jorge Company, 
a lawyer specializing in disability, explained the 
difference between incapacity and disability and 
provided several tips on how our medical reports 
should be written, using real reports as examples.

This year, for the first time, a craft challenge was 
launched on social media for World Pulmonary 
Hypertension Day, involving patients affected by PH 
throughout the month of May. Our fellow patient, 
María Chagartegui, managed to gather several well-
known designers, streamers, and craft companies, 
who collaborated by providing several materials to 
be raffled among the participants. The challenge has 
generated great interest on social media, and several 
live performances have been broadcasted on YouTube.
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In May, PAH Sweden held its sixth annual camp on the 
island of Fårö, north of Gotland, for patients with PH 
and their loved ones. This year, we introduced a new 
format focusing on discussions in smaller groups, and 
we are very pleased with the results. We also reduced 
the amount of information presented each day, 
allowing for more free time. During our days on Fårö, 
in addition to discussions and educational sessions, 
we enjoyed excursions and introductions to qigong, 
acupressure, and facial massage.

This year, we had a record number of 36 participants, 
including two PH nurses, who shared their wisdom 
and knowledge about PAH and CTEPH.

We would like to extend a big thank you to PHA 
Europe for sponsoring the camp!

SWEDEN

NEWS FROM PH ASSOCIATIONS WORLDWIDE

SUCCESSFUL CAMP FOR PH PATIENTS



#WorldPHDay2024 in Kyiv, UKRAINE

On May 18, a meeting of the patient community 
dedicated to World Pulmonary Hypertension Day 
#WorldPHDay2024 took place in Kyiv. The event was 
organized by PHA Ukraine with the support of the 
Pulmonary Hypertension Association Europe.

The event was filled with joyful embraces, emotional 
moments, and a meaningful program that made 
the day unforgettable for all participants. Various 
activities took place during the event, including yoga 
sessions, inspiring art therapy, and an introduction 
to Nordic walking. Yoga, which combines physical 
exercises, breathing techniques, and meditation, 
is an ideal choice for the rehabilitation of patients 

with pulmonary hypertension, helping to improve 
respiratory function, reduce stress levels, and 
enhance overall well-being.

Art therapy, in turn, provided participants with 
inspiration and joy, helping them express their 
feelings, relieve emotional tension, and boost self-
esteem. The good mood and positive emotions that 
accompanied this event play an important role 
in supporting the mental health of patients with 
pulmonary hypertension.

Nordic walking is another accessible form of physical 
activity for patients with pulmonary hypertension.

UKRAINE PHA

NEWS FROM PH ASSOCIATIONS WORLDWIDE
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The most important part of the meeting was the 
personal communication among the participants, 
which is so necessary in these challenging times. 
Patients had the opportunity to share experiences, 
support each other, and find new sources of 
inspiration for their ongoing battle with the disease.

The event was held in a picturesque location on 
the banks of the Dnipro River. This added a special 
atmosphere to our meeting, allowing participants to 
enjoy nature and fresh air.

Such meetings are extremely important for patients 
with pulmonary hypertension, as they provide an 
opportunity to feel supported, overcome emotional 
difficulties, and find new sources of joy and inspiration 
in their lives. They remind us that we are not alone in 
our struggle and that together we can overcome any 
challenges.
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UKRAINE PHURDA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

World PH Day - 10 years together!

The importance of supporting PH patients hugely 
increases in times of war. In such trying conditions, 
ensuring uninterrupted access to medication, 
psychological support, and information about 
treatment options are critical. Our association 
continues to do everything possible to ensure that 
PH patients receive the necessary care and support, 
regardless of the circumstances.
The World PH Day has become a special event for PH 
patients. Unfortunately, we met online again because 
of the war. We shared memories and challenges we 
have overcome together over the past 10 years. We 
also talked about new opportunities, such as the EPAP 
(European Patient Ambassador Program) – an online 

training program which had become available this year 
in Ukrainian. To make our meeting even more useful, 
we invited two doctors specializing in pulmonary 
hypertension in adults and children. Patients got a 
great opportunity to simply chat with doctors live 
and ask important questions. Authors of the most 
interesting questions received special gifts from our 
association. For those who were unable to join the 
meeting online, we made a recording, which we then 
posted on our YouTube channel. 
We also developed a special information banner about 
pulmonary hypertension and told people on the street 
about pulmonary hypertension.
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Our PH association is actively working to provide 
patients with the necessary medications and oxygen 
concentrators. We hold regular trainings for doctors 
and patients in order to improve medical literacy. 
This includes close cooperation with the Ministry of 
Health in the direction of procurement and expansion 
of the nomenclature of necessary medicines.

We work closely with ELF, EURORDIS, GAAPP and 
other organizations to improve the quality of life of 
PH patients. We have already signed memorandums 
with medical institutions and public organizations 
with the aim of popularizing information about PH 
in the Ukraine and abroad.
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This year for the WPHD, patients with PH have 
received a wonderful gift - the EPAP educational 
program was launched in Ukrainian. We have worked 
very close with ELF over the past two years to make 
this possible. We believe that this tool will be a great 
help for patients and their families on the way to 
self-development and advocacy of their rights and 
interests. In order to popularize this program in the 
Ukraine, the representative of ELF and the doctor 
from the PH center participated in the evening TV 
program, where they talked about the importance 
and necessity of such an educational tool. During 
the program, they also discussed the peculiarities 
and symptoms of PH, as well as the importance of 
spreading information about the disease and the 
World PH Day celebration.
We are proud that the younger generation of PH 
patients is not afraid to talk about their disease. 
Children with PH took part in a photo flash mob for 
World PH Day wearing symbolic T-shirts.
Many thanks go out to PHA Europe for supporting 
our activities!
We call on all associations and organizations 
involved in the support of patients with pulmonary 
hypertension to help the Ukraine in this difficult 
time. Your support is extremely important to our 
community. By working together, we can provide 

our patients with the resources they need and help 
them overcome the challenges they face.
This year’s World PH Day, which we are celebrating 
for the 10th time in the Ukraine, became special 
thanks to daily and dedicated work for the 
sake of patients. PHURDA continues to work on 
implementing new initiatives and raising awareness 
of this important topic.
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The Pulmonary Hypertension Association joined 
PHA Europe and other pulmonary hypertension 
organizations worldwide for World PH Day to raise 
awareness about PH and advocate for improved 
access to care. PHA shared information and 
resources under the subthemes “United for Early 
Diagnosis,” “United for Hope,” “United for Access 
to Care,” “United for the Patients,” and “United for a 
Cure.” These themes highlighted the importance of 
unity in addressing the diverse challenges faced by 
those living with this rare, life-threatening disease.
World PH Day celebrations in the U.S. commenced 
on May 4, with the AnMed Walk for Your Health in 
Anderson, South Carolina, held in memory of Tina 
Lisenby, a PH patient and former support group 
leader. The walk brought together people with PH, 
caregivers, families and health care professionals 
to raise awareness and funds for programs that 
support PHA and the PH community.

PHA Europe’s “United for access to care” World PH Day graphic. This is 
one of many graphics shared on PHA’s social media channels throughout 
the month of May.

Of the themes shared for World PH Day, “United 
for Access to Care” resonated the most with U.S. 
and international PH communities. PHA actively 
addresses disparities in health care access through 
its Pulmonary Hypertension Care Centers program, 
which celebrates its 10th anniversary this year. 
Accredited PHCCs can enroll patients in the PHA 
Registry, which collects data to evaluate outcomes 

PHA hosted virtual legislative visits throughout 
May, starting on World PH Day. Advocates discussed 
critical legislation with lawmakers, including the 
Supplemental Oxygen Reform Act. This act removes 
supplemental oxygen from Medicare’s competitive 
bidding process, making oxygen and related 
equipment more accessible. (Medicare is the U.S. 
government’s health insurance program primarily 
for those 65 and older.) The SOAR Act also seeks to 

for those with PH. Over 70 PHA-accredited care 
centers participate in the registry, providing real-
world data that has improved care standards. 
The PHA Registry celebrated a significant milestone 
for World PH Day, exceeding 3,000 enrolled patients. 
PHA continues to expand the PHCC program, with 
plans to include pediatric programs and establish 
care centers in underserved areas.

improve access to specialist care by adjusting the 
pay rate for respiratory therapy services.

The advocacy campaign was a success. From May 
5 to June 5, advocates held over 30 meetings with 
senators, representatives and legislative staff, who 
responded positively to the new bill. The SOAR 
Act continues to gain support in both chambers of 
Congress.

USA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

PHA’S WORLD PH DAY HIGHLIGHTED GLOBAL 
DISPARITIES IN PH CARE

IMPROVING ACCESS TO CARE IN THE U.S.

U.S. ADVOCATES PUSH FOR IMPROVED ACCESS TO 
SUPPLEMENTAL OXYGEN



73

PHA also shared stories from people with PH around the world on its social media channels, highlighting their 
experiences with access to care in their respective countries.

World PH Day 2024 underscored the global commitment to improving the lives of those affected by PH 
by highlighting the importance of guaranteeing accessible treatment and providing comprehensive care 
worldwide. This initiative celebrated the progress made and emphasized the ongoing work needed to ensure 
that every person with PH can lead a healthy, fulfilling life.

•	 ACCESS GAPS IN AUSTRALIA: Erin Baker 
from Sydney emphasized the necessity of care for 
all PH patients. “Pulmonary hypertension is so 
intricate and requires specialized treatments that 
many people in Australia, and worldwide, don’t have 
equal, ready and adequate access to,” said Baker, who 
has idiopathic pulmonary arterial hypertension. 
Her story highlighted health care access disparities, 
especially in vast countries like Australia.

•	 CHALLENGES IN CHILE: Teresa Muller, 
director of the Chilean Pulmonary Hypertension 
Association, highlighted the lack of specialists 
and referral systems. Delayed diagnoses often 
lead to significant disease progression before 
patients receive proper care. “Advocating for the 
specialization of doctors could lead to more accurate 
diagnoses and faster, more effective care for our 
citizens,” said Muller, who has PH. She also stressed 
the need for a patient registry for comprehensive 
care and follow-up.

•	 ADVOCACY IN NIGERIA: Ayotunde Omitogun 
from Lagos, Nigeria, shared her self-advocacy 
journey and challenges in managing PH. Without 
adequate guidance from health care providers, 
Omitogun relied on her research and advocacy to 
receive the necessary treatment. Determined to 
improve the situation, she co-founded “Yo Sabi PH,” 
an organization dedicated to raising PH awareness. 
“Managing treatment barriers and cultural stigmas 
is a constant challenge,” said Omitogun.

GLOBAL STORIES ADDRESSING ACCESS TO CARE

People with PH, their families and health care professionals gathered for 
the AnMed Walk for Your Health in Anderson, South Carolina.

U.S. advocates from various states met virtually with lawmakers to gain support for the SOAR Act.



Register for free at www.belaircenter.info
and access to the very innovative PH platform
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·  M e d i a  c l i p p i n g s  ·

A u s t r i a
Entgeltliche Einschaltung

RHEUMATOLOGIE

Pulmonal arterielle Hypertonie 

Eine bedrohliche Komplikation bei  

rheumatischen Multisystemerkrankungen
Bis zu 20 % der Patient:innen mit systemischer Sklerose entwickeln eine pulmonal arterielle Hypertonie (PAH). 

Da eine frühzeitige Diagnose und Therapie die Prognose der PAH verbessern können, empfiehlt sich bei  

SSc-Patient:innen ein regelmäßiges Screening auf PAH, wie Priv.-Doz. Dr. Hans-Peter Kiener im Interview  

mit UNIVERSUM INNERE MEDIZIN festhält. Redaktion: Dr.in Eva Maria Riedmann

UNIVERSUM INNERE MEDIZIN: Welche Bedeutung hat die pul-

monal arterielle Hypertonie als Komplikation bei Kollagenosen?

Priv.-Doz. Dr. Hans-Peter Kiener: Wir verstehen die Kollagenosen 

als systemische Autoimmunerkrankungen, bei denen ein fehlge-

leitetes Immunsystem Schäden an verschiedenen Organen her-

vorruft. Die organschädigende Wirkung tritt in Form einer Entzün-

dung, einer Fibrose oder als Vaskulopathie in Erscheinung. Bei der 

systemischen Sklerose (SSc) ist die Vaskulopathie besonders be-

drohlich, sie kann die Nieren als „renale Krise“ mit drohender irre-

versibler Niereninsuffizienz, die Fingerarterien als Raynaud-Syndrom 

und digitale Ulzera oder das pulmonale Gefäßsystem als pulmonal 

arterielle Hypertension (PAH) betreffen. Neben der interstitiellen 

Lungenerkrankung (ILD), die zur Lungenfibrose führt, ist die PAH 

die häufigste zum Tod führende Komplikation bei der SSc. Die PAH 

betrifft bis zu 20 % der SSc-Patient:innen, sie ist bei der limitier-

ten kutanen SSc häufiger und bei der diffusen kutanen SSc etwas 

weniger häufig.  Mit einem ähnlich hohen PAH-Risiko ist die Misch-

kollagenose behaftet, wohingegen die PAH beim systemischen 

Lupus erythematosus, beim primären Sjögren-Syndrom oder den 

Myositiden seltener vorkommt. 

Was sind die klinischen Anzeichen und typischen ersten Sym-

ptome bei PAH?

Die PAH bei den Kollagenosen ist nicht nur bedrohlich, sondern 

auch tückisch. Symptome treten erst relativ spät im Krankheitsge-

schehen auf und sind zunächst wenig spezifisch. Symptomatische 

Patient:innen klagen häufig über Belastungsdyspnoe, Palpitationen 

und verminderte Belastungstoleranz. Allgemeine Schwäche, syn-

kopale Anfälle, periphere Ödeme und Zunahme des Bauchumfangs 

als Zeichen des Rechtsherzversagens sind relativ späte Folgen der 

PAH. Für Patient:innen mit einem erhöhten PAH-Risiko sollte jede 

ambulante Visite Anlass für eine Auskultation des Herzens geben. 

Ein lauter zweiter Herzton deutet auf die Entwicklung einer pul-

monalen Hypertension hin. 

Gibt es spezielle Screening-Methoden für PAH bei Patient:innen 

mit Kollagenosen?

Die PAH ist durch strukturelle, zwiebelschalenartige Gefäßwand-

verdickungen in der Lungenstrombahn gekennzeichnet. Die Ein-

engung der Gefäßlumina hat eine verminderte Diffusionskapazität 

der Lunge und eine Belastung des rechten Herzens zur Folge. 

Dementsprechend eignen sich zum nichtinvasiven PAH-Screening 

die Bestimmung der Lungenfunktion, einschließlich der DLCO, und 

die Echokardiografie. Ergänzend sind kardiale Biomarker wie das 

proBNP und auch das Echokardiogramm hilfreich. Sollten diese 

Untersuchungen Hinweise auf eine PAH liefern, ist für die defini-

tive Diagnose ein Rechtsherzkatheter mit Bestimmung der hämo-

dynamischen Parameter erforderlich. 

Welche Rolle spielt der Faktor Zeit bei SSc-Patient:innen in 

Bezug auf PAH-Diagnose und Prognose?

Es besteht ein breiter Konsens, dass bei allen Patient:innen zum 

Zeitpunkt der Diagnose ein umfassendes Screening hinsichtlich 

Organmanifestationen, die auch die PAH einschließen, erfolgen 

soll. Ebenso sind Follow-up-Untersuchungen unerlässlich. Abhängig 

von den Risikofaktoren sollen regelmäßige Kontrollen halbjährlich 

oder zumindest alle 2 Jahre erfolgen. Ein erhöhtes PAH-Risiko gilt 

v. a. für Patient:innen mit ausgedehnten kutanen Teleangiektasien, 

einem erhöhten proBNP oder einer verminderten Diffusionskapa-

zität in der Lungenfunktion. Generell ist das Risiko bei Pa ti ent:in-

nen mit langjähriger limitierter kutaner SSc, die mit dem Anti-Cen-

tromer-Autoantikörper verknüpft ist, erhöht. Ein regelmäßiges 

Screening ist von größter Bedeutung, weil die frühzeitige Diagno-

se und Therapie die Prognose der PAH verbessert. Mittlerweile 

belegen mehrere Studien, dass der therapeutische Erfolg v. a. da-

von abhängt, wie schnell mit der Behandlung begonnen wird. 

Welche Rolle spielt die interdisziplinäre und zugleich indivi-

dualisierte Betreuung bei PAH-Patient:innen mit Kollagenosen?

Für alle Kollagenosen gilt, dass die Therapie nicht so sehr von der 

Diagnose, sondern vom Muster der Organbeteiligung abhängt. Ei-

ne Beteiligung der Lunge in Form einer ILD oder PAH erfordert 

andere therapeutische Konzepte als eine Beteiligung der Haut oder 

der Gelenke. Die Heterogenität der Erkrankungen, bei denen un-

terschiedliche Organe in unterschiedlichem Ausmaß betroffen sein 

können, erfordert daher ein individuell angepasstes Therapiesche-

ma. Dies ist in vielen Fällen nur durch eine enge Zusammenarbeit  

von Fachdisziplinen wie Rheumatologie, Pulmologie, Kardiologie, 

Nephrologie oder Dermatologie, idealerweise in strukturierten, in-

terdisziplinären Boards, zu gewährleisten. 

Danke für das Gespräch! 


Mit freundlicher Unterstützung von Janssen-Cilag Pharma GmbH

Priv.-Doz. Dr. Hans-Peter Kiener

Klinische Abteilung für Rheumatologie,  

Universitätsklinik für Innere Medizin III,  

Medizinische Universität Wien
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47. Jahrestagung der Österreichischen Gesellschaft für Pneumologie

„Lunge am Limit“ – ein Überblick 

Von 23. bis 25. Oktober 2023 fand in 

Graz die 47. Jahrestagung der Öster­

reichischen Gesellschaft für Pneumologie 

(ÖGP) und der Österreichischen Gesellschaft 

für Thoraxchirurgie (OGTC)  statt. Mit fast 

1.000 Teilnehmer:innen zählt der Kongress 

zu den meistbesuchten und erfolgreichsten 

Tagungen der Gesellschaft. In diesem Über­

blick berichten wir – Ärzt:innen der Klinischen 

Abteilung für Pulmonologie der Medizinischen 

Universität Graz – über die für uns wichtigs­

ten und interessantesten Themen des Kon­

gresses. Ziel dieses Beitrages ist es also nicht, 

alle Bereiche abzudecken, sondern die Vielfalt 

und dynamische Entwicklung unseres Fach­

gebiets darzustellen. 

Reges Interesse an aktuellen 

und vielseitigen Fragestellungen

Die drei meistbesuchten Sitzungen waren 1. 

„COPD 2023: Wo stehen wir heute?“, was 

das große Interesse an dieser wichtigen und 

häufigen Erkrankung zeigt, 2. die „Eröffnung“, 

mit dem sehr gelungenen Festvortrag, und 

3. der „Fall des Jahres“, bei dem junge Kolleg:in­

nen spannende Fälle aus dem klinischen All­

tag darstellten.

Ich bin besonders stolz, dass wir beim aktu­

ellen Kongress dem Thema „Geschlechtsspe­

zifische Herausforderungen im Fokus“ das 

erste Mal eine eigene Sitzung widmeten. Dort 

wurden praxisrelevante Unterschiede zwi­

schen Frauen und Männern im Bereich der 

Trainingsphysiologie, der obstruktiven Erkran­

kungen sowie der schlafassoziierten Störun­

gen herausgearbeitet.

In diesem Jahr wurde „Lunge am Limit“ als 

Hauptthema des Kongresses gewählt und im 

Rahmen der Sitzungen aus den verschiede­

nen Perspektiven diskutiert, was es bedeutet, 

wenn die Lunge an ihre Grenzen kommt. Der 

Extremsportler Christoph Strasser, der sechs­

mal den berühmten Radmarathon „Race Ac­

ross America“ gewonnen hat, berichtete im 

Festvortrag aus seiner Perspektive, wie die 

Lunge an ihre Grenzen stoßen und wie man 

eine solche Situation meistern kann. In den 

nachfolgenden Sitzungen wurde diese Frage 

auch vom Standpunkt der Onkologie, der pä­

diatrischen Pneumologie, der Lungengefäß­

krankheiten sowie der pneumologischen In­

fektiologie diskutiert. 

 X Mit fast 1.000 Teilnehmer:innen war die Jahrestagung der Österreichischen Gesell-

schaften für Pneumologie und Thoraxchirurgie ein voller Erfolg.  

 X Wissenschaftliche Vorträge und Fallpräsentationen wurden interdisziplinär 

diskutiert.

 X Hands-on-Kurse und Workshops boten die Möglichkeit zur praktischen Wissensaneignung.

Hands-on-Kurse

Auch in diesem Jahr wurden wieder Hands­

on­Kurse angeboten, die den Auftakt der 

Jahrestagung darstellten. Die Teilnehmer:in­

nen konnten zwischen „Atemmuskelkraft“, 

„Spiroergometrie bei Kindern, Jugendli­

chen und Erwachsenen“ sowie „Rechtsherzechokardiografie“ auswählen. Alle Kurse 

boten ein interessantes und interaktives Kursprogramm für Student:innen mit Interes­

se für das Fachgebiet Pneumologie bis hin zu Fachärzt:innen aus Spitälern und Ordina­

tionen aus ganz Österreich. Zum Beispiel folgte beim Rechtsherzechokardiografiekurs 

nach Theorieblöcken über die Anatomie, Morphologie, Messmethoden des rechten Her­

zens und die speziellen Pathologien des rechten Ventrikels, ein ausgiebiges praktisches 

Schalltraining an Proband:innen und Patient:innen, um Gelerntes direkt anwenden zu 

können. Die jedes Jahr beliebten Kurse waren auch heuer wieder ausgebucht. 

Update  
Lungenfunktion 2023 

Sitzungen über Asthma und die chronisch 

obstruktive Lungenerkrankung (COPD) 

sind jedes Jahr sehr gut besucht, und 

Gleiches galt auch heuer für die Sitzung 

„Update Lungenfunktion 2023“. In der 

Sitzung wurden die aktuellen Trends in 

der Interpretation von Lungenfunktionen 

besprochen und ein Bogen vom Jetzt in 

die Zukunft gespannt. Im ersten Teil wur­

de über die richtige Messung und die 

Referenzwerte anhand der ERS/ATS­

Standards berichtet. Die Entwicklung der 

Referenzwerte hin zu den neuen GLI­

Werten wurde beleuchtet. Im zweiten 

Teil wurde über die ERS/ATS­Standards 

zur richtigen Interpretation von Lungen­

funktionsuntersuchungen unter Anwen­

dung der Werte der Global Lung Initia­

tive (GLI) referiert. Im letzten Teil gab es 

einen spannenden Ausblick in die Zukunft 

über erste Einsätze von selbstlernender 

künstlicher Intelligenz in der Lungenfunk­

tionsdiagnostik. Diese Technik wird be­

reits in Studien eingesetzt, als Hilfestel­

lung in der Praxis ist sie zukünftig zu 

erwarten.

Dr.in Teresa Sassmann

Klinische Abteilung für  

Pulmonologie, Universitätsklinik 

für Innere Medizin, 

Medizinische Universität Graz

Dr. Martin Trinker, MSc

Facharzt für Lungenkrankheiten, 

Facharzt für Innere Medizin, Graz
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Das Interesse für kardiopulmonale Er-

krankungen in Österreich besteht seit

Mitte der 60-er Jahre, als der epidemio-

logische Zusammenhang zwischen der

Einnahme von amphetaminartigen Ap-

petitzüglern und Lungengefäßerkran-

kung aufgedeckt wurde. Damals ent-

stand an der Kardiologischen Universi-

tätsklinik unter der Leitung von Prof.

Fritz Kaindl eine kleine wissenschaftli-

che Arbeitsgruppe, die von Johannes

Mlczoch geführt wurde. Mit einem Aus-

landsaufenthalt von Johannes Mlczoch

in Denver, Colorado bei dem bekannten

Lungenphysiologen Jack Reeves wurde

der Grundstein gelegt für die bis heute

gepflegte Vernetzung mit kardio-pulmo-

logischen Zentren in den USA.
Meinhard Kneussl war zwei Jahre

am Massachusetts General Hospital bei

Steven Moncada, Irene Lang verbrachte

fünf Forschungsjahre an der University of

San Diego mit Kenneth M Moser und

John West. Rezente Vernetzungen haben

mit dem berühmten Lungenhochdruck-

zentrum in Kremlin-Bicetre, Paris, durch

Christian Gerges stattgefunden und

durch den aktiven Austausch der Gruppe

in Graz mit dem CTEPH-Zentrum in

Bad Nauheim bei Christoph Wiedenroth

und Stefan Guth. Irene Lang und Christi-

an Gerges sowie Nika Skoro-Sajer haben

eine enge Zusammenarbeit mit dem Na-

tional Hospital Center Okayama (Hiromi

Matsubara) errichtet.
Lungenhochdruck oder pulmonale

Hypertension (PH) ist auch heute ein

bedeutsames Gesundheitsproblem, das

alle Altersgruppen betreffen kann. Die

Prävalenz der PH liegt bei 1 % der Welt-

bevölkerung. Linksherzerkrankung ist

weltweit die Hauptursache für PH. Lun-

generkrankungen, insbesondere chro-

nisch obstruktive Lungenerkrankung

(COPD), sind die zweithäufigste Ursa-

che für PH. In den Entwicklungsländern

stellen koronare Herzkrankheit, Infekti-

onskrankheiten und Aufenthalt in gro-

ßer Höhe über dem Meeresspiegel wich-

tige Ursachen für PH dar.
Die Sicherung der Diagnose PH er-

folgt durch eine invasive hämodynami-

sche Messung. Lungenhochdruck ist defi-

niert durch einen mittleren pulmonal-ar-

teriellen Druck von > 20 mmHg in Ruhe.

Ein pulmonal-arterieller Verschlussdruck

(PAWP) ≤ 15 mmHg und ein pulmonal-

vaskulärer Widerstand (PVR) >2 Wood-

Einheiten definieren eine prä-kapilläre

pulmonal-arterielle Hypertension (PAH),

die nach wie vor mit hoher Morbidität

und Mortalität assoziiert ist.
Der Druckanstieg im Lungengefäß-

gebiet kann in weiterer Folge zu einer

Rechtsherzbelastung führen, die unbe-

handelt zum Rechtsversagen und Tod

der Patient:innen führt. Eine Früherken-

nung ist daher von enormer Wichtigkeit,

um gezielte Interventionen einzuleiten

und somit die Prognose und das Lang-

zeitüberleben der betroffenen Patient:in-

nen zu verbessern.
Die KP-AG hat in den vergangenen

Jahren viele Fortbildungskurse und

Vorträge über PH für niedergelassene

Ärzt:innen etabliert, um „Awareness“

für PH zu schaffen und eine frühere Er-

kennung der Erkrankung zu fördern.

PAH gehört zu den seltenen Erkrankun-

gen und benötigt eine interdisziplinäre

Versorgung der Patient:innen, sowohl in

der Diagnostik, die komplex ist, als auch

in der Therapie. Um Patient:innen auf

hohem Niveau betreuen zu können, ist

eine Integration von kardiologischem,

rheumatologischem, hämatologischem,

thoraxchirurgischem, bildgebendem

und gegebenenfalls intensivmedizini-

schem Wissen erforderlich.

Signifikante Fortschritte

Die Fortschritte, die seit 1968 für Pati-

ent:innen mit Lungengefäßerkrankun-

gen gemacht wurden, sind signifikant.

Highlights sind die Klonierung von Lun-

genhochdruckgenen, die Entwicklung

von Prostazyklinen, Endothelin-Rezep-

torblockern, Phosphodiesterasehem-

mern und Aktivatoren der löslichen

Guanylatzyklase, und die Erkenntnis,

dass die Kombination von wenigstens

zwei dieser Substanzen oral/inhalativ

oder parenteral zu einem überadditiven

Benefit führt. Außerdem hat die Ent-

wicklung eines Lungentransplantations-

programms in Österreich durch Walter

Klepetko zur signifikanten Verbesserung

der Prognose für Patient:innen mit Lun-

genhochdruck beigetragen. Klepetko hat

auch die pulmonale Endarterektomie für

Patient:innen mit chronisch thrombo-

embolischer pulmonaler Hypertension

(CTEPH) in Österreich etabliert. Ge-

meinsam mit medikamentösen Lungen-

hochdruckstherapien und Ballonangio-

plastie der Lungenarterien kann CTEPH

heute in einem multimodalen Ansatz ge-

heilt werden.

Aktive Mitarbeit an Leitlinien

Die erfolgreiche Umsetzung des Kon-

zepts wird in Österreich durch den kar-

diopulmonalen Arbeitskreis getragen,

der aktiv an den europäischen Leitlinien

mitarbeitet, den großen ESC-Kongress

ausrichtet und in den vergangenen zwei

Jahren auch am European Reference

Network for RARE DISEASE – Lunge

(ERN-Lung) mitgewirkt hat.
Der Schwerpunkt des kardiopulmo-

nalen Arbeitskreises liegt in der Erfas-

sung von Epidemiologie, Pathogenese,

Früherkennung, Diagnose und Therapie

von kardio-pulmonalen Erkrankungen,

mit speziellem Interesse für Lungenge-

fäßerkrankungen. Der KPA bietet heute

klinische und wissenschaftliche Fortbil-

dungen, initiiert Studien (auch First-in-

Man, zum Beispiel den ARIA Compli-

ance Ballon) und nimmt an internationa-

len Forschungsprojekten teil.

Aus- und Fortbildung, Forschung

Die KP-AG hat es sich zur Aufgabe ge-

setzt, Ausbildung und Forschung in die-

sem Bereich zu fördern sowie Fortbil-

dungsakzente zu setzen. Seit 2008 finden

jährlich das europäische Lungenhoch-

druck-Meeting und die PH-Academy in

Wien statt. Während der beiden Mee-

tings werden Hot Topics der PH von

hochkarätigen nationalen und internati-

onalen Sprecher:innen präsentiert. Da-

mit möchte die AG einen signifikanten

Beitrag zur „state-of-the-art“-Behand-

lung von PH-Patient:innen in Österreich

leisten und die Begeisterung von jungen

Kolleg:innen für dieses Thema fördern.

Zusätzlich unterstützt die AG auch

die wissenschaftliche Zusammenarbeit

zwischen den einzelnen Zentren national

und international. Durch die kontinuierli-

che Zusammenarbeit der Mitglieder war

es möglich, die ESC/ERS-Leitlinien, wel-

che detaillierte Empfehlungen zum Ma-

nagement aller PH-Formen geben, zu

verfassen und in die Praxis umzusetzen.

Darüber hinaus ist es dem KPA

wichtig, die niedergelassenen Inter-

nist:innen auf die Wichtigkeit der Einlei-

tung einer PAH-spezifischen Therapie in

spezialisierten Expertenzentren auf-

merksam zu machen. Die Etablierung

von PH-Ambulanzen an den vier großen

österreichischen Universitätskliniken

(Wien-Graz-Innsbruck-Linz) und die

Vernetzung mit dem niedergelassenen

Bereich ist in den vergangenen Jahren

gewachsen und gefestigt worden.

Austausch mit Selbsthilfegruppen

Es besteht ein enger Austausch mit den

Selbsthilfegruppen „PH Austria“ sowie

„Leben mit Amyloidose“. Zweimal jähr-

lich finden PH-Patienten-Organisations-

treffen statt. Die Initiative „Arzt und

Pflege Hand in Hand“ der Patienten-

selbsthilfegruppe „PH Austria“ findet

jährlich statt.

Top Publikationen

In den letzten Jahren haben AG Mitglie-

der mehr als 100 Papers in Top Journals

wie European Heart Journal, JACC und

Circulation publiziert. Schwerpunkte der

Forschung werden in starker Vernetzung

mit der Industrie getragen, z. B. die Ent-

wicklung von modernen Pumpenthera-

pien (Linz), die gefäßbiologische Aufar-

beitung der Mutation in Kaliumkanälen

(Graz), die Etablierung eines pulmonal-

vaskulären Genetik-Programms in Ös-

terreich (Innsbruck) und die Perfektio-

nierung des österreichischen CTEPH-

Programms in Wien ¨
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ASSOC. PROF. PRIV. DOZ. NIKA SKORO-SAJER (AG-LEITERIN), AP. PROF. PRIV.-DOZ. DR. CHRISTIAN GERGES (AG-LEITER-STV.)

Der kardiopulmonale Arbeitskreis der ÖKG-- In der Mitte:

Prof. Dr. Irene M. Lang zwischen Prof. PD Dr. Nika Skoro-

Sajer und Prof. PD Dr. Christian Gerges. © zVg Skoro-Sajer (2)

ASSOC. PROF. PD DR. NIKA SKORO-SAJER

Univ. Klinik für Kardiologie Wien
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AP. PROF. PD DR. CHRISTIAN GERGES

Univ. Klinik für Kardiologie Wien
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Die Amyloidose-Gruppe des kardio-

pulmonalen Arbeitskreises rund um

Prof. Johannes Kastner.
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HERZINSUFFIZIENZ
Referat

Adipositas und Herzinsuffizienz –  

Volkskrankheiten und ihre Folgen
Übergewicht und Adipositas stellen weltweit eine Herausforderung 

dar. Die Prognosen für Österreich zum Anteil der adipösen Bevölke­

rung liegen im weltweiten Trend. 2035 werden circa 40 % aller Männer 

und 28 % aller Frauen an Adipositas erkrankt sein. Erschreckend sind 

die Voraussagen für Jugendliche: 20 % aller Jungen und 12 % aller 

Mädchen werden 2035 von Adipositas betroffen sein.1

Im World Adipositas Atlas 2023 zeigt sich, 

dass der Anteil an übergewichtigen und 

adipösen Menschen überproportional 

steigt (Tab. 1).1 Demzufolge wird Adiposi-

tas mit ihren Komplikationen zur medizi-

nischen und volkswirtschaftlichen Heraus-

forderung werden. Ein Body-Mass-Index 

(BMI) von 25 bis < 30 kg/m2 wird als Über-

gewicht bezeichnet, ein BMI ≥ 30 kg/m2 

gilt als Adipositas. Es stellt sich die Frage, 

welche sozioökonomischen Determinan-

ten Einfluss auf die Prävalenz von Adipo-

sitas bei Frauen und Männern haben. Da-

ten, die in der österreichischen Gesund-

heitsbefragung 2019 erhoben wurden, 

zeigen, dass die Bildung in beiden Ge-

schlechtsgruppen der einzige signifikante 

Faktor war (Abb. 1).2

Übergewicht und Adipositas 
lebensgefährdend

Weltweit werden 4 Millionen Todesfälle 

in Zusammenhang mit erhöhtem BMI ge-

bracht, 40 % der Todesfälle sind durch 

Übergewicht (BMI 25–29) bedingt.3 Laut 

Krishnan et al. liegt der ideale BMI zwi-

schen 20 und 25 kg/m2.4 Ein BMI < 20 und 

> 25 kg/m2 ist in allen Altersgruppen so-

wohl bei Frauen als auch bei Männern mit 

einer erhöhten Mortalität behaftet. Die Da-

ten basieren auf einer UK-Kohortenanalyse, 

bei der 3 632 674 Menschen ab einem Alter 

von 16 Jahren eingeschlossen wurden. In 

der Kohorte von 1 969 648 Nichtrauchern 

kam es zu 188 057 Todesfällen. Der BMI 

hatte eine J-förmige Assoziation mit der 

„overall mortality“. Die geschätzte Hazard-

Ratio per 5 kg/m2 Zunahme des BMI war 

0,81 (95 % CI: 0,80–0,82) unterhalb eines 

BMI von 25 kg/m2 und 1,21 (1,20–1,22) 

oberhalb eines BMI von 25 kg/m2. Es fand 
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R. Steringer-Mascherbauer, Linz

KEYPOINTS

	$ Bei Adipositas vermehrtes vis-

zerales Fettgewebe setzt 

übersteigert freie Fettsäuren 

frei, die ausgelösten Effekte 

am Herzmuskel können zu 

Adipositas-bedingter HFpEF 

führen.

	$ Neurohumorale Mechanismen 

führen zu einer gesteigerten 

Akkumulation von Noradrena-

lin im Myokard, die die systoli-

sche Leistung des Herzmus-

kels verschlechtert.

	$ Wichtig ist zu wissen, dass bei 

Adipositas-HFpEF die NT-

proBNP-Werte niedriger und 

oftmals „normal“ sind.

	$ Die medikamentöse Therapie 

der Adipositas-bedingten 

HFpEF unterscheidet sich der-

zeit nicht von der bei normge-

wichtigen Patienten mit 

HFpEF.

2020 2025 2030 2035

Anzahl mit Übergewicht oder Adipositas (BMI ≥ 25 kg/m²) 

(Millionen)

2603 3041 3507 4005

Anzahl mit Fettleibigkeit (BMI ≥ 30 kg/m²) (Millionen) 988 1249 1556 1914

Anteil der Bevölkerung mit Übergewicht oder Adipositas 

(BMI ≥ 25 kg/m²)

38 % 42 % 46 % 51 %

Anteil der Bevölkerung mit Adipositas (BMI ≥ 30 kg/m²) 14 % 17 % 20 % 24 %

* Bei Kindern und Jugendlichen werden Übergewicht und Adipositas anhand der WHO-Klassifikation von +1SD und 

+2SD über der mittleren Wachstumsreferenz definiert.

Tab. 1: (Prognostizierte) Anzahl der Menschen (Alter über 5 Jahre) und Anteil der Bevölkerung mit 

Übergewicht oder Adipositas*

Abb. 1:  Prävalenz von Adipositas bei Frauen und Männern nach Bildung (modifiziert nach ATHIS – 

Austrian Health Interview Survey 2019, Statistik Austria)2
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Pneumo trifft Kardiologie: 

Atemnot als interdisziplinäres Symptom 

Innovationen gibt es in der inter-

ventionellen Klappenbehandlung 

einschließlich der Haltbarkeit des in-

terventionellen Aortenklappenersat-

zes (TAVI) und der Daten zur inter-

ventionellen Mitralldappenreparatur 

mit dem MitraClip. 
An der kardiologischen Abteilung 

des Universitätsklinikums St. Pölten 

werden jährlich etwa 500 Klappen-

eingriffe durchgeführt. Das Haupt-

augenmerk von Mascherbauer liegt 

dabei auf der Transkatheter-Aorten-

ldappenimplantation (TAVI), die sich 

in den letzten zwölf Jahren etabliert 

hat und von der Behandlung hoch-

risikobehafteter Patient:innen zu ei-

ner breiteren Anwendung überge-

gangen ist. 

Die TAVI hat sich mittlerweile in zahl-

reichen randomisierten Studien be-

währt, die verschiedene Risikokate-

gorien abdecken. Insbesondere die 

randomisierte, kontrollierte PART-

NER-HI-Studie von 2019 mit 1.000 

eingeschlossenen Personen mit ei-

nem mittleren Alter von 73 Jahren 

lieferte überzeugende Ergebnisse, 

wobei die TAVI nicht nur der Chirur-

gie gleichwertig war, sondern sogar 

eine Reduktion des kombinierten 

Endpunktes aus Tod, Schlaganfall 

und Rehospitalisierung um 50 Pro-

zent aufwies.' 
Eine wichtige Frage, mit der sich 

Fachkundige seit 2019 befassen, ist 

die Haltbarkeit der TAVI-Klappen. 

Metaanalysen randomisierter Studi-

en über einen Zeitraum von bis zu 

acht Jahren zeigen, dass die TAVI-

Klappen, insbesondere selbstexpan-

dierende Klappen, vergleichbar mit  

chirurgischen Eingriffen sind, ohne 

dass es signifikante Unterschiede in 

der Haltbarkeit gibt. 
In Bezug auf die transkathetergestütz-

te Edge-to-Edge-Reparatur (TEER), 

also die kathetergestützte Mitralklap-

penrekonstruktion mit dem Mitra-

Clip, zeigt sich ebenfalls eine vielver-

sprechende Entwicklung. Die mini-

malinvasive Methode ermöglicht eine 

effektive Behandlung von Personen, 

die nicht für chirurgische Eingriffe ge-

eignet sind. 
Die Thematik der interventionellen 

Mitralklappenreparatur wird an-

hand der COAPT-Studie näher be-

leuchtet, einer maßgeblichen rando-

misierten Studie mit 3-Jahres-Daten 

aus dem Jahr 2021.' Die Erkenntnisse 

zeigen, dass die interventionelle 

Clip-Therapie bei Personen mit ein-

geschränkter Ventrikelfunktion zu 

einer deutlichen Reduktion von 

Mortalität und Hospitalisierung 

führt, insbesondere bei hochgradi-

ger Mitralinsuffizienz. 

Univ.-Prof. Dr. Irene Marthe Lang von 

der Klinischen Abteilung für Kardio-

logie und der Universitätsklinik für 

Innere Medizin II der MedUni Wien 

wurde im Rahmen der Jahrestagung 

der Europäischen Gesellschaft für 

Kardiologie (ESC) 2023 mit dem An-

dreas-Grüntzig-Preis für die Etablie-

rung der Ballonangioplastie in Euro-

pa ausgezeichnet. 
Die Ballonangioplastie wird zur The-

rapie der chronisch thromboembo-

lischen pulmonalen Hypertonie 

(CTEPH) eingesetzt. 
CTEPH ist eine relativ häufige Erkran-

kung, die prä- oder postkapillär be-

dingt sein kann und mit einer erhöh-

ten Mortalität durch Rechtsherzver-

sagen assoziiert ist. Studienergeb-

nisse zeigen, dass interventionelle 

Methoden, insbesondere in Gruppe 4 

der CTEPH-Betroffenen, vergleichba-

re Ergebnisse wie die Chirurgie erzie-

len können.' 
Fortschritte gibt es auch in der Schritt-

machertechnologie, vor allem in der 

neuen Generation der sondenlosen 

Schrittmacher, die sowohl im Vorhof 

als auch im rechten Ventrikel platziert 

werden können. Diese Schrittmacher 

bieten insbesondere für ältere, pfle-

gebedürftige Personen Vorteile, da sie 

mittels eines speziellen Katheters 

schonend durch die Leistenvene ein-

gebracht werden. 
Eine Neuerung, die noch dieses Jahr 

in Österreich ankommen wird, ist der 

Einsatz von Schrittmachern mit zwei 

Sonden, wobei die zusätzliche Vor-

hofsonde nicht nur eine verbesserte 

Funktionalität ermöglicht, sondern 

auch die Option zur Sondenentfer-

nung eröffnet, insbesondere bei jun-

gen Patient:innen mit erhöhtem In-

fektionsrisiko.' 

Resorbierbare Magnesium-

- 5 Lir 

 Der resorbierbare Koronarstent aus 

Magnesium repräsentiert eine Erfolg 

versprechende Entwicklung zur Redu-

zierung der Metallbelastung in Herz-

kranzgefäßen. Initiale Ergebnisse bei 

1.300 STEMI-Patient:innen deuten 

auf positive strukturelle Veränderun-

gen im Verlauf von Monaten hin, wo-

bei zukünftige Untersuchungen die 

Langzeitwirkung klären sollen: 

Ein weiterer Schwerpunkt liegt auf 

Lipoprotein (LP) (a), einem gene-

tisch bedingten Faktor, der mit Herz-

klappenerkrankungen, Arteriosklero-

se und einem erhöhten kardiovas-

kulären Risiko assoziiert ist. Die Vor-

stellung des neuen monoldonalen 

Antikörpers Olpasiran, der auf die 

Senkung von LP(a) im Blut abzielt, 

eröffnet interessante therapeutische 

Perspektiven. 

Oft können Symptome wie Atemnot nicht nur auf Probleme der Lunge, sondern 

insbesondere auch auf Herzerkrankungen hindeuten. Prim. Univ.-Prof. Dr. Julia Ma-

scherbauer, Klinische Abteilung für Innere Medizin 3, UK St. Pölten, berichtet über 

häufige kardiologische Erkrankungen und deren innovative Therapiemöglichkeiten. 

Von Mag. Katharina Hoffmann 

1 Mack MJ et aL, 

N Engl.' Med 2019; 

380(14:1695-

1705 
2 Mack MJ etat, 

J Am Coll Cardiol 

2021; 77(8): 

1029-40 
3 Dardi F et aL, Int] 

Cardiol 2023; 

391:131333 

4 Knops RE et aL, 

N EngIJ Med 2023; 

388(25):2360-70 

5 lglesias JF et 

Lancet 2023; 

402(10416): 

1979-90 

„Pneumo trifft 

Kardiologie", 

Vortrag im Rahmen 

der11. Pneumo-

Aktuell-Tagung der 

Österreichischen 

Gesellschaft für 

Pneumologie (ÖGP), 

Wien, 27.1.24 
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Leitthema Atemnot ... 
... beim 23. Consensus Meeting der AG Herzinsuffizienz 

Am 27. Jänner 2024 fand das 23. Consen-

sus Meeting der Arbeitsgruppe Herzin-

suffizienz der Österreichischen Kardio-

logischen Gesellschaft (ÖKG) in Wien 

statt.* Fünf Fachvorträge behandelten 

das Thema Atemnot bei Herzinsuffizi-

enz, moderiert von Univ.-Doz. Dr. Martin 

Hülsmann, AKH Wien, und Priv.-Doz. 

Dr. Deddo Mörtl, Universitätsklinikum 

St. Pölten. 

Notfallmedizin 

Assoc.-Prof. Priv.-Doz. Dr. Christoph 

Testori von der MedUni Wien präsen-

tierte die Diagnosealgorithmen für 

akute Atemnot in der Notfallmedizin. 

Die Häufigkeit der zugrunde liegen-

den Ursachen variiert je nach Art der 

medizinischen Einrichtung: In Kranken-

haus-Notaufnahmen treten vermehrt 

COPD (16 %), Herzinsuffuienz (16 °A.), 

Pneumonie (9 %) und Herzinfarkte 

(5 %) auf, während im niedergelassenen 

Bereich akute Bronchitis (25 %) und 

Infektionen der oberen Atemwege 

(10 %) häufiger sind.' Zur Ersteinschät-

zung kritisch kranker Patient:innen 

wird das ABCDE-Schema verwendet, 

das Airway (Atemweg), Breathing 

(Atmung), Circulation (Kreislauf), 

Disability (neurologischer Zustand) und 

Exposure (Exposition) umfasst, gefolgt 

von einer genauen Notfallanamnese.2 

In der Notfalldiagnostik kommen ver-

schiedene technische Hilfsmittel wie 

EKG, Biomarker und bildgebende Ver-

fahren — auch mit sehr schnellem Ein-

satz von CT oder Herzkatheter — auf-

grund ihrer leichten Verfügbarkeit zur 

Anwendung.'3 
Im niedergelassenen Bereich verschie-

ben sich nicht nur die Ursachen für 

Atemnot, sondern auch die verfügbaren 

diagnostischen Mittel. Hier sind Ana-

mnese, Status und Stethoskop neben 

Ultraschall und Biomarkem weiterhin 

entscheidend für die Primärdiagnostik. 

Die Kombination von Biomarkern wie 

natriuretischen Peptiden (bei Herzin-

suffizienz), Troponinen (bei akutem 

Koronarsyndrom) und D-Dimer (bei 

Lungenembolie) ermöglicht eine 

schnelle differenzialdiagnostische Ein-

schätzung. 4-6  Basierend darauf wird eine 

vorläufige Arbeitsdiagnose formuliert, 

die erst dann zu spezifischen weiteren 

diagnostischen Maßnahmen und Be-

handlungen wie Koronarangiographie 

und Thorax-CT veranlasst. 

Weitere Vorträge 

Die anderen Themen des 

Consensus Meetings im Überblick: 

• Lebensqualität: Doz. Mörtl 

unterstrich die enge Verbindung 

zwischen Lebensqualität und 

Symptomen bei Herzinsuffizienz. 

• Lungenhochdruck: Priv.-Doz. Dr. 

Christian Gerges, PhD (MedUni 

Wien) widmete sich der pulmonalen 

Hypertonie und ihrer Verbindung 

mit Atemnot. 
• Herzinsuffizienz: Dr.in Henrike 

Arfsten, PhD (MedUni Wien) 

diskutierte die komplexe Natur 

von Atemnot bei Herzinsuffizienz, 

die durch erhöhte Füllungsdrücke, 

Volumensretention, neurohumorale 

Reaktionen und Veränderungen im 

kardialen Stoffwechsel verursacht 

wird. 
• Klappenerkrankungen: 

Dr. Andreas Strouhal (Kranken-

haus Hietzing in Wien) behandelte 

Herzklappenerkrankungen wie Aor-

tenstenose und Mitralinsuffizienz, die 

häufig mit Atemnot einhergehen. 

Gastautor: Dr. Noel G. Panagiotides 

(MedUniWien) 

Literatur: 
1 Berliner D et al., Dtsch Arztebl Int. 2016;113(49): 

834-844. 
2 Perkins GD et al., Resuscitation. 2021 Apr;161:1-60. 

3 Michalke JA, World J Emerg Med. 2012;3(2):85-90. 

4 McDonagh TA et al., Eur HeartJ. 2021;42(36): 

3599-3726. 
5 ColletJP et al., Eur HeartJ. 2021;42(14)1289-1367. 

6 Konstantinides SV et al., Eur Heart J. 2020;41(4): 

543-603. 
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• 23. Consensus Meeting der Arbeitsgruppe Herzinsuffizienz der ÖKG, 27. Jänner 2024, Novotel Wien Hauptbahnhof. 
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Bislang galt der Lungenhoch-

druck als seltene Erkrankung. 

Das heißt, dass nicht mehr als 

fünf von 10.000 Menschen da-

von betroffen sind. Einer Studie 

zufolge liegt die geschätzte Prä-

valenz bei 50 bis 70 Millionen 

Erkrankten. Das bedeutet also, 

dass mittlerweile fast ein Pro-

zent der weltweiten Bevölke-

rung an Lungenhochdruck lei-

det und die Erkrankung somit 

nicht mehr als selten betrach-

tet werden sollte. Häufig ist die 

Diagnose schwierig und lang-

wierig. In den USA beispielswei-

se vergehen durchschnittlich 

zwei bis drei Jahre bis zur Dia-

gnosestellung, 75 Prozent der 

Betroffenen sind bei der Erstdi-

agnose bereits fortgeschritten 

erkrankt. Weiters geht eine pul-

monale Hypertonie, die in Ver-

bindung mit Herz-Kreislauf- 

sowie Atemwegserkrankungen 

auftritt, mit einer deutlich er-

höhten Erkrankungsrate und 

Sterblichkeit einher. Das unter-

streicht, wie wichtig es ist, ein 

Bewusstsein für dieses Krank-

heitsbild zu schaffen. Zu den 

Symptomen zählen unter ande-

rem Atemnot bei Anstrengung 

sowie beim Vorwärtsbeugen, 

rasche Erschöpfung, Herzrasen 

sowie Abhusten von bluthalti-

gem Sekret.

Der 5. Mai ist Tag des 

Lungenhochdrucks. 

Fachleute bezeichnen 

diesen als pulmonale 

Hypertonie.

Menschen mit Lungenhochdruck fühlen sich häufig rasch erschöpft und 

energielos.
Foto: LariBat/Shutterstock

Lungenhochdruck ist 

gar nicht so selten

m. anmasser, m. koudelka
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Quo vadis, PH? 

Deutsche Gesellschaft für Pneumologie und Beatmungsmedizin (DGP1 

Einen Blick in die Zukunft der Pneumologie wagte Prof. Dr. Werner Seeger aus Gie-

ßen in seinem Vortrag im Rahmen des Jahreskongresses der Deutschen Gesellschaft 

für Pneumologie und Beatmungsmedizin (DGP) am Beispiel der pulmonalen Hyper-

 

tonie (PH). Von Mag. Nicole Bachler 

„Die verschiedenen Formen der 
PH betreffen mehr als 100 Millionen 
Menschen weltweit. Gegenwärtig 
werden vasoalctive Therapien bei PH 
eingesetzt, die darauf abzielen, eine 
Vasodilatation zu erreichen", so Prof. 
Dr. Werner Seeger, Vorstandsvorsit-
zender und Sprecher des Deutschen 
Zentrums für Lungenforschung 
(DZL), Gießen, Deutschland. 

1993 wurde erstmals beschrieben, 
dass Prostazyldin inhalativ angewen-
det werden kann: Bei Patient:innen 
mit ARDS - und insbesondere bei Be-
troffenen mit vorbestehender PH - 
konnte dadurch der pulmonalarteri-
elle Druck gesenkt werden.' „Ziel war 
eine elektive Vasodilatation in der 
Lunge und nicht eine systemische, 
wie bis dahin üblich, via Infusion", be-
tont Seeger, der Co-Autor dieser Stu-
die war. Dies konnte später auch für 
inhalatives Iloprost bei Personen mit 
pulmonaler Fibrose (schwerer IDL-
PH) nachgewiesen werden.' 
Erst kürzlich konnte für inhalatives 
Treprostinil bei ILD-PH im Rahmen 
der Phase-III-Studie INCREASE ein 
positiver Effekt gezeigt werden: signi-
fikante Verbesserung der 6-Minuten-
Gehstrecke, signifikante Abnahme 
der NT-proBNP-Spiegel sowie Reduk-
tion der klinischen Verschlechte-
rung.' Seeger dazu: „Treprostinil ist in 
Europa nicht verfügbar, in den USA 
auf Basis der Studiendaten dagegen 
für ILD-PH bereits zugelassen." 

Das weltweite PVRI-GoDeep-Regis-
ter ist eine Datenbank zur Phänoty-
pisierung von Patient:innen mit PH 
und enthält derzeit mehr als 31.000 
Patientendaten (geplant ist eine Pati-
entenzahl von 50.000): „Im Register 
sind auch rund 1.000 Patient:innen 
mit PH-COPD enthalten. Und es zeigt  

sich, dass bei diesen Patient:innen 
die Überlebensrate mit einem niedri-
geren pulmonal-vaskulären Wider-
stand besser ist", so Seeger mit Hin-
weis auf eine demnächst erwartete 
Publikation von Studiendaten mit 
Sildenafil. 
„Nicht wenige Patient:innen mit Lun-
genkrebs entwickeln eine puhnonal-
arterielle Druckerhöhung,' die aktu-
ell als neue Entität angesehen wird", 
erklärt Seeger weiter und betont: „Es 
gibt einen Unterschied im Überleben, 
wenn eine PH vorliegt."' 
Zudem wurden sehr viele Ähnlichkei-
ten zwischen den pathologischen 
Mechanismen und aberrant-proli-
ferativen Veränderungen in der Lun-
genstrombahn bei Lungenkrebs und 
im Rahmen einer PH nachgewiesen.' 

„Bereits vor zwei Jahrzehnten konnte 
im Rahmen einer Translcriptom-Ana-
lys e von humanem PAH-Gewebe eine 
Hochregulation von Genen wie 
PDGF-Ra und eine Herabregulation 
von BMPR2 festgestellt werden", be-
richtet Seeger." 
„Mit dem Tyrosinldnase-Inhibitor 
Imatinib stand einerseits ein Medika-
ment für ein Reverse Remodeling zur 
Verfügung, andererseits wurde ge-
zeigt, dass Patient:innen mit BMPR2-
Mutation ein um 20-30 Prozent er-
höhtes Risiko haben, eine schwere PH 
zu entwickeln", erläutert Seeger. Ima-
tinib zeigte zwar eine positive Wir-
kung als antiproliferative Therapie in 
der Phase-III-Studie IMPRES," wurde 
aber aufgrund der Nebenwirkungen 
nicht zugelassen (vermehrtes Auftre-
ten von intrazerebralen Blutungen in 
Kombination mit Marcoumar). 
Aktuell hat eine Studie mit Seralu-
tinib, das den PDGF-Ra-Rezeptor 
13-fach stärker trifft als Imatinib, in 
der Phase II-Studie TORREY zu einem 
positiven Ergebnis geführt.'  

Eine weitere Reverse-Remodeling-
Strategie mit Sotatercept wurde kürz-
lich bei Patient:innen mit PAH in der 
Phase-III-Studie STELLAR bestätigt.' 

Xergleicht man das Transkriptom-
Profil von normalen Fibroblasten aus 
gesunden Lungen mit jenem von 
PAH-veränderten Fibroblasten, so zei-
gen sich bei mehr als 2.000 Genen Un-
terschiede in der Expression (Diffe-
rential Gene Expression - DGE)," da-
von sind 35 Prozent der DGE entwick-
lungsbiologisch relevant", so Seeger. 
„Mit einer epigenetischen Interventi-
on kann ein Reverse Remodeling her-
beigeführt werden." 
Die Vision für die Zukunft wäre laut 
Seeger diese: Ausgehend von der Hy-
pothese, dass bei der Geburt eine Um-
stellung von der fetalen Zirkulation 
auf die neonatale Zirkulation erfolgt, 
entsteht im Erwachsenenalter durch 
Remodeling aus der erwachsenen Zir-
kulation eine „fetal-like" Zirkulation, 
die als PH bezeichnet wird. Denn 
kommt es nämlich bei der Geburt 
nicht zu dieser Umstellung, so persis-
tiert die pulmonale Hypertonie beim 
Neugeborenen (PPHN). Seeger dazu 
abschließend: „Die Therapie bzw. 
möglicherweise auch Heilung wäre 
ein Reverse Remodeling von der ,fe-
tal-like' Zirkulation in die neonatale 
bzw. erwachsene Zirkulation!' 

1 Walmrath D et aL, Lancet1993; 

342(8877):961-62 

2 Olschewski H et aL, Am J Respir CritCare 

Med 1999; 160(2):600-07 

3 Waxman A et al., N EngIJ Med 2021; 

384 (4):325-34 
4 https://www.pvri-godeep-registry.org/ht-

mlView/home.html  

5 Moreira EM et al., PLoS One 2015; 

10(6):e0130072 

6 Pullamsetti 55 et al., SciTransl Med 2017; 

9 (416):eaai9048 

7 Eul B. AmJ RespirCritCare Med 2021; 

203(10):1316-19 

8 Pullamsetti SS et al., Am] RespirCritCare 

Med 2017; 195(4):425-37 

9 Schermuly RT et aL,J Clin Invest 2005; 

115(10:2811-21 

10 Ghofrani et al., N Engli Med 2005; 

353(13):1412-13 

11 Hoeper MM et al., Circulation 2013; 

27(10):1128-38 

12 Ghofrani et al., Lancet Respir Med [in press] 

13 Hoeper et al., N Engl.' Med 2023; 
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14 Chelladurai P et al., Sci Transl Med 2022; 

14(648):eabe5407 
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ORPHAN DISEASES

Pulmonal-arterielle Hypertension (PAH)

Einsatz von Vasodilatatoren: PAH  

assoziiert mit Bindegewebserkrankung
Die pulmonal-arterielle Hypertension (PAH) ist eine seltene 

Erkrankung, die gemeinsam mit Bindegewebserkrankungen wie der 

systemischen Sklerose auftreten kann. Die zeitnahe PAH-Diagnose 

bei diesen Patient:innen ist entscheidend, da sie mit einer erheblichen 

Prognoseverschlechterung einhergeht. Nach Diagnosestellung mittels 

invasiver Rechtsherzkatheteruntersuchung werden lungengefäß-

spezifische, gefäßerweiternde (vasodilatative) Pharmaka eingesetzt.

Lungenhochdruck (pulmonale Hyperten-

sion, PH) ist definiert als eine Erhöhung 

des invasiv gemessenen mittleren Pulmo-

nalarteriendrucks (mPAP) > 20 mmHg. Die 

PH ist eine kardiovaskuläre Erkrankung, die 

auf die gesamte Weltbevölkerung bezogen 

sehr häufig ist. Rund 1 % der Menschen sind 

von einer Form der PH betroffen. Es besteht 

ein eindeutiger Zusammenhang zwischen 

Höhe des mPAP, Rechtsherzinsuffizienz und 

-versagen sowie Mortalität.1

Eine pulmonal-arterielle Hypertension 

(pulmonal-arterielle Hypertonie, PAH) liegt 

dann vor, wenn neben der Erhöhung des 

mPAP > 20 mmHg ein mittlerer Lungenarte-

rienverschlussdruck („mean pulmonary ar-

terial wedge pressure“, mPAWP) ≤ 15 mmHg 

und ein Lungengefäßwiderstand („pulmo-

nary vascular resistance“, PVR) > 2 Wood-

Einheiten vorliegen.

Abseits der hämodynamischen Klassifi-

kation gilt Lungenhochdruck als klinisch 

sehr heterogenes Krankheitsbild. PH ist häu-

fig ein sekundäres Phänomen bei Herz- oder 

Lungenerkrankung. Jedoch kann eine asso-

ziierte pulmonal-arterielle Hypertension 

(aPAH: nomenklatorisch eine Unterform der 

PH) auch im Rahmen einer Bindegewebser-

krankung („connective tissue disease“; 

CTD) entstehen.2 Als Auslöser für eine sol-

che aPAH-CTD gelten Erkrankungen wie die 

systemische Sklerose (SSc) oder der syste-

mische Lupus erythematodes (SLE).3 Ande-

re Entitäten sind die rheumatoide Arthritis, 

das primäre Sjögren-Syndrom, die idiopa-

thische entzündliche Myopathie sowie 

Mischkollagenosen. So tritt beispielsweise 

bei der SSc eine aPAH bei rund 5–15 % der 

Patient:innen auf. Risikofaktoren sind ein 

hohes Alter bei Diagnosestellung, limitierte 

kutane Manifestationen oder Anti-Centro-

mer-Antikörper (ACA). Dabei ist die aPAH-

CTD eine seltene Erkrankrankung („Orphan 

Disease“; 5–10/10 000). Außerdem ist die 

Prognose dieser Patient:innen ungleich 

schlechter als beispielsweise die von 

Patient:innen mit idiopathischer PAH.4

Diagnostik und Risikoevaluierung

Vor einer invasiven Abklärung soll die 

Vortestwahrscheinlichkeit einer aPAH be-

stimmt werden. Für die systemische Sklero-

se wurde mit dem DETECT-Score hierbei ein 

elegantes und im klinischen Alltag leicht 

anzuwendendes Tool entwickelt.5 In einem 

ersten Schritt wird auf Basis der Lungen-

funktion (forcierte Vitalkapazität und Diffu-

sionskapazität für Kohlenmonoxid), labor-

chemischer Parameter (proBNP, Harnsäure, 

ACA), des Vorliegens von Teleangiektasien 

sowie auf Basis einer Rechtsachsenabwei-

chung im EKG entschieden, ob eine trans-

thorakale Echokardiografie durchgeführt 

werden muss. Die hierbei gewonnenen Mes-

sungen (Flussgeschwindigkeit der Trikuspi-

dalklappeninsuffizienz, rechtsatriale Flä-

che) bestimmen im zweiten Schritt, ob ein 

Rechtsherzkatheter indiziert ist.

Die eindeutige Diagnose einer aPAH-CTD 

beruht auf der Messung mit Rechtsherzka-

theter. Dabei ist die aPAH eine präkapilläre 

PH (mPAP > 20 mmHg und  mPAWP 

≤ 15 mmHg).1

Spezifische Therapie der aPAH-CTD

Die spezifische Therapie für aPAH-CTD 

setzt sich aus Wirkstoffen der folgenden drei 

Substanzklassen zusammen:

• Endothelin-Rezeptor-Antagonist (ERA)

• Phosphodiesterase-5-Hemmer (PDE-5-I) 

bzw. löslicher Guanylatzyklase-Stimula-

tor (sGC)

• Prostacyclin-Analoga oder Prostacyclin-

Rezeptor-Agonist (PRA)

Details zum Handelsnamen, zur klinisch 

eingesetzten Dosierung sowie zu relevanten 

Zulassungsstudien finden sich in Tabelle 1. 

Allen angegebenen Substanzen ist gemein-

sam, dass sie zu einer signifikanten Reduk-

tion des PVR führen. Dies zeigt sich klinisch 

in erster Linie in einer Verlängerung der 

Gehstrecke im 6-Minuten-Gehtest (6MWD) 
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KEYPOINTS

	$ Bei Patient:innen mit Bindege-

webserkrankung sollte mind. 

1–2 Mal pro Jahr mittels nicht-

invasiver Untersuchungen 

(z. B. DETECT-Score) das 

Risiko für eine PAH bestimmt 

werden.

	$ Bei Verdacht auf aPAH-CTD 

muss eine frühzeitige Zuwei-

sung an ein Referenzzentrum 

zur Evaluierung einer PAH 

 mittels Rechtsherzkatheter 

er folgen.

	$ Bei Diagnose einer aPAH-

CTD ist unabhängig vom indi-

viduellen Risiko der Beginn 

einer dualen oralen Therapie 

empfohlen.

	$ Bei hohem Risiko sollte eine 

Dreifachtherapie inklusive 

eines parenteralen Prostacyc-

lins gegeben werden.
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sowie in der klinischen Symptomatik (v. a. 

Dyspnoe). Einige Studien konnten auch eine 

signifikante Reduktion relevanter Out­

comes (Hospitalisierungen, klinische Ver­

schlechterung, Mortalität) zeigen. Zulas­

sungsstudien erforschen die aPAH­CTD 

gemeinsam mit anderen Formen der PAH 

– also auch PAH­assoziiert mit kongenitaler 

Herzerkrankung oder der idiopathischen 

PAH. Die aPAH­CTD machte im Schnitt 

25–30 % aller Patient:innen in der Thera­

piegruppe aus.

Eine initiale Risikostratifìzierung hilft 

festzulegen, welche initiale Therapie zum 

Einsatz kommt.1 Einfließende Parameter 

sind der 6MWD, das Ausmaß der Dyspnoe, 

die Geschwindigkeit der Krankheitspro­

gression, erfolgte Synkopen, proBNP, Er­

gebnisse aus Bildgebungen (Echokardio­

grafie, Magnetresonanztomografie) bzw. 

die Hämodynamik (Rechtsherzkatheter). 

Man hat drei Risiko­Strata nach der jährli­

chen Mortalität festgelegt: niedriges Risiko 

(< 5 %), intermediäres Risiko (5–20 %) und 

Substanzklasse Wirkstoff Präparatname Applikation Dosierung Studie

Endothelin-Rezeptor-Agonist Ambrisentan Volibris p.o. 5 oder 10 mg 1-0-0 ARIES-1 und -211

Bosentan Tracleer p.o. 125 mg 1-0-1 Rubin LJ et al.12

Macitentan Opsumit p.o. 10 mg 1-0-0 SERAPHIN13

Phosphodiesterase-5-Hemmer Sildenafil Revatio, Pulmolan p.o. 20 mg 1-1-1 SUPER14

Tadalafil Adcirca p.o. 20 oder 40 mg 1-0-0 PHIRST15

Löslicher Guanylatzyklase-Stimulator Riociguat Adempas p.o. 0,5 bis 2,5 mg 1-1-1 PATENT-116

Prostaglandin-Agonist Treprostinil Trisuva s.c. nach oben offen Simonneau G et al.17

Iloprost Ventavis p.inh. 2,5 bis 5,0 µg 6–9x/d Olschewski H et al.18

Epoprostenol Flolan i.v. nach oben offen Barst RJ et al.19

Selexipag Uptravi p.o. 200 bis 1600 µg 1-0-1 GRIPHON20

Tab. 1:  Vasodilatative Substanzen zur Therapie der aPAH-CTD

©
 ki

tin
ut

 –
 st

oc
k.a

do
be

.co
m

Jatros Pneumologie & HNO
Medizinisches Fachjournal
Wien, im Mai 2024, Nr: 2 - Erscheinungsweise: 6x/Jahr, Seite: 50-52

Druckauflage: 5 800, Darstellung: 98,69%, Größe: 1588cm², easyAPQ: _

Auftr.: 1843, Clip: 15930048, SB: Pulmonale Hypertension

Zum eigenen Gebrauch nach §42a UrhG.

Anfragen zum Inhalt und zu Nutzungsrechten an das Medium (Fon: 01/8767956*13, @: daniela.seidlberger@universimed.com). Seite: 2/3

hohes Risiko (> 20 %). Nutzte man früher 

nur einzelne Substanzen, so zeigt sich zu-

nehmende Evidenz für den Vorteil einer 

initialen Kombinationstherapie. 

Die Leitlinien fordern bei niedrigem oder 

intermediärem Risiko den Beginn mit einer 

dualen oralen Therapie (ERA und PDE-

5-I),6 die im Verlauf der Therapie auf eine 

Dreifachkombination ausgebaut werden 

kann. Sollte zu Diagnosestellung bereits ein 

hohes Risiko bestehen, wird zu Therapiebe-

ginn bereits eine Dreifachkombination 

(ERA, PDE-5-I sowie PRA) gefordert.7

Im Fall relevanter kardiovaskulärer Ko-

morbiditäten neben der aPAH-CTD (diese  

Konstellation tritt klinisch immer häufiger 

auf) ist die derzeitige Datenlage noch un-

vollständig. Diese Patient:innen waren in 

den Zulassungsstudien unterrepräsentiert 

bzw. wurden a priori ausgeschlossen. Zu-

dem sind bei schweren Komorbiditäten 

(zum Beispiel Niereninsuffizienz, Links-

herzinsuffizienz im Rahmen einer Koro-

nar- oder Herzklappenerkrankung oder 

schwerer Lungenerkrankung mit Fibrose) 

Wirksamkeit und Verträglichkeit deutlich 

verringert.8 Daher wird hier nur eine orale 

Monotherapie mittels ERA oder PDE-5-I 

empfohlen.1

Klinisch zeitigen diese Therapien häufig 

nach wenigen Wochen bereits signifikante 

Effekte. Nachuntersuchungen sollten zu Be-

ginn mindestens alle drei Monate durchge-

führt werden. Auch hier entscheidet das 

Risiko der Patient:innen über eine eventu-

elle Therapieeskalation. Dabei braucht es 

nur wenige Parameter: den 6MWD, proBNP 

sowie das Ausmaß der Dyspnoe gemessen 

an der WHO Functional Class (WHO-FC, 

synonym mit NYHA-Klassifikation). An-

hand eines einfach zu bestimmenden Punk-

teschemas kann die Therapie eskaliert wer-

den. Sollte unter einer dreifachen, spezifi-

schen Therapie das Risiko jedoch nicht 

nachhaltig gesenkt und der klinische Ver-

lauf nicht signifikant verbessert werden, 

sollte rechtzeitig die Evaluierung einer Lun-

gentransplantation erfolgen, obgleich die-

ses Verfahren aufgrund der systemischen 

Grunderkrankung außerordentlich kom-

plex ist.

Ausblick und Zusammenfassung

Die Sequenz der aPAH ist sekundär bei 

Bindegewebserkrankungen ein lebensbe-

drohliches Zustandsbild, was die rechtzei-

tige Diagnose und aggressive Therapie un-

abdingbar macht. Aufgrund der niedrigen 

Prävalenz des Krankheitsbildes wird eine 

Behandlung in einem Referenzzentrum 

empfohlen. 
Neben den drei bereits etablierten The-

rapiesäulen befindet sich eine vierte, nicht 

auf Gefäßerweiterung beruhende Behand-

lungsoption unmittelbar vor der Marktzu-

lassung: Der Activin-Pfad-Inhibitor Sotater-

cept wurde in der PULSAR- und STELLAR-

Studie erfolgreich bei PAH-Patien t:innen 

eingesetzt.9, 10 In beiden Studien wurden 

rund 60 % der Teilnehmenden bereits mit 

einer Dreifachtherapie behandelt. Eine Zu-

lassung von Sota tercept durch die EMA 

wird in naher Zukunft erwartet. ◼
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FOCUS: HÄMATOLOGIE

Highlights der Jahrestagung der Gesellschaft für Thrombose und Hämostaseforschung (GTH) 2024

Thrombose und Antikoagulation

Fast 1.500 Teilnehmer:innen aus mehr als 

10 Ländern trafen sich in Wien zur Dis-

kussion des derzeitigen Forschungsstandes 

auf dem Gebiet der Hämostaseologie. Im 

nachfolgenden Artikel finden Sie eine Zusam-

menfassung der persönlichen Highlights der 

Autoren – ohne Anspruch auf Vollständigkeit 

− aus den Gebieten Thrombose und Antiko-

agulation.

Venöse Thromboembolie (VTE)

Tiefe Beinvenenthrombose (TVT)

Assoc. Prof. Priv.-Doz. Dr. Oliver Schlager 

präsentierte Empfehlungen zum interventi-

onellen Management der akuten TVT und des 

postthrombotischen Syndroms (PTS). Derzei-

tige Guidelines empfehlen unterschiedliche 

Strategien. Generell werden akute interven-

tionelle Therapien eher bei jungen Pa ti ent:in-

nen und schwerer Symptomatik empfohlen 

(Abb. 1).1 In einer Metaanalyse zeigte sich 

eine geringere Inzidenz des PTS bei früher 

interventioneller Therapie, die aber auch mit 

einer höheren Rate an Blutungen einherging.2 

Weiters lässt sich ein Trend weg von der ka-

thetergestützten Applikation thrombolytischer 

Substanzen und hin zu einem thrombekto-

miebasierten Vorgehen beobachten. Die Wirk-

samkeit und Sicherheit dieser Strategie wer-

den insbesondere durch neue Daten aus dem 

CLOUT-Register unterstrichen.3 Hinsichtlich 

der Therapie des PTS zeigen neue Metaana-

lysen eine hohe Rate an durchgängigen ve-

nösen Stents, sowohl bei primärer als auch 

bei sekundärer Anwendung.4

Pulmonalembolie (PE)

Eine Übersicht zu aktuellen Empfehlungen 

über das Vorgehen bei akuter PE wurde von 

Prof. Stefano Barco dargestellt. Diese bein-

halten eine genaue Risikostratifizierung nach 

aktuellen Guidelines sowie eine interdiszip-

linäre Entscheidung über das therapeutische 

Vorgehen. Eine systemische Thrombolyse 

bleibt weiterhin Pa ti ent:in nen mit hohem Ri-

siko vorbehalten, erste Daten weisen auf 

diesem Gebiet allerdings auf die mögliche 

Effektivität einer Thrombektomie hin.5 Wei-

tere Schritte konnten zuletzt bei der kathe-

tergestützten lokalen Thrombolyse für Pa ti-

ent:in nen mit intermediär hohem bis hohem 

Risiko gemacht werden. Eine aktuelle Meta-

analyse zeigt für diese Methode geringe Blu-

tungsraten bei verbesserten Surrogatpara-

metern.6 

Künstliche Intelligenz (KI)

Mit der Keynote Lecture „Artificial Intelligence 

in medical Research and Practice“ erhielt das 

brennende und vieldiskutierte Thema der KI 

in der Medizin einen gebührenden Rahmen. 

Weiters präsentierte Dr. Stephan Nopp seine 

Arbeit zu einem KI-Modell, das der Risiko-

einschätzung von Langzeitfolgen einer PE 

(Post-PE-Syndrom und chronisch thrombo-

embolische pulmonale Hypertension, CTEPH) 

dient. Hierfür analysierte er 113 Variablen von 

mehr als 8.000 Pa ti ent:in nen aus dem RIETE-

Register. Während das Modell das Post-PE-

Syndrom nur unzureichend vorhersagen konn-

te (AUC-ROC 0,58), zeigte sich für die CTEPH 

ein moderater Vorhersagewert (AUC-ROC 

0,66). Unter anderem fanden sich folgende 

Prädiktoren für die Entwicklung einer CTEPH: 

Lokalisation der PE, Brustschmerzen, Fibri-

nogen, diskordante T-Wellen im EKG und zu-

sätzliche TVT.

Antikoagulation

Neue Antikoagulanzien

Auf dem Gebiet der neuen Antikoagulanzien 

gaben Prof. DDr. Thomas Renné und Prof. Dr. 

Peter Verhamme einen Überblick. Der Fokus 

liegt derzeit vor allem auf Inhibitoren von FXI 

bzw. FXIa (Abb. 2). Diese befinden sich be-

reits in Phase-II/III-Studien. In randomisierten 

Proof-of-Concept-Studien konnte eine Reduk-

tion der VTE nach totaler Knieprothese im 

Vergleich zur herkömmlichen Thromboembo-

lieprophylaxe bei geringerem Blutungsrisiko 

nachgewiesen werden.7 In der Indikation des 

Vorhofflimmerns zeigte sich in einer Phase-

II-Studie die Sicherheit des FXIa-Hemmers 

Asundexian.8 Eine Phase-III-Studie (OCEANIC-

AF) mit demselben Präparat musste jedoch 

aufgrund von mangelnder Wirksamkeit im 

November 2023 abgebrochen werden. Ins-

gesamt werden also trotz der bisherigen viel-

versprechenden Daten weitere Studien not-

wendig sein, um das Indikationsgebiet dieser 

 X Interventionelle Therapien gewinnen bei der akuten Behandlung der tiefen  

Beinvenenthrombose (TVT) und der Pulmonalembolie (PE) derzeit an Bedeutung. 

 X Für die neue Substanzklasse der FXI/FXIa-Inhibitoren wird die Datenlage zuneh-

mend größer. Während Proof of Concept und Sicherheit in vielen Bereichen etabliert 

wurden, bleibt die Frage der Effektivität noch unbeantwortet. 

Abb. 1: Reduktion des postthrombotischen Syndroms (PTS) bei Patient:innen nach akuter  

Intervention für tiefe Beinvenenthrombose (TVT). Ein höherer Balken zeigt eine stärkere  

Reduktion des PTS an.
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neuen Substanzen zu definieren. Phase-III-

Studien laufen zurzeit in der Indikation des 

Vorhofflimmerns, des nichtkardioembolischen 

Schlaganfalls, des akuten Koronarsyndroms 

und der krebsassoziierten VTE.

Risikoprädiktion in der  

VTE-Sekundärprophylaxe

Univ.-Prof.in Dr.in Sabine Eichinger gab einen 

Überblick über die Risikoabschätzung im Rah-

men der Sekundärprophylaxe nach VTE und 

ging dabei insbesondere auf das Spannungs-

feld aus Blutungsrisiko bei langfristiger An-

tikoagulation und Rezidivrisiko bei Absetzen 

der Antikoagulation ein. Sie erinnerte zunächst 

an die Prinzipien der VTE-Therapie (niedriges 

Rezidivrisiko unter Antikoagulation und bei 

Thrombosen mit vorhandenem Risikofaktor, 

hohes Rezidivrisiko bei fehlendem Risikofak-

tor). Dann stellte sie das von ihr mitentwi-

ckelte und mittlerweile rekalibrierte Vienna 

Prediction Model zur Prädiktion von Rezidiv-

ereignissen nach VTE vor. Dieses verwendet 

neben klinischen Parametern (Geschlecht und 

Lokalisation der VTE) auch die Höhe des D-

Dimer-Wertes.9 Im letzten Jahr wurde ein 

weiteres Modell zur gemeinsamen Prädikti-

on von Rezidivthrombose und Blutung pub-

liziert, das sich rein an klinischen Parametern 

orientiert (VTE-PREDICT).10

Antikoagulation in vulnerablen Gruppen

Ein wichtiges Problem stellt die Antikoagu-

lation in vulnerablen Gruppen dar, das auf 

der GTH 2024 adressiert wurde.

Prof. Simon Noble machte auf die schlechte 

Datenlage zur Antikoagulation in der palliati-

ven Situation aufmerksam. In seinem Vortrag 

riet er von der Verwendung von Vitamin-K-

Antagonisten aufgrund eines erhöhten Blu-

tungsrisikos − auch bei stabiler INR − ab. 

Weiters wies er auf die Problematik der ora-

len Applikation der direkten oralen Antiko-

agulanzien (DOAK) und deren verminderter 

intestinaler Resorption bei terminal kranken 

Pa ti ent:in nen hin. Die beste Datenlage gibt 

es in diesem Kontext für niedermolekulare 

Heparine, die auch den Vorteil des Monito-

rings und der Dosisanpassung bieten. Gene-

rell plädierte er für eine sorgfältige individu-

elle Abwägung zwischen Wünschen der Pa-

ti ent:in nen und medizinischen Befunden.11 

Dr. Oliver Königsbrügge, PhD, präsentierte 

die Datenlage zur Antikoagulation von Pa ti-

ent:in nen mit terminaler Niereninsuffizienz. 

In einer von ihm durchgeführten Beobach-

tungsstudie zeigten sich bei Hämodialysepa-

ti ent:in nen mit Vorhofflimmern unter Vitamin-

K-Antagonisten ähnlich viele thromboembo-

lische Ereignisse bei deutlich mehr schweren 

Blutungen im Vergleich zu jenen ohne Anti-

koagulation.12 Weiters diskutierte er die be-

grenzten Daten zu den DOAK in dieser Situ-

ation, die in stark limitierten Studien zwar 

nicht schlechter als Vitamin-K-Antagonisten 

abschnitten, aber bei denen es dennoch kei-

ne gute Datenlage zu ihrem klinischen Nutzen 

im Vergleich zu keiner Antikoagulation gibt. 

Die schlechte Vorhersagbarkeit von Blutungen 

erschwert die Nutzen-Risiko-Abwägung hier-

bei noch weiter.13

Schließlich stellte Prof. Dr. Florian Langer 

Empfehlungen zum Umgang mit Pa ti ent:in-

nen mit Thrombozytopenie vor. Handlungs-

bedarf besteht hierbei vor allem bei weniger 

als 50 * 109 Thrombozyten/l. Er wies auf die 

Notwendigkeit einer interdisziplinären Be-

treuung in dieser komplexen Situation hin 

und stellte insbesondere die Guidelines der 

European Hematology Association aus dem 

Jahr 2022 für Krebspatient:innen ausführlich 

vor.14

Resümee

Insgesamt hatte die GTH 2024 in Wien mit 

spannenden State-of-the-Art-, Abstract- und 

Plenarvorlesungen sowie offenen Diskussi-

onen viel zu bieten. Inhaltlich konnten auf 

dem Gebiet der Thromboseforschung inter-

essante neue Daten und wertvolle Darstel-

lungen der aktuellen Empfehlungen präsen-

tiert werden. Sowohl den wissenschaftlichen 

als auch den sozialen Events wurde mit der 

Wiener Hofburg ein prachtvoller Rahmen ge-

boten. Eine Neuauflage des Kongresses ist 

bereits für 18.–21. Februar 2025 in Lausanne 

in der Schweiz geplant. 
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Abb. 2: Wirkmechanismus und potenzielle Indikationen aus derzeit laufenden Studien der  

FXI/FXIa-Inhibitoren
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AIMS OF PHA EUROPE

WHAT IS PULMONARY ARTERIAL HYPERTENSION?

TREATMENT OF PULMONARY ARTERIAL HYPERTENSION

THE FUTURE FOR PULMONARY ARTERIAL HYPERTENSION

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.

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.

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.

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.

a) Cross section of normal pulmonary artery

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

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



Members of PHA Europe and contact details

AUSTRIA
PH Austria 
Initiative Lungenhochdruck
Wilhelmstraße 21 - 1120 Wien
www.phaustria.org 
info@phaustria.org

Pulmonary Hypertension Association 
37 Hadji Dimitar str, ent. B, fl. 2, ap. 3  
5800 Pleven  
www.phabulgaria.eu 
todormangarov@abv.bg 
info@phabulgaria.eu

BULGARIA

BULGARIA

Aid to Patients with Pulmonary Hypertension 
Zapadnaya str. 13 - 3
Minsk, 220036    
phbelarus@yandex.ru

BELARUS

HUNGARY
Tüdőér Egylet 
19, Cházár András utca - 1146 Budapest
www.tudoer.hu 
csabuda.eszter@t-online.hu

FINLAND
Suomen PAH-potilasyhdistys ry. PHA Finland
c/o Sonja Koski
Wilhelmstraße 21 -1120 Wien
suomenpahry@gmail.com

ESTONIA
Eesti Pulmonaalhüpertensiooni Ühing
eesti.ph@gmail.com 
+37253004221

ITALY

ITALY

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

LATVIA
PHA Latvia 
Str. Celtnieku 6a - 35, Salaspils - LV - 2121
www.phlatvia.lv/en/ 
phbbiedriba@gmail.com

Plava krila - Udruga pacijenata oboljelih  
od plućne hipertenzije 
Gorica Jamnička 23 - 10451 Pisarovina 
infoplavakrila@gmail.com 
www.plavakrila.hr

CROATIA

Sdružení pacientů s plicní hypertenzí, z.s
Bělehradská 13/7 - 140 00 Praha 4
www.plicni-hypertenze.cz 
info@plicni-hypertenze.cz

CZECH REPUBLIC

The Bulgarian Society of Patients with 
Pulmonary Hypertension - BSPPH 
Pirinski prohod  str., bl.24 A, entr. B, fl.3, 
ap.34  Sofia- 1680, Bulgaria  
www.bspph.net 
bgspph@gmail.com

Udruženje građana oboljelih od plućne hi-
pertenzije “DAH” - u Bosni i Hercegovini
Zlatnih ljiljana 33, 72220 Zavidovići, BiH 
ugphbih@gmail.com

BOSNIA AND HERZEGOVINA

LITHUANIA
Žmonių sergančių plautine hipertenzija asociacija 
Biržų g. 2, Papilys, LT-41221, Biržų raj., Lietuva
www.zspha.lt 
info@zspha.lt

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

BELGIUM
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Associação Portuguesa de Hipertensão Pulmonar  
Rua Dr Costa Simões, 59. 3050-226 Mealhada  
www.aphp.pt 
associacaohipertensaopulmonar@gmail.com

PORTUGAL

Polskie Stowarzyszenie Osób z Nadciśnieniem 
Płucnym i Ich Przyjaciół 
Wladysława IV 34a m.15, 81-084 Gdynia 
www.phapolska.org 
kontakt@phapolska.org

POLAND

NORWAY
PHA Norway 
LHL PAH - Pulmonal hypertensjon
Vitaminveien 1A
0485 Oslo, Norway
www.lhl.no/trenger-du-hjelp/interessegrupper/lhl-pah
lhl.pah@lhl.no 

Association of pulmonary hypertension patients 
Sinaia/Prahova Carol I, nr 11 street 
http://hipertensiunepulmonara.ro/

ROMANIA

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

Hipertensión Pulmonar España Organización 
de Pacientes (HPE-ORG) 
Sant Feliu de Llobregat  
c/o Anselm Clavé no 33 3o 3a - CP 08980 Barcelona 
http://www.hipertension-pulmonar.com 
presidencia@hpe-org.com

FCHP Fundación Contra la Hipertensión Pulmonar 
Calle Pablo Neruda, 39 28980 Parla - Madrid  
http://www.fchp.es/es - info@fchp.es 
https://www.facebook.com/fundacionhp 
https://twitter.com/fundacionhp
https://www.instagram.com/fundacionfchp/
https://www.linkedin.com/company/fundaci%C 
3%B3n-contra-la-hipertensi%C3%B3n-pulmonar

ANHP Asociación Nacional de Hipertensión 
Pulmonar 
Calle Villajimena nº 85, 1º 4 C.P. 
28032 Madrid 
www.hipertensionpulmonar.es 
informacion@hipertensionpulmonar.es

SPAIN

SPAIN

SPAIN

SLOVENIA
Društvo za pljučno hipertenzijo Slovenije 
Slovenska 29, 1000 Ljubljana 
dbph.slovenije@gmail.com 
www.facebook.com/PljucnaHipertenzija

Pulmonary Hypertension Ukrainian Rare
Disease Association-PHURDA
Hlyboka street 12, Lviv 79013
fond.poryatunok@gmail.com

UKRAINE

UKRAINE

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

SWEDEN

PHA Ukraine 
 Rusanivskyy Blvd, 7, Off. 3, Kyiv, Ukraine, 02147
www.pha.org.ua 
info@pha.org.ua

NORTH MACEDONIA
APH Moment Plus Macedonia 
„Association for Pulmonary Hypertension 
Moment Plus Macedonia”
Tance Kamberov 29,1480 Gevgelija
phmomentplus@gmail.com

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 
Stichting Pulmonale Hypertensie
Postbus 418 2000 AK Haarlem
https://stichtingpulmonalehypertensie.nl/
info@stichtingpulmonalehypertensie.nl

93

Združenie pacientov s pľúcnou hypertenziou, 
o.z. Lučenská 31 - 990 01 Veľký Krtíš
www.phaslovakia.org 
phaslovakia@gmail.com

Plućna Hipertenzija Srbija 
UI. Kneza Mihalia 33
11000 Beograd
www.phserbia.rs 
office@phserbia.rs

SERBIA

SLOVAKIA



Associated members of PHA Europe and contact details

ISRAEL

JAPANARGENTINA

CHINA

GERMANY

PHA Israel 
13 HaShoshan Street - Beit Shemesh 
9959013 Israel
www.phisrael.org.il
office@phisrael.org

PHA Japan 
Village A 209, 5-8 Tsukimino,Yamatoshi, 
Kanagawaken, 242-0002 Japan
npophajapan@gmail.com

HIPUA Hipertension Pulmonar Argentina 
Juramento 2120 4° “11” – Ciudad Autónoma 
de Buenos Aires (CABA) CP:1428
hipertensionpulmonarargentina@gmail.com

iSEEK Pulmonary Hypertension Hope 
Center (PHA China)
Rm.102B, NO.2 Block, NO5. Huayuanlu, 
Haidain District, Beijing, P.R.China
gloriahuan@hotmail.com (for international 
communication)
huanghuan@iseek.org.cn (for Chinese)

Pulmonale Hypertonie Selbsthilfe
Hafenstraße 122, 46242 Bottrop, Germany
daniela.schiel@pulmonale-hypertonie-selb-
sthilfe.de

NIGERIA
Cardiac Community 
4a Idowu Olaitan StGbagada, 
Lagos 102216, Lagos, Nigeria
info@cardiaccomunity.org

USA
Pulmonary Hypertension 
Association
1121 14th St NW, Suite 150
Washington D.C., 20005
https://phassociation.org/
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